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Chapter 1: Introduction

Looking for information on bereavement care, other than reading material
in professional or academic journals can be a daunting task. A search of
the internet provides a significant 1,116,403 hits, which range from
general information, through bereavement services (funeral directors,
counselling, local authorities etc) to individuals talking about their loss.
This is perhaps indicative of the extent to which death and the subsequent
bereavement are part of our lives, despite an implicit tendency to hide
death, dying and bereavement (Aries 1983). In addition reports related
to bereavement appear regularly in the media, the most recent focused on
the provision of memorials on hills and mountains and at roadsides

following road traffic accidents (Guardian Unlimited 2006).

Whilst it is therefore possible for individuals to get news, information and
advice about bereavement in significant quantities, irrespective of
appropriateness, it appears that dealing with death, dying and
bereavement, particularly within health and social care is increasingly
challenging. This in some way may be due, in the UK, to the organ and
tissue retention scandals (Kennedy 2001, Redfern et al. 2001). However,
engagement and interest in bereavement and bereavement care extends
beyond this as it is a universal experience that may impact on health and
well-being (Parkes 2001) and as such demands the attention of those
working in health and social care. Therefore understanding and
developing bereavement services through policy and practice could, it
may be argued, have significant benefit. However, how to achieve this,
and which aspects to develop are not clear as there is a plethora of

perspectives and services, some of which may be competing.

This research sought to engage the perspectives of health and social care
practitioners in statutory and voluntary sectors (including education
settings), through a consultation and mapping process which drew on the
literature review previously undertaken (Wimpenny et al. 2006). The
literature review could not capture practitioners’ views of bereavement
and bereavement care, and what factors may be influencing their practice.

Indeed practitioners and others who are working with the bereaved may



view evidence, such as the literature review, as not being the ‘real world’
(Bridging Working Group 2005). Hence the need to ensure their
perspective is checked out and incorporated into work which may inform
future evidence-based policy and practice. It may also be the case that
practitioners who work with the bereaved are located between the
academic perspective (which might dominate a literature review) and the
bereaved themselves (McLaren 1998) and therefore have a unique insight

into bereavement care.

1.1. Bereavement

This report is focused on mapping and consulting with a range of
practitioners in health and social care. In order to provide the initial
context, however, it is worth recounting some of the brief introduction to

bereavement and bereavement care that appears in the literature review.

The classic work of Lindemann (1994) is often credited as one of the first
studies of grief when he followed up the bereaved from the Coconut Grove
night club fire. However, Parkes (2001) identifies earlier writing that
demonstrates clearly that grief was already a subject of practical and
academic interest. The subsequent development of stage or phase
models of death and grief provided a perspective on the common
processes and allowed many practitioners and others to begin to develop
understanding, research and education (Bowlby 1969, Kubler-Ross 1995).
Without such models it might be argued that the many developments in
bereavement care would not have happened. These models are still
reflected throughout the literature, although the stage and phase theories
and models have been replaced by ones that reflect grief as an ongoing
process of ‘continuing bonds’ (Klass et al. 1996) and a continual move
between loss and restoration (Stroebe and Schut 1999). Such models can
be useful to practitioners in guiding their work with the bereaved and
giving them confidence in assessing and engaging appropriately
(Greenstreet 2004).

There is also evidence of other social and medical models impacting upon
practice. According to Rhodes (2001) death is more than a biological act

and has sociological and legal/political elements that influence any



bereavement response. In addition there are also spiritual and
psychological elements (Heyse-Moore 1996, Worden 1991) and in all
cases there are probably policy and training implications (Kasetenbaum
1992, Ross 1997).

Bonnano and Kaltman (2001), in a review of grief and bereavement,
identified four common areas of disruption in the first year after
bereavement: cognitive disorganisation, dysphoria, health deficits, and
disruptions in social and occupational functioning. However, it must be
noted that the majority of the bereaved, 90-95%, will ‘recover’ from their
loss within a ‘reasonable’ time period (Centre for the Advancement of
Health 2003, Schut et al. 2001). The definitions of ‘recover’ (Balk 2004)
and ‘reasonable’ are difficult to specify as it will vary from individual to
individual, although some broad time periods (usually six months) have
been identified. It may also be the case for some, that recovery actually
goes beyond pre loss levels of functioning (Lindstrgm 2002), whilst for
others the nominal time period for dealing with grief is over-long or not
long enough. Parkes (1972) highlighted such variability in his classic
studies of grief. He highlighted the antecedent, concurrent and

subsequent factors which may impinge on the outcomes for the bereaved.

The moment of death and subsequent bereavement is one which produces
a wide variety of emotional reactions in the bereaved such as sadness,
anger, separation distress, denial, loss of interest in self and social
functioning, constant replaying of the death and events leading up to it.
However, the evidence clearly shows that the presence of such strong
feelings and diminution of quality of life does not equate to poor outcomes
for the majority of people. Furthermore, it appears difficult to know if the
expression or withholding of such strong emotions, influenced by cultural
and spiritual factors, at the time of death and beyond is beneficial to the
bereaved (Stroebe et al. 2005).

What is also apparent, as Parkes and others have described, is that there
are factors which may impact on the outcomes. Some of these factors
could be addressed by all types of practitioners in health and social care
organisations, education settings, voluntary and community groups and

be used to assist in assessment of those most likely to develop physical,



economic, social and mental health problems. There are also
circumstances, such as in perinatal bereavement, where the specific
contextual factors are also strong mediators of outcomes in addition to the

other broader range of factors (Janssen 1996).

1.2. Bereavement Care

Whilst there are a number of definitions of bereavement, including that
from Christ et al (2003); ‘the entire experience of family members and
friends in the anticipation, death, and subsequent adjustment to living
following the death of a loved one’ (p554), they are hard to find for
bereavement care. However, Schut et al (2001) do provide a definition of
what the basic idea of bereavement care might be about, ' ..to benefit the
bereaved individual, to help him or her to deal with the emotional and
practical problems following the loss of a loved one’ (p705). There is, as
far as we can ascertain, no definition of bereavement care as applied to
the delivery of services. As a starting point we have assumed that
bereavement care may cover a spectrum of services from informal and
formal befriending approaches, to care provided by health and social care
practitioners before, at the point of death and beyond, to that provided by

mental health practitioners for those who develop complicated grief.

The range of situations leading to bereavement and the health and social
care settings in which bereavement care is a feature are possibly infinite.
The literature review (Wimpenny et al. 2006) identified those that were
readily apparent, including acute and hospital based care, cancer and
palliative care, community and primary care, mental health and learning
disability services, care of older people, care of children, neonatal and
other obstetric care settings and care of families. Specific types of death
were also included; those that were traumatic (suicide, murder, disasters

and trauma) or from diseases such as HIV/AIDS.

The need for intervention at all if grief is a ‘normal’ process from which
most people will emerge has been questioned (Raphael et al. 2001). In
addition the evidence of the effectiveness of interventions is relatively
weak (Jordan and Neimeyer 2003). However, there would also appear to

be many ‘interventions’ that relate to bereavement in general:



preventative/preparative type work through education; communication
skills for professionals and other practitioners at the time of death and
after; social and community support; designated policies and procedures;
and roles of volunteers and voluntary groups. These interventions and
others are often part of the range of approaches that health and social
care practitioners and organisations use to address bereavement care.

What they see as important areas for action are at the heart of this study.

Accordingly, determining an appropriate spread of practitioners and
organisations to represent the breadth of bereavement care can be
problematic, particularly when a significant number may be working in
palliative care where bereavement care is an integral part of care
provision (Field et al. 2004, Nightingale et al. 1998). The extent to which
bereavement care provision is integral to other services is difficult to
identify as demand may be hidden or localised. Estimating demand and
therefore requisite services, suggests underprovision (The Nucleus Group
2004) although bereavement related issues have been identified as
accounting for between 20-50% of primary care counsellors workloads
(Payne et al. 2002). This may only represent a small proportion of need
within a specific context, i.e. where such services are provided in primary

care and for those who get referred.

Counselling and support services, may also develop where there is a
locally identified need, in Scotland for example following the Piper Alpha
disaster (Hull et al. 2002) or the Dunblane tragedy (Black 1998).
However, due to the universal nature of bereavement there is a need for
bereavement services to be present across all health and social care

settings, particularly as most deaths now occur in hospital.

In 2004 there were 56,187 deaths in Scotland (General Register Office for
Scotland 2004). If as The Nucleus Group (2004) identified, each death
will have an impact on eight relatives or significant others and 5%
(minimum level identified for those who will not adapt) will require further
help and support, this suggests that there could be 22,474 people
requiring a service of some type. Even if the impact of death is confined
to two people per death this would still indicate, at the minimum, 5,618

people who may be in need of some form of service. The extent to which



such people are accessing and using services in Scotland at present is not
known. In addition there is no way of determining the extent to which
these figures reflect the reality as the range of services on offer and their
usage have never been audited or mapped. For the remaining 95% of
bereaved there are also potential needs that may not be addressed and

which may be of a more informal nature.

There are also, within many settings and types of death, voluntary groups
who provide information, advice and support for the bereaved. Such
groups are often an integral part of service provision, although the extent
to which connections exist between statutory, voluntary and other
community services for the bereaved is not known. It may be assumed
that in many cases the bereaved have to navigate their own movement
across the boundaries between services as they embark on their

bereavement journey.

The range of interventions available suggests that no single approach will
suit and may only be required by those people who develop ‘abnormal’
grief or associated anxiety, depression and post traumatic stress disorder.
Identifying and targeting these individuals may be a useful strategy
(Raphael et al. 2001). If intervention for bereavement is required then an
integrative approach appears to be favoured, that is education,

psychotherapy and pharmacotherapy provided by a range of agencies.

1.3. The Scottish context

Phase 1 of the study identified thirteen key messages within the literature
about bereavement and bereavement care. Whilst these were identified
through a systematic review of international literature there was a clear
need to find out if these outcomes were relevant to practice in Scotland
and to illuminate what services were being provided for the bereaved.
The study, reported in the forthcoming pages, was designed to gather
perspectives of those who were identified as key providers, educators or
researchers. It is clear that bereavement and bereavement care is
becoming an increasing priority globally and, as such, there is much to
learn from those with experience and expertise, irrespective of context.

However, although some national UK and international perspectives were



sought, these were utilised to inform the Scottish context as outlined in
The National Framework for Service Change in the NHS in Scotland
(Scottish Executive Health Department 2005).



Chapter 2: Study design

A qualitative interview study was designed to gather the perspectives of
service providers on bereavement and bereavement care. This was
believed to be the most appropriate means of collecting detailed
information about people’s experiences, and their thoughts and opinions
about the key messages from Phase 1. A Bereavement Care Workshop
was also an integral part of the study design and was a major forum for

data collection.

2.1. Aims and objectives

The aims of Phase 2 were to:
1. map the level of agreement of service providers with the key
messages taken from Phase 1, the literature review;
2. describe the level and nature of current practice in bereavement

care in Scotland.

Objectives:

1. consult existing contacts from Phase 1 about the key messages
from the literature review;

2. describe how bereavement care is delivered by service providers;

3. establish new contacts through mailing and snowball sampling
approaches and carry out consultation as in points 1 and 2;

4. gauge interviewees’ perceptions of bereavement care priorities;

5. share outcomes of Phase 1 and the consultation and mapping with
an invited audience to determine recommendations to be made to
Scottish Executive Health Department (SEHD) related to policy and

practice.

The project was funded to run for 6 months commencing on 27 February
2006. Table 1 shows the activities undertaken by the project team (see
Appendix 1 for project team and steering group membership) within this

time frame.



Table 1. Time frame of project

Dates

Activities

27" February - 17" March

Identification of key contacts from Phase 1
Finalising format of invitation letter and
consent form

Finalising format of interview schedule

Obtaining ethical approval

20%" March - 2" June

Telephone interviews with key contacts
Identification of snowball and additional
contacts

Invitations to selected snowball and
additional contacts

Telephone interviews with snowball and
additional contacts

Transcription of interview recordings

Identification of emerging themes

5% June - 5% July

Familiarisation with transcripts

Identification of key themes

Identification of quotes from interviews to
support themes

Amalgamation of data into a briefing paper

for workshop delegates

6" July

Bereavement Care Workshop

7™ July - 25™ August

Amalgamation of data from workshop with
interview data
Summary report produced

Writing of final project report

2.2. Recruitment of interviewees

Recruitment was carried out using three methods:

1. invitations to established contacts;

2. invitations to additional contacts;

3. invitations to snowball contacts.




2.2.1. Established contacts

Initial identification of possible interviewees for the study was carried out
through selection from contacts established in Phase 1. These contacts
were made during a process of identification of grey literature for inclusion
in the literature review. Many informants, including NHS staff, clinicians
with specialist roles, educationalists, chaplains, voluntary sector providers,
funeral directors and researchers from across the UK, had provided
information leaflets, policy documents and operational role type materials.
The information was examined by the project team and key contacts were
selected on the basis of the type of service provided and the level of
engagement of the informant in provision of bereavement care. Thirty-
eight informants were identified as key contacts who would be invited to
participate in an interview for the project. Invitations were extended to
key contacts in Scotland and to those in other parts of the UK where there
appeared to be sufficient involvement of the service provider in
bereavement related work. Prominent academic researchers in

bereavement were included at this stage.

2.2.2. Additional contacts

Additional contacts including national associations, for example The
National Association of Funeral Directors, were also established through
the grey literature. The identification of other additional contacts was
carried out throughout the project as a means of filling gaps in data
collection from specific areas through a process of purposive sampling
(Morse 1989). Initially there was awareness that hospice and palliative
care services were established providers of bereavement care. In order to
ensure the inclusion of the views of practitioners in these areas the names
and addresses of ten hospice medical directors in Scotland were obtained
and they were invited to participate. Staff at cancer support centres in

Scotland and local funeral directors were also contacted in this way.

The research team were also aware of strategic work being carried out at
the Department of Health in England and the equivalents in Wales and
Northern Ireland, in the development of bereavement care services.

Efforts were made to make contact with the key people at this level as it

10



was believed that their experiences could inform developments in
Scotland at an equivalent level. Some internet searching was also carried
out for services relevant to bereavement care. Web forums were used to
contact staff in areas with low representation that the team felt would
have an important contribution to make, for example, mental health and
occupational health services. Members of staff at The Robert Gordon
University with an interest in bereavement were identified and a number
of contacts were also established through members of the research team
providing information about service providers known to them who may

have some involvement with bereavement care.

2.2.3. Snowball contacts

An additional approach to recruitment for the interview study was to
identify others who may add further perspectives to the illumination of
practice. Those interviewed were asked to nominate others in a form of
snowball sampling so that those with most engagement with bereavement
and bereavement care could be accessed (Blacktop 1996). Potential
interviewees were selected from the nominations and invited to participate
on the basis that: they were likely to provide a different perspective from
those already interviewed; they were from an under-represented group
e.g. general practitioners; they were from an under-represented region
e.g. Highlands and Islands; or they were thought to have a high level of
involvement in bereavement care. Snowball sampling was to be
continued until a point was reached when no more new nominations were
made by interviewees or when no time remained for further interviews to

take place.

2.3. Contacting potential interviewees

The study received ethical approval from the School of Nursing and
Midwifery Ethics Review Panel at The Robert Gordon University.
Consultation with the local NHS Research Ethics Committee indicated that
no formal COREC application would be necessary. However, the need to
ensure that participants had adequate information about the project and

were allowed to give their prior approval to taking part in a telephone

11



interview was highlighted. This was addressed with an information sheet,
letter of invitation and consent form (see Appendices 2, 3, & 4). An
advanced organiser for arrangement of interview appointments was also

prepared (Appendix 5).

Invitations were extended to the key contacts and some additional
contacts initially, and throughout the period of interviewing invitations
were sent to selected snowball contacts and other additional contacts.
Invitations containing the aforementioned documentation and a copy of
(or web link to) the executive summary of the review (Phase 1) were sent
via email to those for whom contact addresses were available and by post
to those for whom only postal addresses were available. Invitees were
asked to make contact with the research team by email, telephone or post
if they were interested in participating in an interview. Following this
initial contact, for those who agreed to take part, an appointment was
made for a telephone interview to take place on a date and time suitable
for the interviewee. In some cases, particularly when postal contact had
been made, the advanced organiser was used to aid the process of

interview scheduling.

Interviewees were asked to return the signed consent form to the study
office prior to the interview taking place. On the same form the level of
consent was also obtained for reporting of the results of the study.
Interviewees were asked if they would allow the researchers to use their
name and that of their organisation in the report or wanted these to be
anonymised. It was believed that identification of quotes included in the
report of the study might highlight good practice and encourage sharing of
ideas between practitioners. As a number of interviewees did not want
themselves or their organisations to be identified, this report presents

quotes anonymously.

2.4. Data collection

Data collection for Phase 2 was carried out in two separate parts:
1. semi-structured interviewing (consultation and mapping);

2. the bereavement care workshop.

12



2.4.1. Semi-structured interviewing

Semi-structured interviewing carried out by telephone was the method of
choice for the project. This approach was taken for practical reasons and
to facilitate collection of data of the best possible quality. Telephone
interviewing enabled the research team to contact respondents from a
wide geographical spread and to explore bereavement and bereavement
care practice within a relatively short time scale. This method could also
have greater acceptability to contacts and be equally effective as face to
face interviewing in eliciting qualitative data (Barriball and Christian, et al.
1996). The interviews were carried out by four members of the research
team (AS, PW, RU, FW). Verbal consent for recording of the interview
was obtained from the interviewee prior to commencement. Level of
consent for reporting of the results of the study was also rechecked
verbally. Recording of the conversation was made using a telephone
attachment that either recorded the interviews to an audio cassette via a
tape recorder or to a sound file on the hard drive of a laptop computer
(Re-Tell Ltd. 2006). Interviews followed a schedule devised for the

purpose (Appendix 6) and lasted approximately 40 minutes.

The interview study sought to build on the outcomes of Phase 1 and
establish descriptions of practice and how bereavement care may be

developed in the future. There were three main sections of the interview:

1. Mapping to key messages from Phase 1
a) identification of key areas from the review in which interviewee
is involved;
b) identification and prioritisation of key messages from the review
for the interviewee;
) identification of gaps and closest matches between key messages
from the review and actual practice on a national basis.

2. Bereavement care practices
a) the involvement of the interviewee and their organisation in
bereavement;
b) how the service developed;
c) how it is used in practice;

d) its transferability to other areas and settings.

13



3. Identification of other potential interviewees with involvement in

bereavement care (snowball sampling).

Interviews were transcribed from the recorded versions by a member of
the research team. An initial attempt, because of time constraints, was
made to selectively transcribe only the parts of the interview that were
felt to be important. However, this was particularly difficult to carry out
and in order to maintain the quality of the data most interviews were
transcribed in full. Versions of transcripts were saved as computer files

and printed in hard copy to facilitate analysis.

2.4.2. The Bereavement Care Workshop

Further data was collected through participation of the research team at a

Bereavement Care Workshop, organised by NHS Education for Scotland,

that took place on 6" July 2006 at the Campanile Hotel in Glasgow. The

aims of the workshop were to:

1. disseminate the findings of Phase 1 (Systematic Literature Review)
and Phase 2 (Consultation and Mapping);

2. explore how the findings of the project to date may shape and
influence policy and practice in bereavement care;

3. consider what actions may be necessary to address the challenges for

change and improvements in care;

4. meet and network with people from across the system with an interest

in bereavement care.

Although it was emphasised that the workshop was not a decision making
event it was intended that the outcomes, in addition to the outcomes from
Phase 1 and Phase 2 could help to shape future policy and practice. The
event took the form of a ‘conversational conference’ and was led by a
trained facilitator. Delegates were informed, in advance of attending the
event, that their contributions to the conversations may be used
anonymously in the reporting of the research. Their attendance was
taken to mean that they were in acknowledgement of this and that they

were consenting.

14



Delegates invited to attend the workshop included:
o selected interviewees from Phase 2 of the project
o NHS practitioners - primary and secondary care
o hospice and palliative care practitioners
o academic staff - research and teaching
o voluntary sector providers e.g. Cruse, Alzheimer Scotland
o local authority service providers
o procurator fiscal representatives
o emergency service representatives
o Scottish Executive representatives
o NHS QIS representatives
o NES representatives

o others

The research team produced a briefing paper that was disseminated to all
delegates attending the workshop and was intended to stimulate thinking
about bereavement and bereavement care. The paper contained details
about the research that had taken place up to the time of the workshop.
The initial interpretation and analysis of the data collected for Phase 2 was
presented in this document with some questions that had arisen from data

analysis to aid discussions on the day.

The workshop took two separate approaches: World Café in the morning
and Open Space in the afternoon and was facilitated by Pippa Gough of
the King’s Fund medical charity (The King’s Fund, 2006). A programme
for the day can be seen in Appendix 7.

Two questions were discussed over the course of the morning session.

1. When we consider bereavement care policy and practice as it is
currently provided in Scotland, what assumptions do we need to test
out or challenge? (That is - why do we do things the way we do? Are
these the only ways?)

2. What would it take to create change on these issues?
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At the Open Space session participants were asked to identify a number of
topics emerging from the World Café on which they wanted to do more
detailed work. Six areas for action were identified. Meetings were
convened at which the topics were discussed in full and decisions taken
about how services should be developed to take account of issues of

concern.

2.5. Data analysis

Qualitative data analysis of the interview transcripts used the five fold
process of Miles and Huberman (1994): familiarisation; identification of
themes; indexing; charting and mapping; and interpretation. Interview
transcripts were read repeatedly by three members of the research team
(AS, PW, RU). Initial emerging themes were identified and these were
shared with other members of the team who were also allowed to have
access to the transcripts. Consensus was reached between the team
members about what the key themes were and this was used to develop a
framework for reporting the results of the study. Agreement was also
reached about where subthemes fitted within this main framework.
Finally quotes were extracted from the transcripts to add quality and

richness to the themes and topics identified.

As an additional quality check a random anonymised sample of interview
transcripts were analysed using NVivo qualitative analysis software (QSR
International 2006) by PD. The object was to perform a process of quality
assurance by a researcher who was not directly involved in the collating of
data for the second phase. By examining a range of transcripts,
independently of the research team, it would be possible to highlight any
topics that had been missed or added erroneously by the team. This

process would strengthen the conclusions within the final report.

The full transcripts, representing around one fifth of the total interviews
conducted, were provided in Word format. These were examined in four

phases.

1. all transcripts were read through;
2. transcripts were then edited (headings were added) to allow auto-

coding using NVivo;
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3. transcripts were ‘autocoded’ allowing sections of each transcript to be
collected together as single documents. Ideas phrases and concepts
were coded to nodes that could later be searched;

4. a final examination used various matrix searches and coding was
applied.

The process of developing conceptual nodes from a data set is highlighted

by Charmaz in Denzin and Lincoln (2003) and also Richards (2005).

Data collected at the Bereavement Care Workshop was collated by the
facilitator and passed to the research team. The research team extracted
key points and themes from the full report of the day prepared by Pippa
Gough. These were written up in full and mapped back to the key overall
messages in the literature review (Wimpenny et al 2006) and the themes

from the interview study.
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Chapter 3: Results

This section of the report details the results of the interview study and the
Bereavement Care Workshop. Initially, description is provided of the
numbers of interviewees recruited from the three means of recruitment,
and some profiling is given for the interviewees recruited (sections 3.1. -
3.3.). The results of the mapping of service providers’ opinions to the key
messages from Phase 1, the literature review, are described in section
3.4. This section also presents interviewees beliefs about gaps in service
provision in Scotland and their priorities for development of bereavement
care services. Section 3.5. comprises substantive and detailed
information about the nine key themes identified from the interviews, with
statements supported by quotations from the interviewees. Finally, the
outcomes of discussions between delegates at the Bereavement Care

Workshop are described (section 3.6.).

3.1. Recruitment

Contact was made initially with 38 key informants from Phase 1, the
literature review. Twenty six letters of invitation were sent by email and
12 posted to those for whom there was no email address. Twenty (53%)
of the initial contacts subsequently agreed to participate and were
interviewed. The method of contact made no difference to the number
recruited, with 50% response rates from each. However, email contact
did speed up the process and enabled more interviews to take place in the
short time frame available. Thirty-nine additional contacts were identified
and invited to participate. The snowballing process identified 70 other
possible contacts with involvement in bereavement care. In total 59
people agreed to participate and were interviewed for the study. This was
49.6% of the 119 contacted. Figure 1 is a flow diagram of the
recruitment process. Interviewing began on the 20" March and finished
on 5™ June 2006. The snowballing process had not reached saturation
point and could potentially have continued. Interviews lasted an average

of 42 minutes each and in total 37.9 hours of data was collected.
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Figure 1. Flow diagram of participation
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3.2. Field of interest of interviewees

Interviewees came from a variety of fields (Table 2), with palliative care
and cancer services being the largest represented group (28.8%). This
reflects the findings of the literature review in that services for
bereavement care in this area are well developed. Other fields
represented were: academic; spiritual care; social work; service providers
working with children and young people; neonatal/maternity services;
community services; counselling; professional education; funeral
directors; acute care hospital; independent sector; mental health;
voluntary sector; strategic development. It may appear that some fields
of interest are under-represented, for example, spiritual care. This came
about in part because some interviewees represent more than one field of
interest, for example, two chaplains are also employed in palliative care.

They are included in the table under the heading which represents their
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main employer. Under-representation was also found in other areas
where it was difficult to identify specific contacts, for example, mental
health and secondary care medical practitioners. Purposive sampling of
hospice medical directors was unsuccessful in recruiting medical staff.
However, in most cases the invitation had been passed on to the person

within the hospice who had responsibility for bereavement services.

Table 2. Field of interest of interviewees

Field of interest Number(%) of interviewees
Academic 6 (10.2)
Spiritual care 1(1.7)
Children/Young People 4 (6.8)
Community 4 (6.8)
Counselling 1(1.7)
Education 6 (10.2)
Funeral Director 1(1.7)
Hospital 6 (10.2)
Independent sector 2(3.4)
Mental Health 1(1.7)
Palliative care / cancer services 17 (28.8)
Perinatal / neonatal 1(1.7)
Social work 2(3.4)
Strategic Development 3(5.1)
Voluntary sector 4 (6.8)
Total 59
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Interviewees had a variety of roles within their fields of interest. Palliative
care and hospice services provides the best example, see Table 3.
Seventeen interviewees were employed in this field and within that there
were seven roles represented. Most interviewees were employed as
bereavement services co-ordinators, support workers or social workers.
These roles appear to be similar across hospices and palliative care
settings. Counselling may also be included in these roles. This variation
in roles, yet all having an input to bereavement care, demonstrates a
theme that runs through the interviews; that bereavement is everybody’s

business and should not always be the responsibility of specialists.

Table 3. Roles of interviewees employed in palliative care and

hospice services

Role Number

Support worker/bereavement | 6

coordinator/social worker

Counsellor

Chaplain

Education

Nurse

Psychologist

=N NN NN

Ex-hospice consultant
Total 17

3.3. Location of interviewees

Fifty of the interviews were carried out with service providers in Scotland.
Most regions and major cities are represented (Figure 2 below). The
central belt of Scotland, an area located between Dundee to the north and
Midlothian and Ayrshire and Arran to the south, provided 32 (54%)
interviewees. Areas that may be under represented are Highlands and
Islands and Borders, though small numbers of contacts were achieved in

these areas. There are larger numbers of interviewees in Aberdeen,
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Aberdeenshire and Angus possibly due to the location of the research

team and personal contacts of team members.

A wide range of people with involvement in bereavement care took part in
the interview study. Efforts were made to contact people who make
major contributions to providing appropriate services in their area. The
measures taken to identify such people were successful within the time
scale available. The range of roles and locations of interviewees were
widely spread and where there are low numbers this may reflect low
activity in that area. The interview data reported in the next section of
this report reflects the opinions of those interviewed and demonstrates

the diverse nature of bereavement care.

Figure 2. Location of interviewees
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3.4. Mapping to the literature review

During the interviews informants were asked to give their thoughts and
opinions about Phase 1 of the study, the Literature Review on
Bereavement and Bereavement Care (Wimpenny et al. 2006). This

enabled the research team to gauge the level of agreement with the key
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outcomes of the review and to assess their validity against actual practice

in Scotland.

3.4.1. Areas of involvement

Initially interviewees were asked to identify the areas covered in the
review, with which they have involvement, in the course of their work with
the bereaved (see Appendix 6). Figure 3 below shows the frequency of
occurrence of the main areas of bereavement care in which interviewees

said they had involvement.

Figure 3. Areas of interviewees’ involvement
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The nature of the roles of many practitioners means that they have
involvement in more than one area. Therefore, someone providing
bereavement care in a hospice setting may provide support to older
people, to children and young people, and be involved with whole families.
They may also have a role in education and professional development,
spiritual and cultural care and research. The areas of highest involvement
were cancer and palliative care, families and education and professional

development. This is broadly reflective of some of the main themes
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extracted from the interviews (see section 3.5.). Bereavement care in
areas related to organ donation, learning disability and HIV/AIDS show
lower involvement for the interviewees which may reflect poorly
developed services or that the recruitment process did not reach
practitioners in these specialised areas. Organ donation was only an area
of interest for those involved in strategic development at a national level.
Interestingly, 24 respondents said that they were involved with mental
health aspects of bereavement care. This contrasts with the low numbers
of practitioners in mental health that we were able to recruit to the study.
Though some interviewees undoubtedly are involved with mental health
issues with their clients, it is unclear what the level of involvement is for

the majority.

3.4.2. Mapping to key messages from the review

Interviewees had been given the opportunity to examine the 13 key
messages from the literature review prior to the interview. Table 4 gives
the 13 key messages and the numbers that had identified each as a
priority for their work of that of their organisation. When the numbers
were counted they were ranked in the order of those cited as important by

most people, rank one signifying the most popular choice.

The top three ranked priorities for bereavement care in Scotland were:
the development of education for health and social care professionals;
that a compassionate approach should be taken to the bereaved by all
involved in their care and that grief should be recognised as being a
normal process. Again these are reflected in the main themes extracted

from the interviews (see section 3.5.)

Many interviewees commented that all the key messages were priorities
and discussed at length how they would like to see developments in many
areas taken forward. This provides some validation of the outcomes of
the literature review and reassurance that the important aspects of
bereavement care highlighted can be reflected in the thoughts and

opinions of those in practice in Scotland.
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Table 4. Prioritisation of key messages from the review

Score | Rank

1. Education for health and social care professionals is | 30 1
identified as in need of development.

2. A compassionate approach to all procedures and | 29 2
processes surrounding death can impact positively on
bereavement. The involvement of relatives and families is
essential.

3 Grief is a normal process. 28 3

4 Interventions should be tailored to need. Specific |22 4=
groups of bereaved may require different forms of
intervention.

5 Cultural and spiritual factors, including issues of stigma | 22 4=
need to be incorporated into all areas of bereavement
care.

6. Risk factors for abnormal responses are amenable to | 21 5
assessment.
7. Follow-up has been identified as important, particularly | 20 6

by the bereaved.

8. There are a range of information needs that need to be | 18 7
addressed at local and national levels.

9. Standards, policies and guidelines for Bereavement | 17 8
Care should be considered in all settings

10. A co-ordinated approach to bereavement and| 14 9=
bereavement care that cuts across statutory and voluntary
agencies is required.

11. Research into bereavement and bereavement care is | 14 9=
particularly difficult but essential in developing services.

12. There are ‘hidden’ socio economic factors, particularly | 11 10=
for some groups of bereaved that need to be considered.

13. Establishing a Centre for Bereavement Care may | 11 10
provide a focal point for developing research, education
and practice in Scotland.

3.4.3. Areas not covered in the literature review

When asked whether there were any areas of bereavement care that they
thought the review did not include, many interviewees (25) said that they

thought its contents were very comprehensive and that there were no key
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aspects obviously omitted. However, a variety of suggestions were given
by other interviewees for areas that they felt were not covered. These
included: the burden of bereavement on service and on the health of the
bereaved; bereavement as a public health issue; the cultural issues of
bereaved asylum seekers; issues of the independent sector; cognitive
impairment in the bereaved; social outcomes for bereaved young people;

effects of deaths on staff and anticipatory grief.

These areas may, however, be too specialised to include within a broad
based review. There may also be a lack of literature in these areas
precluding their discussion in any great detail. There can now be a high
level of certainty that the contents of the review reflect the main areas of
bereavement care in Scotland in the early years of the 21% century.
However the rapidly changing nature of society, socially and politically,
will mean that ideas about bereavement and bereavement care will
develop and change continually. This will demand that research in
bereavement and bereavement care is ongoing and the knowledge base is

continually updated.

3.4.4. The biggest gaps between the key messages and actual

practice in the Scottish national context.

When asked for their opinions about the biggest gaps between the key
messages from the review and what actually happens in practice in
Scotland, participants often found some difficulty in giving a national
perspective. They were aware of what was lacking in their own localities
but could not relate to the national situation. Some examples of where

people thought that gaps in bereavement care arise nationally are:

o service provision for the bereaved is poor;

o grief should not be medicalised;

o bereavement can have health consequences;

o there is a need to raise awareness and be much more open about
grief as a normal process;

o education of staff on bereavement needs development;

o research is required on many bereavement related issues raised;

o there is a need to develop national policies and guidelines;
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o there is no co-ordinated approach to bereavement nationally;

o nobody is taking bereavement seriously;

o follow up of the bereaved is often not available;

o there isn't enough awareness of multicultural issues;

o assessment of risk factors for complicated grief is lacking;

o there is no uniformity in bereavement care across Scotland;

o there is a need for continuity of information, education and support

over each area.

These points will be discussed in full within the interview themes (section
3.5.). This enables further validation of the main themes that have
emerged from the interview study and stresses their importance for
service development in bereavement care. These areas should be of
priority to those who are responsible for decision making and policy

development at a strategic level.

3.4.5. The closest matches between the key messages and actual

practice in the Scottish national context.

When asked where they thought the closest matches were between the
key messages from the review and what actually happens in practice,
again a number of interviewees felt unable to comment beyond their local
situation. However, comments that were made paint a reassuring picture
in that considerable bereavement related work has already taken place in
certain geographical areas and within some professions. Some examples

are that:

o people take a compassionate approach to caring for the bereaved;
o people do work hard to communicate with bereaved families;

o there is recognition that grief is a normal process;

o a range of information is available;

o in specialist facilities people can get extended support;

o interventions are being tailored to need;

o the provision of education for professionals is improving;

o there is increased awareness of the needs of other cultures.
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These give some assurance that there is continued development in the
services provided to the bereaved and that those aiming to commission
new services should not have to start from scratch. There is a variety of
approaches to bereavement care already in use and collaboration and
sharing of ideas will enable more of the bereaved to have access to the
help they require. Though this may be the case, there were some
interviewees who were sceptical and did not feel that anything was done
particularly well in bereavement care in the Scottish context. This implies
that some evaluation of existing services may be timely to assess how
well a programme, service or organisation does what it has set out to do,
in terms of effectiveness, efficiency and social acceptability (Willcox
1994).

3.5. Analysis of interview data

The completed analysis of the interview data collected found that nine key
themes had emerged:

. The impact of bereavement and bereavement care in Scotland

. The level of expertise and enthusiasm

. Equitable service provision

. Awareness of the impact of grief, loss and bereavement

. Range and type of approaches to bereavement care

. Co-ordination and Communication

. Follow up for the bereaved

. Guidance

O 0 N O L1 A W N -

. Professional educational needs
All key themes have close links with each other as will become apparent in
the following nine sections that outline the points raised within each

theme.

3.5.1. The impact of bereavement and bereavement care in
Scotland

It is difficult to know the full extent to which bereavement and
bereavement care impacts on statutory health and social care services

and the voluntary sector in Scotland. The time and resources required to
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support the bereaved is, at present, largely unknown though this may be
vital information for service providers in the planning of future
development in their area or for development at a strategic level in
Scotland.

It is recognised that bereavement related problems are often first
identified in the community, especially within GP practices and health

centres and by a variety of professionals.

'Bereavement is a big issue in family care’ (GP 1).

‘There is a high use of health services by the bereaved; 25% will consult their GP’

(Palliative Care Counsellor).

Three practicing GPs were interviewed for the study, two working in rural
areas and one in a mixed rural and urban practice. One GP was a lone
practitioner while the others were partners in group practices. One had a
particular interest in bereavement and dedicated staff time to providing a
bereavement service. Perceptions of GPs on the burden of bereavement
on their work load varied. All recognised bereavement to be an important
issue for their practice though there were concerns about the amount of

time bereavement care could take up.

‘Time is a constraint for everyone, puts pressure on the professionals. I suspect
that most GPs will do bereavement care to some extent. There will be variation

depending on whether you are in a rural or urban area’ (GP 1).

‘We're a small practice, the only one in the village, so time wise it is not a huge
impact because the numbers are small, which is quite good because it means that

we have the time to spend with people’ (GP2).

Personal experience of bereavement may also be a factor that drives
development of a dedicated service in primary care rather than the

perception of bereavement as a problem in their practice population.

‘I kind of made up my mind that if I were ever in a position to have a full time
practice of my own that would be an area (bereavement) that I would try to
develop in order to support people through, an area that is not an identifiable
disease but has long term consequences on health if not managed properly and if

they are not supported throughout that period’ (GP 3).
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Patients may attend their GP with a variety of symptoms that are related
to bereavement but that are not immediately attributable, and ultimately

may be better addressed through a dedicated service.

‘It's almost like you may have a patient coming in with some symptomatology but
you lose sight of the fact that they may just be there because of their
bereavement. It (the bereavement service) kind of focuses the doctors who are
seeing them at that time on the bereavement as being part of the issue that is
causing them a difficulty’ (GP 3).

If indeed the bereaved are consulting their GPs with bereavement related
symptoms but are not being identified through a focused service then
there is a need to examine the reasons for this and to clarify what they
think the GP can do for them, what the GP is able to provide and whether

there is a benefit from their contact with the GP.

‘My impression is that there is quite a high variation in the extent to which GPs
engage with families. Some local GPs have a very well developed bereavement

policy in their practice’ (Consultant in Psycho-social Oncology).

Some GPs appear to have more involvement in bereavement care than
others and will dedicate more time to it and see it as a greater priority.
To enable the bereaved to have positive long term experiences at a time
of great distress it seems important that professionals they come into

contact with have some awareness of the impact of bereavement.

Interviewees often stressed the importance of providing high quality
bereavement care in all sectors (statutory, voluntary, independent) and

the need for senior staff to include it in long term planning of services.

‘In acute care it is a priority for managers to see it (bereavement care) as

important’ (Clinical Nurse Specialist 1).

‘It is often seen as the responsibility of senior staff but in actual fact it is
midwives, medical staff, everyone’s business.......... Medical staff are not so

interested in something long term that can’t be fixed’ (University Lecturer).

However, it may be difficult for professionals to recognise that someone
may in fact be presenting with a bereavement related problem. This
hidden nature of bereavement adds to the difficulty of quantifying the

impact of bereavement on primary care staff. Furthermore there appears
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to be limited collection of data that would assist determination of the

impact.

‘If a GP has someone who presents with a mass of minor ailments, the start of a
chronic illness, minor problems with mental health etc. there seems to be a
general acknowledgement that if that GP knows that there has been a significant
death in the family they’ll put two and two together. But they still tend to treat

the ailments and not the cause’ (Specialist Health Policy Advisor).

‘It is not the kind of thing where you can say, in NHS Scotland psychological
services, that x% of people receiving y therapy it was a bereavement that was
identified as a key precipitant, whereas other information systems you can pull

out that level of detail” (Consultant in Psycho-social Oncology).

Practitioners in the voluntary sector also talked about the numbers of
referrals (from other agencies or self referrals) that they receive for
bereavement related difficulties. Some of the voluntary sector providers
interviewed were from services dedicated to bereavement, for example
Cruse, while others were from services provided for cancer and palliative
care or generic counselling services. The quotes below are from
managers and counsellors employed in the voluntary sector who discussed

the apparently large burden of bereavement on their service:

‘Out of the people we see (cancer support charity), on average it probably works
out at about 25-30% of family members who require additional bereavement
support. I feel this is probably in line with other research on the proportion of

people who may require additional help’ (Head of a cancer support service).

‘On average I get three referrals a week and with me being a single practitioner I

can’t deal with all the referrals I get’ (Voluntary sector practitioner, children and
young people).

‘I have been here for 4 years and in that time about a third of the referrals, and
indeed about a third of the young people that we have seen have come for
counselling for bereavement or loss related issues. I don’t know what the annual
figure would be but I think somewhere about 250 referrals....a third to a quarter
would be bereavement’ (Youth Counsellor).

‘Cruse has 28 teams in Scotland, some large with their own premises and paid
staff, others are small. There are 5-600 volunteers who receive 13,000 calls per

year and give 50,000 hrs of service’ (Cruse Bereavement Care Scotland).
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Although Cruse provide a service to large numbers of the bereaved there
are areas in Scotland that cannot sustain a service due to a variety of
factors and possibly illustrating different levels of need in different

communities.

‘We lost the support of CRUSE. They disbanded, they had been here for a
number of years but found that they didn’t have sufficient numbers to justify it

continuing’ (Macmillan Nurse).

This quote from an island practitioner may also suggest that island
communities support their bereaved better, negating the need for a

dedicated bereavement service.

The apparent lack of formal data collection processes across the sectors
for gathering information about the bereaved, the prevalence of
bereavement related problems and interventions provided appears to be
hampering efforts to quantify the burden. Very few interviewees
described the statistics that they collect about their service, although this
was not a direct line of questioning taken in the interview. Practitioners
from the voluntary sector were more likely to give information about data
collection as it may be of particular importance for evaluation and

reporting purposes.

‘The referral information is taken on a form that I have developed so that I can
get stats on the age and gender of the bereaved individual; who their carers are;
who it was that died; what was the mode of death; when they died. I've also got
a spectrum that I use in terms of trauma, so for example, did the child witness
the death; what was their experience of the death - was it unexpected, sudden or
were they well prepared, present or not present’ (Voluntary sector practitioner,

children and young people).

Some NHS professionals have described service audits which may collect
data relevant to the prevalence of bereavement related difficulties and the
level of service provided, though it appears that care should be exercised

in interpreting these figures.

‘Our last audit 2004-2005 found that 60% of referrals are pre-bereavement.
Sometimes if we do a bit of work before the death that is sufficient and people

don’t need follow through, other times they need a lot. A percentage of referrals
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will be one off when people are just struggling to get their heads around the
facts. Between 30 and 40% of people that we are seeing at any time are one
session only people. I think it is probably something like 22-25% of people are
self referrals. It is a bit confusing because we fill in a form to say whether it is a
self referral or from another staff member, in fact it is never as clear cut as that’

(Children and Family Support Worker).

Staff with involvement in bereavement should now be thinking about the
information they record about their service and how it can be used in
quantification of the burden of bereavement in Scotland. Collection of
appropriate data at the time of death recording could also be useful in
terms of identification of the bereaved and the situation of the

bereavement.

‘Trying to establish prevalence figures is very difficult and these are not available,
not even in terms of death of a parent, because the right questions are not asked

at death registration” (Reader in Family Studies).

This interview study has also revealed variations in the range and type of
support available within each specialty area, for example, caring for
bereaved children within and between geographical areas, between health
and social care providers and the voluntary sector. It may be that the
services available in a local area only deal with a small proportion of the
burden of bereavement or type of need in that area i.e. cancer and
palliative care based services, children and adolescent services, a service
to carers of people with Alzheimer’s disease. The bereaved person may
not fit the criteria for any service in their area. The type of provision
appears to vary between areas with some having more provision of
bereavement care through statutory services and others having higher
dependence on the voluntary sector for this type of intervention. This ad
hoc service provision and possible proportion of unmet need in a
community makes estimation of the burden of bereavement on services

very difficult.

‘I know that in (city) there are a lot of people trained in solution focused
counselling and there is a high amount in EMDR (Eye Movement Desensitisation
and Reprocessing) too. That varies from authority to authority’ (Voluntary sector

practitioner, children and young people).
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‘There is no specific bereavement care service’ (Social Care Team Leader).

‘In our area there is considerable inequity in bereavement service provision. If
you are known to the palliative care team before the death you have access to an

established service’ (Children and Family Support Worker).

‘There is only bereavement support for relatives of patients known to the

hospices’ (Project Manager, non-malignant palliative care).

Inequity of service provision is discussed further in section 3.5.3 of this

report.

A further aspect of the burden of bereavement on services is the use of
staff time to deal with complaints regarding the experiences of relatives.
A large volume of complaints, especially in hospital settings, are from
bereaved relatives who have been displeased with the service received
when a relative died in the care of the establishment. Poor, or absent,
bereavement support before, during and after the death are often sources
of grievance. This is not related to specific cases of failure such as that
identified at Bristol and Alder Hey for paediatric cardiac surgery and organ
retention, but rather to general communication issues between

professionals and relatives.

‘Most complaints in hospital come through misunderstandings, 50% related to

bereavement’ (Practice Educator 1).

‘We see so many tragic cases in our casework and most of the complaints, over
80%, that I've seen over the years have come from bereavement related issues
where someone hasn’t been dealt with correctly’ (Chief Executive, national

voluntary organisation).

‘We're told that where there’s poor bereavement services, the number of

complaints increases’ (Policy Officer).

*...hospital care does seem to be an area where this (bereavement care services)
needs to be directed... some families” experience of the hospital setting have not
been a good one...and didn't deliver the care that the family needed at the time’
(Deputy Director of Secondary Care).

‘Certainly any problems that we have had, maybe people with prolonged grief and
unhappiness, it has been because of things that have happened in the hospital’
(GP 2).
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Service providers also recognise that getting their part of the service
right, whether at the time of the death or later on whilst arranging the
funeral, was important to the whole experience of grief and bereavement
for the bereaved person and would lessen the need for further use of
services. Communication is identified as an important part of good

bereavement care.

‘If somebody had actually said to them ‘I'm really sorry’ and spent 20 minutes
explaining to them why their loved one had died, the complaint wouldn’t have
gone anywhere. Its just that mistaken route of where they have taken something
because they don't know how to deal with their grief. If somebody was skilled
enough to pick that up... The amount of times I have got cross with independent
review panels because the NHS has to pay out £10,000 because they didn’t take
the time to talk to somebody and the poor person has become quite sick because

of it" (Chief Executive, national voluntary organisation).

Based on the above messages from practitioners it appears that the
burden of bereavement on services in Scotland could be considerable.
Many of the bereaved may suffer mental and physical morbidity in the
years following bereavement. The lack of research and suitable data on
the bereaved means that there is no clear estimate of the impact of
bereavement on the workload of health and social care staff across the
sectors. Interviewees recognise the importance of bereavement care for
the bereaved person and have expressed a desire to develop services that
will meet the needs of the individual. There is a need to systematically
gauge the level of bereavement related difficulties experienced by the
Scottish population and the consequent impact on services in order to

direct future service development.

3.5.2. The level of expertise and enthusiasm

A key feature of many interviews was a strong desire to improve
bereavement care. There is no doubt that there is considerable expertise
and knowledge and a number of enthusiasts spread across the sectors
who champion the bereaved and bereavement care. Services have,
therefore, often been driven forward as a result of the enthusiasm or
personal experience of individual persons or practitioners. This

enthusiasm came across clearly in the interviews as practitioners often
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spoke at length and in detail about the service they provide and seemed

central to its development.

‘It is about the individual in a particular place at a particular time who has a
particular vision of what they think should be provided’ (Children and Family
Support Worker).

‘What I have found with Choose Life! and the people who are involved in it is that
they are people who have a passion for it and a real drive to achieve things often
for their own personal reasons, you know a personal experience of suicide, so I
have found that it has been a particular emphasis on that and that in itself has
helped to drive change locally and made a big, big difference’ (Co-ordinator,

Government Programme).

In other parts of the UK specialist bereavement care co-ordinator posts
have been created in health authorities as a particular response to the
Bristol and Alder Hey enquiries. Interviewees suggested that the success
of such posts would depend on the ability of the individual to drive the

service ahead.

‘It comes down to a lot of individuals and where you have a good individual
heading up a service in a hospital, then that particular hospital is going to deliver
a better service’ (Deputy Director of Secondary Care).

‘It's the passionate interest as much as anything else. I think a lot of
bereavement care at the front end is driven by the efforts of individual

enthusiasts and I try and nurture that flame’ (Specialist Health Policy Advisor).

In the NHS in Scotland this type of role is not well developed and only one
bereavement co-ordinator was identified for interview. Again her
enthusiasm for her work and commitment to championing the cause of
the bereaved was evident. She described the development of a
comprehensive service within one University Hospital that, though in its

early days, may become a model for other areas.

! Scottish Executive Health Department (2002) Choose Life: A National Strategy
and Action Plan to Prevent Suicide in Scotland. Available from:
http://www.scotland.gov.uk/Publications/2002/12/15873/14466 [Accessed 09/29
2006]
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‘My post as bereavement co-ordinator was set up back in April 2005 following a
review of various operational but also supportive aspects of bereavement care
within our hospitals. What I have responsibility for doing is tackling some of the
issues that have arisen and then also developing a project outlining what sort of
permanent bereavement centre we need within our hospitals division. The model
here is based on what is done in England and I think it will work very well here
and it can work elsewhere in the NHS in Scotland’ (Bereavement Co-ordinator 1,

hospital).

Some practitioners spoke of their enthusiasm and expertise in
bereavement care but expressed concern that it is often staff, especially in
hospital settings, who are faced with death and the bereaved regularly as
part of their work and are under confident and feel unsupported in this
respect. Staff training and support was seen as essential in nurturing
them to use the skills that they already have to provide the best possible

quality of bereavement support to relatives.

‘There is a huge gap in the health service in supporting our staff through death
(of a patient). If they are not supported, how then can they support relatives in

beginning to come to terms with it?’ (Clinical Governance Co-ordinator).

In general interviewees felt that health and social care professionals
already have the requisite skills to care sensitively for the bereaved but
need confidence and the backing of their organisations to develop and
have a positive impact on the experiences of relatives. They also
recognised the positive impact on the bereaved person of having the
support of someone who appears to have a natural ability to communicate

well in times of high emotion.

‘I think most people do their best within resources, including time. A good carer
who relates to the person, is truly with them, even when the person has had a
particularly bad experience usually means that the person does not view it totally

negatively’ (University Lecturer 1).

‘...there are individuals that are outstanding and have this emotional
intelligence...there are people out there with outstanding skills who aren’t

necessarily in these posts (bereavement related)’ (Head of Midwifery Education).

Whilst this should be viewed positively there is perhaps some caution in

that the level of specialisation built up may detract from the need to
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ensure that everyone, particularly in health and social care settings, is
involved in bereavement care. Some practitioners warned against a
reliance on specialised services for bereavement care and see
bereavement work as a shared responsibility between sectors and part of

the role of all who come into contact with the bereaved.

‘I would like to see generic counselling services coming in dealing with
bereavement, and that is where training comes in as well, so that a trained
counsellor is able to work with bereavement as well. Rather than setting up
different services I think that there should be a cross over, that doesn’t mean
that there shouldnt be specific bereavement services but I think that often if
there isn't a specific bereavement service in a particular area maybe the
impression given is that there is no help available but there might well be if
people are skilled and able to work with bereavement in a more generic way’ (Co-

ordinator, Government Programme).

‘We need to despecialise bereavement care, it's something that everyone is

involved in” (Head of Midwifery Education).

‘There are lots of practitioners where bereavement work is an aspect of their role

but it not their full time job" (Chairperson, bereavement working group).

However, there is no doubt that the range of specialist services for the
bereaved, predominately in the voluntary sector, provide committed and
valuable support. Examples of this are found in the areas of perinatal
death, loss of a child, bereaved children, suicide, and Alzheimer’s disease,

amongst others.

A specialist model of bereavement care has also developed in many
palliative care hospices in Scotland. Practitioners have said that this may
be transferable, in whole or in part, to other areas of service provision i.e.
acute care hospitals. A full assessment of need within the hospital would
be necessary if the palliative care model of bereavement care was to be
adopted. Managers would need to ensure its feasibility on a much larger

scale and within a more diverse range of specialities.

‘It would be lovely (hospice approach) if it could be used in hospitals but the time
and other restraints are so much different and I don’t think they even have
people employed to do bereavement work’ (Patient and Family Support Person,

hospice).
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‘It may be difficult to transfer the hospice service to a hospital setting as it may
become too general as people have different losses. The other side is that people
may be glad to know that someone cares enough to invite them back and offer

that service’ (Hospice Chaplain 1).

Clearly, interviewees want a balance between general and specialist
bereavement care services across the sectors. There is a need to make
the best use possible of the experience and knowledge of enthusiasts and
to develop the existing skills of those whose work includes bereavement
care. The challenge is to determine the best way to achieve this with

available resources for the benefit of the bereaved.

3.5.3. Equitable service provision

A major factor highlighted by interviewees relates to the level of
bereavement support available and the difference between that provided
to relatives of those who have died in palliative care and other forms of
death. Palliative care, it would appear, is often synonymous with integral
bereavement services, support and education and perhaps better
communication across health and social care sectors. This was also
evident in the number of interviewees who worked in this area and the

range of snowball contacts obtained (28.8% of interviewees).

It would appear that, on the whole, palliative care services (hospice and
community based) provide a degree of follow up for the bereaved which is
not seen from other services. Interviewees within palliative care and in
other types of service provision, recognise the exclusive nature of the
service delivered by palliative care teams and expressed awareness and
concern about the lack of bereavement support for people who have
suffered a loss in other circumstances. Hospice staff may be in a good
position to develop skills in bereavement care whereas others provide
bereavement care on a less regular basis where there may be less need

for a specialised service.

‘If you have cancer you are sorted’ (Hospice Chaplain 2).

‘In our area there is considerable inequity in bereavement service provision. If
you are known to palliative care before the death then you have access to an

established service’ (Children and Family Support Worker).
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‘There is only bereavement support for relatives of patients known to the

hospices’ (Project Manager, non-malignant palliative care).

‘The service is exclusively targeted at those in the (cancer care provider) sphere.
We don’t have the capacity either logistically or the number of staff or volunteers
to expand’ (Chaplain, hospice 1).

‘There is a link that seems to be made between palliative care and bereavement
and sometimes I think that assumption means that there are quite a significant
number of bereaved people missing the sort of support we would hope for
because they are not seen by palliative care teams, although it might be argued
that everybody needs palliation at end of life. We hope for a process of education
that would begin to ask these questions about this and why we have such links
between palliative care and bereavement and the terms used interchangeably’

(Bereavement Services Manager, hospital).

Information from an established overseas centre for grief and

bereavement added to the link between palliative care and bereavement.

‘With the increasingly aged population and an increased funding focus on
palliative care, the Centre was established to support palliative care services
throughout the State. Our funding from government comes through palliative
care rather than mental health programs. We had a number of strong advocates
in government which facilitated the process of establishment’ (Director, Centre

for Grief and Bereavement).

Interestingly, the lack of funding for bereavement provided by mental
health services may be mirrored here in Scotland. There could be a
variety of reasons for this, one of which may be the limited engagement
of mental health professionals until someone develops complicated grief.
Bereavement may also be included within a wider diagnosis of depression,
or bereavement care only provided within mental health services for those
with existing mental health conditions who are bereaved. Bereavement
may not be seen as a priority for any mental health service in its own
right. Despite targeted approaches with mental health professionals in
this study recruitment was poor and our ability to explore this more fully

was reduced.
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Although transfer of the model for bereavement care used commonly in
palliative care settings was questioned, it is well developed and could be a

model for provision in other settings.

‘Hospice service approach could be transferred to acute settings such as ICU and

A&E (as many people die in A&E as in hospice)’ (Researcher 1).

Often hospices are in a position to work closely with members of the
family before the death has occurred which may provide the basis for a
continuing relationship. Palliative care providers believe that some work
with families at this stage is a major factor in enabling uncomplicated

grieving and bereavement.

‘Pre bereavement support and anticipating grief reaction often negates the need

for later input’ (Palliative Care Counsellor).

‘Our last audit 2004-2005 found that 60% of referrals are pre-bereavement.
Sometimes if we do a bit of work before the death that is sufficient and people
don’t need follow through, other times they need a lot’ (Children and Family

Support Worker).

In other settings this kind of preparation work may not be possible i.e. for
the ambulance paramedic attending the scene of a sudden death, or in
A&E and ICU. How far such provision can be transferred to all health care
settings is a point worthy of further discussion. However, even in
palliative care circles there is some questioning of the extent to which the

approach is comprehensive.

‘In hospice care bereavement services have been organised although caring for

the family as well as the patient is more rhetorical than reality’ (Researcher 1).

It may not therefore be a panacea for bereavement care. However, the
impression is that there are already pockets of work in, for example
intensive care units, primary care, and the independent sector that seek
to mirror the palliative care approach, including follow up. There is also a
willingness of palliative care practitioners to reach out to other situations

through providing some form of service or education package.

‘We have a full service of a year post bereavement following a stay in intensive

care’ (Clinical Nurse Specialist 2).
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‘What we have in the surgery is myself, district nurse, senior district nurse and

one of the admin staff that run, what we call a bereavement protocol’ (GP 3).

‘I do a lot of follow up. Relatives become friends, they are not just visitors to the
nursing home. They don't lose their connection with us and that means that we
keep very close contact with folk. I always phone them, visit them weeks after
the death. I help them through the initial bereavement and grief’ (Nursing Home

Manager).

There may also be differences in provision between, for example, urban
and rural settings and between provision for particular groups that need

to be addressed.

‘In the community there are pockets of good practice from district nurses, health

visitors and some GPs’ (Cruse Bereavement Care Scotland).

‘Looking at Scotland there are more services in urban areas, including
counselling services — they are often oversubscribed and have waiting lists. 1
don't think that people who have been bereaved by suicide or other means can

wait for that’ (Co-ordinator, government programme).

‘There can be transport difficulties certainly after bereavement (access to

counselling etc. in rural areas)’ (GP 2).

Particularly in the voluntary sector, inequities arise due to the funding
structure and services are restricted to geographical areas that have
provided funding. Even within cancer services geographical inequality has

been described where areas to be covered are extremely large or remote.

‘Here in (area) I can’t get funding from health. I'm funded through Scottish
Executive money for (city) but I can’t go out to (surrounding areas) because

health haven’t contributed to the pot’ (Voluntary Sector Practitioner).

‘We get enquiries from other areas...that we can’t offer a service to...It would
appear that people from other areas are feeling that there is not a similar service

available’ (Youth Counsellor).

‘There is no uniformity across Scotland; there are pockets of very good practice’

(Practice Educator 1).

‘Because I cover the whole of the west of Scotland I think that the service that
people get offered isn’t as equitable as maybe it should be. Realistically if the

family live in (city) I can offer them quite regular support, if they live in (area) or
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down in (area) then I'm not going to be visiting them once a week so I am going

to do more telephone support’ (Senior Social Worker, Hospice).

Social class and deprivation were also recognised as major sources of
inequality in people’s ability to access services. Interviewees provided few
suggestions as to how the needs of people in the lower social classes, who
least often ask for help from health and social services, can be addressed.
There is a suggestion that research in this area is required to determine
the extent and nature of the relationship between bereavement and

deprivation.

‘I think it's easier for middle class to access these things (support), more difficult
for others’ (Support Worker for Children and Young People, cancer support

centre).

‘What we are not hearing is the voices of the people who are most likely to be
bereaved (perinatally), people from social classes 4 and 5 who tend not to access
user groups and also parents who come from ethnic minority groups’ (Head of

Midwifery Education).

‘We must find a way of getting the hidden more transparent....there is work to be
done with regard to people in poverty’ (Children and Family Support Worker).

‘The relationship between bereavement and deprivation has never been
considered yet as there is so much bias in terms of community regeneration

funding’ (Chairperson, bereavement working group).

A general awareness also exists of the need to make bereavement

services appropriate to the individual, despite the potential diversity.

‘I think there are a lot of judgements made about how we should and shouldn’t
grieve rather than acknowledging the diversity of how we do it, and it's more

diverse than ever it was’ (Psychologist, hospice).

Additionally, awareness of culturally sensitive care, which often challenges

existing provision.

‘It is important to understand the different cultural issues at the end of life and
going out to groups and finding out about their requirements and explaining some

of the difficulties in hospital’ (Bereavement Care Manager, hospital).

‘A lot of areas are good at now having timely intervention with families with

different cultural needs but few adhere to some of the sensitivities in relation to
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bathing or whether they want a post mortem or not. There is a lot more that

could be done in those areas’ (Chief Executive, national voluntary organisation).

‘It is still the case that there are a smaller number of people from ethnic minority
groups using the service than we would expect and we are not entirely sure why

that it is” (Children and Family Support Worker).

‘Asylum seekers, there are about 60 different nationalities in (city). There are
sometimes issues like female genital mutilation arising. Language barriers, the
immediate and extended family support is not there. There are good culturally
sensitive and aware midwife teams in (city), but with so many nationalities it is
not possible to know everything about them. Being sensitive and aware, and not

putting your own values on someone else are important’ (University Lecturer 1).

There is also awareness of spiritual needs with identification of approaches
being undertaken that are multi-faith orientated, particularly in health

care settings and chaplaincy.

‘Things like changing chapels of rest with crosses into non-denominational,

actively inclusive areas for people’ (Bereavement Co-ordinator 1, hospital).

‘The time of remembrance is held three times a year in a secular room in the
hospice. Christian services are held in it but it also has articles for other faiths as

well” (Psychologist, hospice).

‘I offer and approve of an all encompassing tolerant approach, not religious

platitudes, being with the family and listening are key to this’ (Parish Minister).

‘The families we work with come from all religious background and none. Most of
them seek some sort of spiritual understanding of the bereavement process. It's
not just totally the remit of the chaplains to deal with that, we are all engaged
with helping families deal with some of those issues’ (Senior Social Worker,

hospice).

The following quote highlights the potential lack of service provision
specifically aimed at the elderly, who will, as this researcher points out, be
the majority of those affected by bereavement and will often be multiply

bereaved.

‘Incongruous that we are creating services for children and yet not for older

people, which is when the majority of people die’ (Researcher 1).
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It would therefore appear that service provision for bereavement care is
not equitable, although practitioners appear to be aware of the
constraints. Practitioners are aware of the gaps and inequalities in service
provision across Scotland and are beginning to identify areas for
improvement. Sharing knowledge, experiences and ideas is vital to the
development of high quality bereavement services for all who have a
need. However, the type of service available seems often to be bound by
geographical location or classification of disease at death rather than the

needs of the bereaved.

3.5.4. Awareness of the impact of grief, loss and bereavement

The need to recognise that grief, loss and bereavement are ‘normal’
processes that everyone will experience is an important and consistent
message coming from this interview study and cutting across practice,
research and education. There is a tendency for those involved in health
care, possibly more so than the general public, to pathologise
bereavement and to see it as a problem that can be addressed by health

care practitioners and others.

‘Joe Public are aware of grief as normal but medical people often forget that. Out
of their own environment we take away people’s coping strategies. We need to
look at normal coping. People are often labelled as having abnormal grief but

that is normal for them’ (Clinical Nurse Specialist 1).

Practitioners believe that there is a need for a better understanding of the
nature of grief and bereavement as part of life. They also wish to highlight
the fact that most people are able to work their own way through grief

and to adapt to life without the person who has died.

‘There is probably a greater need for normalisation of behavioural and emotional
responses after death and not pathologising grief’ (Consultant in Psycho-social

Oncology).

‘I think we just need to change the awareness around it because people do die.
There is a risk of upsetting people, but its part of life. We are in danger of
clinicalising it too much. European countries deal with it very differently and the
fact that we almost pretend that it doesn’t happen makes the impact far worse’

(Chief Executive, national voluntary organisation).
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‘We are keen to promote mental health and wellbeing across the board - also
that message should go that people can and do recover from bereavement. That
it's a process, its normal that people go through it, that there’s a pacing of it even
under the most horrendous circumstances that you can think of’ (Co-ordinator,

government programme).

However, there is an opinion that a culture has arisen where social norms
make it difficult for people to cope with grief as a normal process, both in
themselves and in others. People are now protected from involvement
with death, dying and the bereaved and with this limited experience are
less able to accept their loss and more likely to consider their grief

‘abnormal’ and in need of treatment.

‘We live in a society where people aren’t able to model their grief — we don’t have
the body at home, in the street, memories of childhood losses’ (Chaplain, hospice
1).

‘In some cultures particularly where death is very commonplace there’s a great
deal of matter of factness about it but here any death is either a tragedy or a
scandal and I do worry about us treating death as exceptional” (Head of
Midwifery Education).

‘There is a lack of understanding round the whole process, people are almost

frightened of it’ (Clinical Governance Co-ordinator).

Professionals involved with caring for dying people see a natural
progression of their role to be in caring for the bereaved, but there may
be a danger of thinking that people can be helped to feel better when this

isn't necessarily the case.

‘Does help help?’ (Researcher 2).

Often the only intervention required by the bereaved is for someone to
validate the range of feelings that they are experiencing to enable them to
adapt. A bereaved person may have a range of feelings that they are
finding difficult to accept and contact with a professional who is able to
validate these emotions as normal often allows them to move on through

their grief.
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‘Really important to acknowledge that grief is a normal process, that they are not
going mad, it is normal’ (Support Worker for Children and Young People, cancer
support centre).

‘A lot of people need reassurance that they are normal. A lot of people need

permission to grieve’ (Funeral Director).

‘One of the commonest things we hear is: I'm glad I've come because I thought I

was going mad’ (Patient and Family Support Person, hospice).

‘I get calls from GPs about parents’ grief reaction and I'm able to say: well that
sounds fine to me, completely normal for how this family copes and the way they

work things out’ (Clinical Nurse Specialist).

‘One of the most common things that we say on the helpline is when people say:
I think I'm going mental, I think I'm going mad. For someone to actually validate
what they are feeling, that it is @ normal process...this is fine to feel like this, it's
OK and its perfectly normal. Just taking 5 minutes to say: its OK to cry, its OK to
feel angry, its OK to have these feelings’ (Chief Executive, national voluntary

organisation).

However, one interviewee points out that it can be difficult to differentiate
between normal and abnormal responses as each person will respond
differently and in some cases the responses may be influenced by other

factors.

‘I think it is extremely difficult to define what is abnormal unless you’re looking at
something like suicide and then it may be another life crisis rather than a

complicated grief in itself” (Psychologist, hospice).

In order to encourage the normality of the grieving process many
services, for example Cruse, operate a ‘reach-in’ system whereby the

bereaved approach them for help.

‘We operate as an in-reach service, based on research which shows better
outcomes when the client reaches into services’ (Cruse Bereavement Care
Scotland).

The service does not accept referrals from other health or social care
professionals. This means that people only access the support of this
service when they have recognised their own need for help. In many

cases this may be a need for information as much as emotional support.
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Other services, for example hospices, operate a system of follow up to the
bereaved, allowing them to make use of it if they feel that they need help.
This could still be seen as a form of reach-in service but as the hospice
and hospice staff are often known to the relatives there may be more

inclination for people to make use of the service.

‘We have different ways of offering intervention or leaving it open for people to
pick up on themselves. Very much it is left with the person to respond to the
letter, to pick up at any time because I make it clear that it’s not just for now, its
for any time. I give them all the contact details and leave it with them’ (Family

Support Services Co-ordinator, hospice).

One example of reach-out from non-hospice based services was identified
and this involved assessment forms being sent to the bereaved after a
pre-determined length of time and a bereavement service being provided

depending on results.

‘At 6 & 12 months we send out a copy of the quality of life form, SF36, and the
Hospital Anxiety and Depression (HADS) form along with a letter stating that we
are well aware that this can be quite distressing and if they don’t want to fill it out
that’s fine but it is a means of helping us find out if things are reasonable with

them at that point of time’ (Clinical Nurse Specialist 2).

Practitioners also believe that, to allow the acceptance of grief as a normal
process, bereavement support should only be provided at a time when it

is necessary and not to be perpetuated indefinitely.

‘Time limited support so that dependency is not created’ (Researcher 1).

3.5.4.1. Education for understanding grief and loss

Raising awareness of the normality and range of responses to loss is often
a feature of educational programmes for professionals. Such programmes
often encourage participants to draw on and recognise their own
experience and response to grief, loss and bereavement. Interviewees in
educational roles gave detailed descriptions of how the programmes they
are involved with allow students to explore their own experiences of loss

and bereavement. It is felt that this kind of preparatory work enables
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people to be more responsive to the feelings of others and to acknowledge

the range of normal responses to loss.

‘Emphasis in teaching on grief as a normal process’ (Education Programme

Leader).

‘Education for health and social care professionals should be developed within
grief as a normal process but we need to be able to assess and identify those

people who may need help’ (Researcher 3).

‘Theories can help us to understand why people cope the way they do. I link it
with coping and communication skills, getting them to recognise what is normal
for most people. The most important thing is to understand how people are
feeling, that they need reassurance about how they feel, and getting people to

recognise that they can be supportive’ (Practice Educator 1).

Bereavement related issues are often considered along with the wider
issues of loss, highlighted as especially relevant in some areas of health
and social care, such as midwifery and Alzheimer’s disease. Students are
encouraged to consider the emotional consequences of loss whether or
not it involves the death of another. Interviewees from a range of
services gave examples of the consequence of loss, in its broader sense,
for their clients. Particular examples occur around pregnancy and
childbirth and in Alzheimer’s disease where carers experience losses

throughout the progress of the disease.

‘Sometimes the concept of loss and bereavement is interpreted rather narrowly.
People think about still birth, miscarriage, neonatal death but they may not be
thinking about the infertile woman or the woman who places her baby for
adoption, or the woman who hasn’t had a very good experience, has had a highly
medicalised birth when really she wanted an entirely physiological experience’

(Researcher 4).

‘The pregnancy and loss module is not solely about death but also deals with loss
of sense of self through becoming pregnant, loss associated with not having a
healthy baby, affect of pregnancy and childbirth on employment, preinatal loss,
maternal loss. There has been a consistent interest in the topic” (Univeristy

Lecturer 1).

‘We also meet with people who are experiencing loss in a broader sense, for

example relating to stroke, Parkinson’s disease. We also see people in remission
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who are trying to adjust to possibly getting better and that can be a difficult area’

(Bereavement Counsellor).

‘I come in at the point of the cared for person moving into long term care. Death
isn’t the only loss, there are lots of wee deaths. Making the decision to go into
care is worse than when the partner dies. They feel guilt from abandoning their
partner, and relief as well. They feel guilty about feeling that relief’ (Voluntary
Worker).

In addition consideration of loss needs to extend to the loss of contact

some carers have with health and social care professionals.

‘Recognised sometimes when people with Alzheimer’'s or any kind of dementia
move into long term care or die, the partner who has been caring on a 24hr/day
basis for a number of years suddenly is abandoned with nobody. They have had
carers, social workers, CPNs, GPs, people going in on a daily, twice, thrice daily
basis depending on the needs....and then the next day there is nobody going in’

(Voluntary Worker).

The normality of grief and loss may be less well understood by those who
are not involved in bereavement work or have not undertaken an
education programme in this area. There is some concern about the level
of understanding of grief and loss in the wider population and the common
belief that someone’s experience is exceptional. This is attributed to
broadly negative societal attitudes to death and dying. Many interviewees
were advocates for inclusion of topics that would promote discussion of
death, loss and grief in school curricula. Being more open about the topic
from an early age may allow children to grow up with an understanding
that grief is something that everyone will have to face during their
lifetime. When there is a greater understanding people will be more
prepared and have the skills to cope and be self caring when they become

bereaved.

‘Bereavement can be regarded as a normal part of growing up. It needs to be
treated as a source of difference for some children but also as a mainstream
issue. There is a strong argument for death education in schools and a need for

policies about bereaved children’ (Reader in Family Studies).

‘Priorities are awareness raising and emotional education directed to everyone; in

schools, home, etc’ (Palliative Care Counsellor).
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‘Education would be one of the priorities, education of children. I think we give
children lots of information about life but we hide away that death happens and
people don’t have the skills to deal with it" (Bereavement Co-ordinator 2,

hospice).

There is some indication that some service providers already have close

links with schools in their area and are addressing this directly.

‘I do training for schools, helping schools develop bereavement care policies and
action plans. Negotiating getting in on their teacher training and in-service days

to put it on the map’ (Voluntary Sector Practitioner, children and young people).

Although normalising grief, loss and bereavement is desirable there is also
a need to consider bereavement in the broader public health or
preventative medicine context. It may be possible to address this to
some extent in the same, or similar, way as other health priorities have

been addressed.

‘The general population doesn’t always understand what someone goes through.
Bereavement awareness should be brought into health education along the lines

of anti smoking messages etc’ (Practice Educator 2).

‘Bereavement as a public health issue. In a number of areas the public health co-
ordinators have been developing bereavement care’ (Cruse Bereavement Care
Scotland).

‘I do wish we looked at bereavement in relation to preventative medicine and
mental health, its just so important. If we treated our bereaved better we
wouldn’t have half as many people going through mental health services’ (Chief

Executive, national voluntary organisation).

Bereavement may have a considerable impact on physical and mental
health and also in social and economic terms. Practitioners are

increasingly recognising the wider consequences of bereavement.

‘There is a link between the broad issues of bereavement in young people
(access, types of death i.e. peers, education, need for polices and dedicated
personnel) with disadvantage and exclusion — social structural issues. There is a
whole area of literature about social outcomes for bereaved young people; things

like educational qualifications, teenage pregnancy’ (Reader in Family Studies).
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‘We became very interested in what we saw as the long term damage that
impacted on people’s quality of life and possibly quality of health’ (Specialist
Health Policy Advisor).

‘I suspect that deprivation would probably have an impact as well on the

understanding of families, and the way people cope with bereavement’ (GP 1).

Bereavement may also have a more general impact on the economy than

has been recognised to date.

‘Bereavement has a cost to the economy’ (Researcher 2).

‘Bereavement has a cost to the economy: days lost from work, bereaved school
children, the prison population where bereavement is a huge issue and is often

implicated in anti-social behaviour’ (Cruse Bereavement Care Scotland).

In conclusion it appears that there needs to be wider recognition of grief
as a normal process and active encouragement of use of self care
strategies by the bereaved. The perceived need for the bereaved to
access health and social care services may then be reduced. Education of
practitioners in the field should enable them to open up discussion of
these important issues that are strongly endorsed throughout the
interviews. (Issues around education will be addressed more fully in
Section 3.5.9.). There should also be wider recognition of the public
health and economic issues, with further research to determine exactly
what these are and to what extent they impact on individuals and society.
This would help service providers to identify appropriate measures that

could be taken to enable people to adapt appropriately to their losses.

3.5.5. Range and type of approaches to bereavement care

A considerable range of approaches to bereavement care already exist
and practitioners are aware that no one approach suits all. Senior
psychologists and researchers interviewed recommend that a choice of
services should be available to the bereaved. The value of having a tiered
approach that involves input from all levels of staff across the sectors has
been highlighted. This should incorporate working from an evidence base

with evaluation a key part of the service provided.
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‘What we have is a tiered model and the main part of this pyramid (base) is the
majority of cases where ward staff support relatives. Then there is a smaller
band towards the top of the pyramid where staff will contact us for information or
support. There is another small band at the point of the pyramid which is where

relatives contact us directly’ (Bereavement Co-ordinator 1, hospital).

‘A range of interventions are needed to address all aspects of bereavement care
in different situations though efficacy still isn’t established for many. Cruse can
offer a range of input: skilled listening; advanced listening; counselling’

(Researcher 2).

‘Services should have adequate resources to have a menu of services’

(Researcher 1).

‘Trying to have a huge menu is what I would see as important so that people

don't feel pathologised in any way’ (Psychologist, hospice).

‘It is increasingly being recognised that there needs to be a tiered approach to
the delivery of specialist psychological care. I am a great believer in competency
based approaches and not necessarily specifying professions. The majority of
bereavement care doesn’t require any particular skills from those working in
psychological services but some of the core competencies of clinical psychologists
in terms of evaluation, evidence base and setting up systems are underpinned by

audit’ (Consultant in Psycho-social Oncology).

From the descriptions of their services that people have given in the
interviews it appears that there are a number of points at which the
various services can be involved in a person’s bereavement journey:
before the death; at the time of the death; after the death (often at a
much later stage), and where particular services may be involved. Table 5

below shows the perceived stages in this journey.

Some services provide bereavement care across all stages in the journey,
whereas others are only providing care and support at a particular time.
It may be the case, that the boundaries between the stages prevent any
development of an integrated or co-ordinated service, particularly
between the statutory health components and the voluntary sector.
However, this may not represent all situations where local links may be
functioning well, for example, between midwifery services and groups
such as SANDS (Stillbirth And Neonatal Death Society) and BLISS (the
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Table 5. Stage(s) of involvement in bereavement and bereavement

care

Before Immediate

Links to voluntary
organisations

Key:
Main stage(s) of involvement
Some involvement in some services

No involvement

premature baby charity). It also questions the extent to which voluntary

agencies may wish to be involved or be able to engage with all the stages.

Hospice services describe providing pre-bereavement support which may
include assessment of how the family will react to the death. They also
support the family at the time of the death and continue that care for as

long as required after the death. There are also services, such as that

54



provided to women and families after miscarriage, that provide care
before and at the time of death but may link into external support

networks that will take over at a later stage.

‘We provide total care from the minute that the pregnancy has been diagnosed as
non-viable or the baby having died in utero. Providing support through
miscarriage, through labour and then providing support after. Then giving them
information about how to contact support networks...there’s quite a lot of people

and organisations involved’ (Sister, Early Pregnancy Assessment Unit).

For hospitals, in general (including cancer services), the service provided
to the bereaved is less clear and the level of involvement may be
determined by the length of time the dead person was in hospital.
Providing pre-bereavement support for families will not be possible if the
death is unexpected i.e. in an A&E department. The level of follow up of
the bereaved from hospital staff is also an area that appears to be
underdeveloped. However, some practitioners are beginning to consider
the needs of bereaved families i.e. an intensive care unit follow up service
at one large teaching hospital in Scotland. Evaluation of such services will
be necessary to determine the value of these initiatives for use in other
areas. It is also difficult to determine the extent to which primary care
staff follow up the bereaved, even after they have cared for dying
individuals in their own homes. Again this highlights a lack of information

about the burden of bereavement care in the community.

There is clear faith based support (often chaplaincy) for the bereaved
particularly at the time of death and immediately afterwards. However,
the extent to which this is a continuation of pre bereavement care is
largely unknown in an increasingly secular society. Obviously there are
links to funeral directors who play an important role in the journey,
although this is usually confined to the period immediately after death.
The level of involvement of providers of faith based support with other

service providers is unclear.

Voluntary services also become involved with the bereaved at different
stages depending on the nature of the service. Some will carry out
bereavement care as a continuation of their involvement with the family,

for example Alzheimer’s Scotland. Others like Cruse will only provide a
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service at a much later stage in the bereavement journey. Some
voluntary sector providers describe their role as supplementary to that of
statutory providers. This type of provision adds to the variety and choice

of support services made available to the bereaved.

As previously discussed, mental health services appear to have limited
engagement with the issue of bereavement until people develop mental ill
health, such as anxiety or depression. Although we were unable to gain
an occupational health perspective directly it would also appear that some

form of engagement or involvement only happens after the death.

3.5.5.1. Development of Bereavement Services in the UK

Bereavement services in the rest of the UK have developed in different
ways; some in response to need within a community, others from the
Bristol and Alder Hey enquiries, and many as a natural continuation of
care for a person, their family and friends. As a particular focus for
strategic developments in bereavement care in England, Wales and
Northern Ireland, the enquiries have been a strong driving force behind
much of the strategic developments in bereavement care including the
development of bereavement coordinator posts. However, such posts

have not been a feature of developments in Scotland.

‘We have a helpline run by the Dept of Health. We took it over from the Retained
Organs Commission when they finished’ (Chief Executive, national voluntary

organisation).

‘The origin of the work goes back to the organ retention issues at Bristol and
Alder Hey, because there was a recommendation in the CMO’s report on that that

said that all Trusts should provide bereavement care’ (Policy Officer).

‘We had the same issue here that I know you had in Scotland and of course
became apparent in England and Wales about retained organs which really came
out of the Alder Hey Report. It was thought that the best approach for Northern
Ireland would be some kind of regional bereavement network that would include

a number of area coordinators’ (Deputy Director of Secondary Care).
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‘This model that we have developed here is based on a review of services
primarily with NHS Trusts in England who we approached in April/May last year to
find out from them because I think they are ahead of us on this. I think the
guidance from the Chief Medical Officer and the Dept of Health and the impact
that the Redfern and Kennedy inquiries had on really shaking things up south of
the border has driven the development of services in bereavement care in the
NHS in England in a way that it hasn’t in Scotland as a result of devolution I'm

sorry to say’ (Bereavement Co-ordinator 1, hospital).

However, services have often developed based on local needs.

‘The service used to be called (Region) Helpline. It started out as the (name)

Outreach Helpline, in response to the (name) disaster’ (Social Worker).

‘The service was identified by a cross disciplinary group driven primarily by GPs.
They identified this gap for young people, people whom it was not appropriate to

refer on to adult psychiatric services’ (Youth Counsellor).

3.5.5.2. Interventions

Within the various services that provide bereavement care at different
stages in the trajectory of grief, there are a nhumber of different ways in
which care is provided. Obvious examples would be telephone helplines,
one to one counselling and group therapies, although there is a rich
diversity of other ways in which the needs of the bereaved are addressed.

Often, within a service, a number of approaches are also available.

‘I think the balance of 1-1 and group support actually helps’ (Hospice Chaplain 2).

‘We work in a variety of ways with families, sometimes one to one, I am often
involved in running groups for bereaved parents and sometimes other family
members as well, a bereavement newsletter, a telephone bereavement service’

(Senior Social Worker, hospice).

‘...the support is very much informed with a conversational style...with a
structured therapeutic approach. The main formal support would be one to one
work for as long as the person needed. There's someone I've been seeing

fortnightly now for the last 18 months’ (Head of cancer support service).

‘There are three areas on the continuum that we can provide a service to: those
who require a normalisation of what they are going through (maybe a one off talk

and providing some information); those who require to explore their grief
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process; those who want to examine the implications of grief and their responses
to it can be helped by being challenged or helped to dig deeper’ (Cruse

Bereavement Care Scotland).

‘Between 30-40% of people that we see at any time are one session only
people...our average number of sessions per client is 3.8. We run groups at
certain times....sometimes you get clusters...sometimes you get a lot of dads
facing being a single dad, so I will run a dads group’ (Children and Family

Support Worker).

A thread running through many of the interviews was that every bereaved
person has individualised needs that demand an individualised approach
to their care. Many described a period of assessment followed by the
provision of a service tailored specifically to the needs of the person.
Because needs change with time service providers also described being
flexible to changing their interventions in response to the bereaved

person.

‘The service depends on the individual, we get them to talk to us and we offer
information, advice and support. We try to tailor it specific to needs’ (Chief

Executive, national voluntary organisation).

‘Different people have different needs arising out of bereavement at different

times so there is no one solution” (Specialist Health Policy Advisor).

‘Support should be flexible and respond to differing needs of families’

(Bereavement Co-ordinator 3, hospice).

‘Bereavement care is provided across a spectrum, recognising that everyone is

different’ (Cruse Bereavement Care Scotland).

‘Trying to help them identify what their needs are seems essential to me and
that’s such a variable thing from one person to the other’ (Ex-Hospice

Consultant).

‘Even within our own area we have an enormous spread of different types of

need’ (Children and Family Support Worker).

‘For carers it is there as long as they need it and it is tailored to them as

individuals” (Voluntary Worker).

This may be especially relevant in guiding children and adolescents

through bereavement. Youth counsellors describe changes in need as
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bereaved young people mature, encounter new challenges and develop

new relationships.

‘Really it is working out what the issues are and looking at those. It may be that
it is about communication between the parents, maybe information that the
children and young people don’t have, information about cancer, about
treatment, it depends just what it is’ (Support Worker for Children and Young

People, cancer support centre).

I think it so depends on the context of the person themselves and on the context
of the bereavement. We tend to pick up people who are on the more vulnerable
end of not coping with bereavement, outwith the normal grief reaction.
Therefore, we have had referrals from young people who’s parents have
committed suicide, young people who have found their parents following an
overdose, young people who's siblings have died, road traffic accidents. They say
that everybody suffers but we all suffer differently so you can’t make an

assumption about other people’ (Youth Counsellor).

‘Research is needed to have that longevity, to see how someone copes, if they
lose a parent at 10 how does their coping differ when they are 15 or 20’ (Youth

Counsellor).

Although it is recognised that people are all different and have
individualised needs there may be a dichotomy in that a fair number are
still supported or counselled in groups. It may be that it needs a
professional to assist people to recognise that what they are experiencing
is actually similar to what others also experience. When this is the case
the best people to provide support may be those others who have similar

experiences.

‘The role of the group is to put bereavement into normality and normality is found
as the group check it out with each other. Group members find value in hearing
other people’s stories but need direction from a trained leader’ (Hospice Chaplain
1).

Some highly specialised or innovative ‘newer’ interventions are also being

used in certain services especially counselling.

‘The art therapy has been a development from the initial three years of the

counselling service... young people were feeling excluded from engaging in the
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talking therapy so we have developed it as another choice for them’ (Youth

Counsellor).

‘For the art group...pupils who had lost a parent in the last 2-3years and also a
smaller group who had lost a parent 5 plus years ago...the ones who have got
past the worst of the chaos can be very supportive to the newly bereaved’

(Children and Family Support Worker).

‘My training has involved transactional analysis so I incorporate that into my
involvement, particularly when they go through forms of guilt; what they should

have done or ought to have done’ (Bereavement Counsellor).

‘The EMDR is a practical thing that can be done about trauma and people seem to
like it. It works quicker than being referred to primary mental health teams or
child and family psychiatry where its not currently used. I also do play therapy,
narrative therapy, I use music, any kind of medium that helps to get the

expression of grief out’ (Voluntary Sector Practitioner, children and young

people).

There may also be some individuals who need particular approaches for
an appropriate period of time, such as those with more complex needs

and staff providing care in certain situations.

‘I think people with complicated needs are best seen in the community where

there is continuity of care for a length of time’ (Psychologist, hospice).

‘We are involved in bereavement care through: helping residents through
bereavement of family members while they are residents here; bereavement care
of families of residents who die here or in hospital; grief of staff who have cared
for a resident for perhaps many years; residents when a fellow resident dies;
family of, especially spouse of a person suffering from Alzheimer's disease’

(Nursing Home Manager).

3.5.5.3. Information

An important part of any service for the bereaved is to provide them with
adequate information that reflects the choice of local and national services
that are available. There is a perception that the availability, accessibility,
production and content of information needs to be addressed so that the

right type can be available to the bereaved at the right time.
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‘We believe that people need good information. Some people wouldnt want to
use the service here, they may prefer to go to CRUSE or contact a national
helpline and it is important they have that information” (Head of Education,
Hospice).

‘We really are keen to make sure that people have access to information and
support and know where to go to access support. We have produced a handbook
called ‘After a Suicide’, we hope this is a helpful resource and that is something

that can be developed nationally’ (Co-ordinator, government programme).

‘There is a need for better information to be available for the bereaved:

production and content’ (Researcher 2).

‘Giving them evidence based information and signposting them to the appropriate
support instead of the experience people have of going round in circles trying to

access the right help’ (Consultant in Psycho-social Oncology).

Some practitioners described giving out standard pamphlets and booklets
(provided by the NHS and local authorities) to the bereaved and some

dissatisfaction for themselves at the content and format of such items.

‘I do hand over to families information about what they need to do next but it is a
very cold pamphlet...I feel that there could be something far better and more

reassuring that could be handed to people’ (Nursing Home Manager).

‘We have leaflets about how to deal with death and what to do and I feel they are

so horrendously impersonal’” (GP 3).

‘We have a new procedure where we can pronounce a life extinct. What we do is
leave a form with the body for the police or undertaker and there is a
letter/booklet for the relative. On the front of the envelope it says ‘With
Sympathy’. It's a horrible thing, I don't use it.....To me its not very professional I
would rather speak to them about it and try and answer their questions’

(Ambulance Paramedic).

Some co-ordination and shared awareness between the services of what
information is provided by other practitioners in an area will be necessary

before reliable local information can be produced.

‘There are duplication of resources and information overload. The acute sector
often doesn’t know what is available in the community. No sharing between care
homes, individual businesses. Important to highlight key booklets and also other

local information’ (Project Manager, non-malignant palliative care).
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‘We could do with publications that could collate the information needed and
somehow make it a bit more uniform...a bit more presentable and thought

through’ (Patient and Family Support Person, hospice).

A natural place to look for information today is the internet and some
practitioners see this as an important resource for the future and one that
should be used, and indeed is being used, by service providers to reach

the bereaved.

‘Finding the right thing, the right types of information to pass on can be tricky.
We probably see the future as being online” (Youth Counsellor).

‘I think communicating existing resources so that people are aware of what
already exists. So for the GPs I would always include the Cruse website, Cancer

Bacup has something for children’ (Psychologist, hospice).

3.5.5.4. Volunteers in bereavement care

Across the sectors a variety of people provide bereavement services, from
clinical psychologists in some hospices to trained volunteers in voluntary
organisations or within some hospices. Little evaluation has been carried
out of bereavement care services but it appears that volunteers may be a
valuable part of any tiered approach and may be well placed to provide a

service within the context of grief as a normal part of life.

‘Trained volunteers undertake the telephone befriending. The feedback from
families is that it was nice to keep in touch with the hospice and that there was
somebody who would talk to them, somebody who would listen. I do find that
people respond well to telephone support if they know you’ (Senior Social

Worker, hospice).

‘We set up one of the first palliative care bereavement services relying on
volunteers because we always believed that grief is normal and that ordinary
people can be hugely supportive of ordinary people living through extraordinary
times in their lives. We found that the volunteers were able to provide a
meaningful service. Despite all the methodological problems of trying to measure
a service, we did find that volunteers could make a difference for services that
have to justify their development. The volunteer support is very much about how
to help people manage and understand and a lot of the time what they are doing

is listening and giving information. Working with volunteers is like working with
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any group of people except that they don’t get paid and they really do need to
have a really strong sense of belonging to a service and of being valued and that

their work is carefully set up’ (Head of Education, Hospice).

Whilst volunteers may be valuable, their use necessitates a period of
training, ongoing supervision and evaluation of the service with the

concomitant time and resource implications.

‘Volunteers provide invaluable support but this has implications for training,

support and ongoing education’ (Researcher 1).

‘There are 500-600 volunteers in Scotland, all trained & supervised - 60 hour
foundation course. Volunteers provide three intervention streams - skilled

listener, advanced listener or counsellor’ (Cruse Bereavement Care Scotland).

Following on from this concept of tiered care, where information and
support needs can be provided appropriately by practitioners and agencies
at each level, is the ability to refer on to the next level if necessary. In
the voluntary sector an interviewee described referring people to other

services if it was felt that their needs were not being met.

‘If I was concerned that the service I was providing wasn't meeting the needs of

the person then I would refer them on to a counsellor’ (Voluntary Worker).

Having this kind of flexibility and communication with other services is
important in addressing all the issues that the bereaved person may
bring. Unfortunately, the same voluntary sector provider, describes a
certain reluctance of practitioners to refer for reasons that are unclear. A
greater understanding of each others’ roles should be fostered in
geographical areas that have this richness of provision to enable the
bereaved to have the support they need. This may also be a symptom of

the boundaries identified earlier in Table 5.

‘I think sometimes, though we have a good working relationship with
professionals, there are still barriers. Are we treading on toes? These
professionals have huge case loads, that is the gap that my post fills. I am not
taking over, it is a supplementary role and would relieve them of some of the

care’ (Voluntary Worker).
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Importantly, we are reminded by a variety of interviewees throughout the
study that bereavement is a normal process and that intervention is not
required by the majority of the bereaved. Service providers describe a
flexibility in which there is a need to promote self management and not to

create dependency.

‘The approach of self referral, non-intervention unless needed, are general
principles that underlie any bereavement service. There needs to be recognition
that most will accomplish their bereavement journey with community support’

(Cruse Bereavement Care Scotland).)

A particular example of this ethos exists in the support of a family where a
parent has died. Hospice staff working with a remaining parent see value
in actively enabling him or her to support the children through their
bereavement. The parent, having been given as much information as
they need, should be allowed to make decisions within the family in the
context of their usual coping mechanisms. Practitioners often try to
maintain a balance between the amount of support they provide
professionally and what the person/family get from each other or their

community.

‘Families should be encouraged to support one another and children should be
helped in the context of the family’ (Patient and Family Support Person, hospice).

‘If you have to see a child you have to involve the whole family’ (Patient and
Family Support Person, hospice).

‘The ideal people to support children are the parents but parents may need a lot
of support to support the children’ (Practice Educator 2).

‘We try to support the parents in being the main holders of their children rather
than working directly with the children. The ethos is preventative and trying to
support the parents in the management of their own grief and their children’s

grief’ (Children and Family Support Worker).

‘Services should be sensitive to the need for not doing too much as it can be

disempowering’ (Patient and Family Support Person, hospice).

‘It is important to get a balance though, by not taking over from their own

support network and only being there when needed’ (Clinical Nurse Specialist 1).
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It is also important to be aware of the complex nature of relationships
within some families when planning bereavement care services and
helping them to help themselves. In some families, although all has been
done to encourage self sufficiency, there may be some members not
getting the support they need or want and professional intervention
becomes necessary. Peer group support is seen as beneficial by some

practitioners in maintaining bereavement support outside the services.

‘Awareness of how good families can be in supporting each other if only they
could a) realise that everyone grieves differently and b) that they could do so
much in terms of supporting each other if there was greater open awareness

about grief and the effect of grief on the different members of the family

(Researcher 3).

‘Often in my situation it is the matriarch figure, granny, that held all the brothers
and sisters, nieces and nephews and cousins together. There is a fear that the

whole family system will collapse’ (Nursing Home Manager).

‘T think often other patients and other relatives can be much more helpful in this
respect (bereavement support) than professionals. I think patient to patient or
client to client contact perhaps helps people to relate better to their own personal
need’ (Ex-Hospice Consultant).

‘I think sometimes, just because you have a family structure doesn’t mean that
you will get the right care: I have to come here to cry so I don’t upset the family
or the family say I should be getting over it by now’ (Specialist Health Policy
Advisor).

3.5.5.5. Evidence based practice

Service providers are also seeking to base practice on available evidence
of what works best, or they believe that research can help them to
develop appropriate services. Evaluation of existing services may go
some way in addressing this issue through examining what impact a
service has on those who use it and how well it meets need within a local

community.

‘Service provision should have a strong evidence base’ (Palliative Care

Counsellor).
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‘I'm particularly interested in research. Particularly interested in how we can
respond better to people who have been bereaved by suicide’ (Co-ordinator,

government programme).

‘Research required into individuals’ experiences: what helped/didn‘t help;

anticipatory grief for patients and carers, and for children’ (Researcher 3).

‘Everyone is patting themselves on the back and saying “that is what we should
be doing and this is what we are doing and isn’t this great,” when we’ve never

actually evaluated it" (Head of Midwifery Education).

However, a small number of interviewees voiced concern about the value

of carrying out more research into bereavement.

‘Centre for bereavement care not workable, there is enough research’ (Chaplain,

hospice 1).

‘There is already a lot of research out there and there are no new messages to be

identified” (Palliative Care Research Nurse).

Some thought that having a Bereavement Centre where research activity
could be based, a key message from Phase 1 of this work, would be useful

though localised research activities should not be phased out.

‘Research posts, that would be helpful, we find it very difficult as practitioners to
do research as well....I would be very keen to have a Centre for Bereavement

Care in Scotland’ (Children and Family Support Worker).

‘On a bereavement centre, it would need a lot of resources, but it would be good
to do that. I wonder if it should be a separate centre or should work with the
organisations that are trying to do things with bereavement support already e.g.
CRUSE. It could be a collaborative thing. I wouldn’t like to see the pockets of
very good practice not being utilised and a centre doing everything” (Practice
Educator 1).

Bereavement services in some specialist areas, particularly hospice and
palliative care, appear to be well developed. Other services are currently
developing their capacity in caring for the relatives and friends of
someone who has died in their care. This expansion of provision and
increase in options for the bereaved should be encouraged using the skills
and experience of all levels of staff to their maximum. Co-ordination of

services and information with awareness between practitioners of each
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other’s roles is essential to providing a holistic service to the bereaved
should the need arise. Although not fully supported, research and
development activity and evaluation of services could be central to
providing high quality care and support which promotes and nurtures self

management in the bereaved.

3.5.6. Co-ordination and Communication

There is a variety of approaches, at both local and national levels, to
providing services and support for the bereaved as discussed in section
3.5.5. However, what is viewed as missing is some form of co-ordination,

networking or linkage between the different facets.

‘There is no co-ordinated approach to bereavement nationally’ (Practice Educator
2).

‘There is a need for co-ordination of activity around bereavement care: the range

and type of information; the range and type of access’ (Researcher 2).

‘There are odd pockets but there is no co-ordination” (Cruse Bereavement Care
Scotland).

‘There is poor co-ordination between service providers...more collaboration

between agencies is needed’ (Funeral Director).

‘A co-ordinated approach to bereavement and bereavement care across statutory
and voluntary agencies is definitely needed; different groups doing things but no-
one knows exactly what is on offer’ (Support Worker for Children and Young

People, cancer support centre).

It appears that service providers are often unaware of what else exists for
the bereaved in their local area or on a national basis. Some saw co-
ordination as providing a means by which not only care and support of the
bereaved could be enhanced but could also be beneficial to the

practitioner.

‘A better co-ordination of services would be very helpful, not only for the
bereaved but for people like myself who are trying to help the bereaved’ (Social
Worker).

‘Perhaps somehow co-ordinating the whole family care, knowing the whole

situation and having someone to go in there and recognise the need I feel would
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be better for them (the bereaved). Just having someone who has that interest,

has the time and the dedicated staff to do it (Ex-Hospice Consultant).

Enabling people to work together may have a cumulative effect on
practice and practitioners that could not be achieved by individuals

working alone in their own environments.

'...if you set up mechanisms in a locality that synthesises people’s efforts and
share information and are not precious about all the boundaries and you
encourage people to muck in and share then in the longer term you get a much
bigger impact than you would if you just focus in on particular areas or keep

people separate’ (Chairperson, bereavement working group).

‘Continuity of information, education and support over each area is needed. I
would like to see hospitals having a person there for supporting bereaved people.
It would have to be somebody who is employed for that reason’ (Practice
Educator 1).

Part of our development is about linking networks together not always about
creating services but creating referral pathways and making sure that people are

aware of things’ (Co-ordinator, government programme).

‘I don't have any problem joining in with other statutory services. We have single

shared assessment’ (Voluntary Worker).

It was clear throughout the interviews that there are some existing
informal networks and attempts at co-ordination, across health and social
care and the voluntary sector. The extent to which such initiatives are
successful or have been evaluated seems variable. However, there is also
isolation of practitioners and agencies and, on the whole, limited

interagency working.

‘There are a lot of informal links with services in the surrounding area i.e. lunch

clubs’ (Chaplain, hospice 1).

‘I tried to get GPs to interconnect in that if they felt that they had a patient who
had died and significant others were not registered at the practice to actually
alert the GPs of these patients...so that these people could be watched out for but

it never really, I never got the coordination of that quite right’ (GP 3).

‘I get the impression that people are still working in isolation and perhaps without

as much executive support as you might expect’ (Policy Officer).
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‘I try to look to grow a collaborative model. In reality, to get a full service with
other bereavement workers is challenging. We can either work jointly or at a

connected distance’ (Voluntary Sector Practitioner, children and young people).

A gap between where medical care finishes and social care begins has
been described and some co-ordination between the services may help to

smooth the transition between the two for the bereaved.

‘There is a grey area where medical care finishes and social care begins. That
gap needs to be ironed out and services brought together’ (Social Care Team

Leader).

One hospice based practitioner described her service as a resource for the
community. If this is to be workable then some co-ordination and
awareness of what is available in that community would be required to

prevent too great a demand being put on the service.

‘What I would tell our staff is that we are a resource for the community. That

means we don’t have to do it all ourselves’ (Psychologist, hospice).

GPs may be in the best position to co-ordinate bereavement services in
the community. However, again individual services would probably be

unable to cope with demand if it was better known or offered more widely.

‘General Practice, at the moment is ideally suited to tie in all these things and I
don’t think we need to put in another layer of something because it gets
complicated’ (GP 3).

Development of bereavement co-ordinator posts within health authorities
in other parts of the UK has already taken place in response to the organ
retention reports (see section 3.5.5.1.). Staff have only recently been
appointed to these posts and they have not yet been subject to

evaluation.

‘We set up a steering group in the department to look at co-ordination of
services. The more that was discussed the more it was thought that the best
approach for (country) would be some kind of regional bereavement network that
would include a number of area co-ordinators. The co-ordinators are not
themselves bereavement counsellors. It is their job to provide a service and co-
ordinate training and ensure certain standards are met and so forth’ (Deputy

Director of Secondary Care).
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‘Bereavement link nurses in each area can be a useful addition to the process for
cascade of information and also in a hands on capacity to support others’

(Bereavement Care Manager, hospital).

The development of these roles in practice will be interesting to watch and
their evaluation critical to inform the future direction of bereavement care.
To our knowledge only one co-ordinator post has been developed in
Scotland to date, within a university hospital and funded for two years
from April 2005. The post holder is responsible for: developing a strategy
in relation to bereavement; training; looking at facilities for supporting
bereaved families; piloting of a service to support relatives and staff when

someone dies in hospital.

‘There wasn’t a single co-ordinating point of communication between i.e. the ward
staff and the porters, or the porters and the staff in the mortuary, or the relatives
and the mortuary staff and the funeral directors and the procurator fiscal and on
and on it went. It was decided to create a post for someone to co-ordinate those
issues. It has been set up initially as a two year endowment funded project so
what I have responsibility for doing is tackling some of the issues that have
arisen and then also developing a project outlining what sort of permanent
bereavement centre we need within our hospitals division’ (Bereavement Co-

ordinator 1, hospital).

Some sharing of ideas has been ongoing between services in Scotland
thus enabling providers in different areas to use existing frameworks and
ideas when developing their services. Collaboration and sharing of ideas
between practitioners is vital for the development of high quality

bereavement care services in Scotland.

‘(Other area) got in touch with us before they set up their service and used a
similar model...adapted to their own particular area’ (Children and Family Support
Worker).

‘The only thing is this issue of networking. I see it as a key, sharing practice and
not reinventing the wheel...Quite often we hear....that its been so helpful to meet
staff working in bereavement care elsewhere. We’ve acted as a catalyst” (Policy
Advisor).

In developing co-ordination type services it may be worth examining a

networking initiative set up within a research establishment elsewhere.
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This type of group may be one way of bringing services together to
examine and share best practice and could be a function of a Centre for

Bereavement Care.

‘There was a sense that the bereavement field and services were fragmented and
poorly linked to mainstream health services. Our first two tasks were to
undertake a scoping study of bereavement services and programs throughout the
State and to publish a directory for general practitioners and other health
services. Other bereavement organisations are members of the Centre and have
close working relationships with us. We operate a Bereavement Network, which is
comprised of about 20 agencies (some bereavement specific, others more
generalist), and this group meets quarterly. We also place clinical interns in a
number of these agencies so there is a direct service component to our
relationship. We conduct bi-monthly journal clubs throughout the State and
these have the advantage of strengthening the networks between organisations
as well as exposing participants to evidence based literature. We have
deliberately drawn widely in terms of the governance of the organisation and the
content of programs and have people with diverse backgrounds in medicine,
nursing, palliative care, clergy, sociology, journalism, business, social work,

psychology and medical education’ (Director, Centre for Grief and Bereavement).

An example of some aspects of this type of work being carried out in
Scotland has been within a regional NHS Palliative Care Service, though

there may be others.

‘I set up a thing called (region) Children Loss and Bereavement Forum, which is
professionals who are involved with bereaved children cross sector and we
provide training through that and try and look at issues of policy and so on....I'm

sure (region) isn‘t unique in this’ (Children and Family Support Worker).

Practitioners believe that such inter-disciplinary collaboration and
communication would enhance the care of the bereaved by enabling
information sharing and improved access to services. Central to this is
improvement in communication between the services and with the
bereaved. Some interviewees have described communication between
service providers as lacking while one interviewee who has been carrying
out a bereavement follow up service has noticed improvement in
communication between professionals and with the bereaved since the

inception of her service.
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‘There needs to be more dialogue and inter-disciplinary working” (Reader in

Family Studies).

‘Collaboration with teams, including the district nursing team is important’

(Palliative Care Counsellor).

‘Having a good relationship with the community nursing staff is central to this
working well” (GP 3).

‘The impact, from what relatives have said, is that it (follow up service) has
assisted us to try harder in our communication. Communication has been the
biggest aspect I think. It is important that people do have a means of
communication and that they are able to identify someone who they can go to,
who they feel they can trust and will understand what issues they may have. It's
very easy for people to just slip through a net and to feel quite abandoned so its
trying to prevent that. It is so varied out in the community’ (Clinical Nurse

Specialist 2).

The key challenge for service providers in Scotland is to be able to
develop effective co-ordination, networking and linkage between the
services in their area and with providers in other areas. Evidence from
elsewhere suggests that some form of overall co-ordination, via a centre,
can be helpful. Evaluation of bereavement co-ordinator posts in health
services across the UK will be required to determine their benefit to the
bereaved and to other service providers and will be crucial to inform the
development of new co-ordination roles. Finally, communication and
collaboration appear essential to providing an holistic service to the

bereaved that is evidence based and accessible.

3.5.7. Follow up for the bereaved

Follow up for the bereaved may be initiated in different ways and varies
from the formal in some hospice based services to informal by some

primary care and social care practitioners.

‘We send out about 60 letters a month to the principal member of the family
inviting them to our bereavement support service. The bereavement support
service is structured around small group work. The idea is that we leave people
alone for between 8-12 weeks. We may be in touch before if there are any risk
factors. We also offer a one to one service if they wish. We make up small

groups of people with something in common; sibling loss, partner loss, loss of a
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child. It is very very rare in the group work that we identify someone who needs
further input from a CPN or bereavement counselling or whatever’ (Hospice
Chaplain 1).

‘If they are following them up (community nurse) and seeing them on a regular
basis as well there is probably not much point in us both going in too frequently,

as long as somebody’s going in it doesn’t really matter (who it is)’ (GP 2).

‘In the community the DNs did feel that they carried out a bereavement visit
when they went back to the home to collect equipment but didn't visit again
unless they were asked to. They often see people in the street. Staff didnt see

bereavement care as an issue’ (Palliative Care Research Nurse).

‘I sometimes go back to the relative a few weeks later if I have been involved
with the family. I just sit and chat about the person. The relatives like me to do

that’ (Social Care Team Leader).

Most hospice based follow up services are well structured and make
contact with bereaved relatives at definite intervals e.g. six weeks, four
months, a year. Sending out sympathy cards or anniversary cards
containing contact details of the bereavement service providers are
common ways of saying that the hospice staff haven’t forgotten the
bereaved person and of reminding them about the service available.
However, other examples of formal follow up are also found in hospitals,

primary care and in the independent sector.

‘We have a full service of a year post bereavement following a stay in intensive
care. Within that at six weeks we send out a card, just a very plain card to say
‘we are here if there is anything that you need’ and gives a contact name and
number. At six months we send out a copy of the quality of life form, SF36, and
the Hospital Anxiety and Depressions form (HADS) along with a letter stating that
we are well aware that this can be quite distressing and if they don’t want to fill it
out that’s fine but it is a means of helping us find out if things are reasonable with
them at that point of time. Then at a year, if the forms were sent back at six
months I would send a second set out, just to make sure that things are going
the right way but everyone who has been through intensive care and suffered a
bereavement receives an anniversary card, again just saying that the
organisation does remember them and if there is anything that we can do there is

a contact name and number again’ (Clinical Nurse Specialist 2).
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‘Being a GP in family care I am involved with individual patients but also the
family and extended family. I follow people up over several years. The district
nurse or myself do a follow up visit usually to the house. You take a little time to
gauge how the relative is coping, coming to terms with the situation. We
formally do that. When would depend on how much contact we've had and how
we expect things to go. Not immediately after the funeral, we leave it maybe a
week or longer. Sometimes we decide we need more follow up and we ask the
person to come along to meet and go over certain aspects. A lot of what we do is
communicating and trying to gauge what people’s understanding is and to clarify

and raise things and put it in perspective’ (GP 1).

‘Our district nurse who has usually been involved with these patients ...does

bereavement visiting...she can alert us to any issues’ (GP 3).

‘I do a lot of follow up. Relatives become friends, they are not just visitors to the
nursing home...I always phone them, visit them after the death. I help them
through their initial bereavement and grief. I also often involve the care manager

of the person that has died’ (Nursing Home Manager).

Hospices in Scotland often employ a faith group representative, generally
a Church of Scotland Chaplain. Where this is the case running a memorial
service is a common means of following up bereaved relatives and friends.
These events provide an appropriate opportunity for the bereaved to talk
with staff and to raise any difficulties that they may have been
experiencing. Staff also have an opportunity to remind people of the

services that they provide.

‘We also have a memorial event - invite everyone to that. We used to hold it
twice a year - people get quite upset and the staff recognise this and are
comfortable with people being upset and recognise that’s quite normal’ (Chaplain,
hospice 2).

‘There is a memorial service (at hospice) at least once a year. It does help
people reflect and move on. It helps people to see grief as a hormal process and
that other people have been affected. It takes the isolation away from grief’

(Researcher 3).

‘The time of remembrance is a mix of music and readings, there is ritual in it,
people light a small candle, they are given a small card to write something

personal and that can go in a book, there are flowers that people can take away if
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they want. Its about having a ritual that is meaningful and inclusive for

everyone’ (Psychologist, hospice).

‘We had our first remembrance service last year and the response was
overwhelming. Something about how do we create a very sacred and special
place for people to come and acknowledge, that acknowledgement of this grief’

(Bereavement Co-ordinator 2, hospice).

Although bereavement follow up, in some areas, appears to be
comprehensive, there are areas where service provision is sporadic, even

within cancer and palliative care services.

‘I have concerns in areas such as cancer because there is so much support for
people when they are dying and once they are dead all these organisations drop
them. Not only are they suffering the loss they are suffering rejection from the

organisation as well’ (Chief Executive, national voluntary organisation).

‘There are concerns about those who don’t use bereavement services: we wonder
if there should be a safety net later in the year, sending out an anniversary card

so that those may be picked up’ (Hospice Chaplain 1).

‘People aren’t supported enough and I want to set up proper follow up for all
families (of young people with cancer aged 13-23 years) for up to 2 years.
People should get the chance to voice what they want and if they want to meet
up with other families who have gone through similar then it can be facilitated’

(Clinical Nurse Specialist 1).

‘T lost my wife 6 months ago. The bereavement care I have had from the hospice
has been absolutely nil and that has been a bit of a disappointment. My son and
my daughter and myself have received no follow up whatsoever’ (Ex-hospice

Consultant).

There is also a suggestion, in this study, that the bereaved prefer support
to be available locally, although this may be unavailable in some areas
particularly for specific needs. However, there may be situations where
people will more readily access a national service through, for example, a
helpline or website. What appears to be important is that a choice of
approaches is maintained to provide for the needs of each bereaved

person.

‘People like a local person to speak to’ (Funeral Director).
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‘What I would like to see is a support group for girls that miscarry. There isn't a
support network in (city) and there is a need’ (Sister, Early Pregnancy

Assessment Unit).

‘I think also that there is less stigma in cities than in isolated places. We are
keen to support national help lines, Breathing Space, Childline and Samaritans -
they are an anonymous accessible facility. Maybe things like bereavement
hotlines ensure that national services can be accessed for people remotely. Again
self help and other resources on the website’ (Co-ordinator, government

programme)

Despite the growing secularisation of our society, there is no doubt that
established figures in the community can still play an important role in

supporting the bereaved.

‘Parish Ministry plays a crucial role in bereavement support for the community as

a whole. This begins with the initial visit to plan the funeral’ (Parish Minister).

Some service providers prefer that people recognise their own needs for
additional help and support or have an opportunity to discuss the death
and to access the appropriate services without professional direction

(reach in). See also Section 3.5.4.

‘We operate as an in-reach service, based on research which shows better
outcomes when the client reaches into services’ (Cruse Bereavement Care
Scotland).

Others will go part of the way, particularly hospice services, by providing
details of the bereavement care they offer and providing reminders of
their contact details to the bereaved at appropriate intervals (reach out).
The ‘reach in’ perspective is often the main approach of many voluntary
agencies, such as Cruse. However, the partial ‘reach out’ process appears
to be well received by the bereaved and does not result in an
overwhelming ‘reach back in’ response. Some practitioners describe a
desire to help people to manage rather than waiting for them to get into

difficulties.

‘Are we talking about helping communities to be better at supporting bereaved
people and being more aware so that people get the support or are we saying

that we need to help those that have serious problems? My heart is in helping
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people manage rather than about waiting for them to get into difficulty. We are
reaching out to people that the nurses have identified that the death was
particularly harrowing, the illness was particularly harrowing, they are isolated
and that there is more conflict in the family, multiple losses that we know are

going to stress their coping resources’ (Head of Education, Hospice).

Many practitioners also recognise the value of pre-bereavement
engagement in that it can reduce the need for additional follow up and
support after the death. That is, bereavement support does not suddenly
start at death but is part of on-going care that begins at some

indeterminate time before death.

‘Bereavement should be seen as a continuum’ (Palliative Care Counsellor).

Again this type of preparatory work and anticipatory assessment is
commonly, but not exclusively, carried out in hospices where close

relationships can and do build up between staff and a patient’s family.

‘Sometimes if we do a bit of work before the death that is sufficient and people
don’t need follow through, other times they need a lot. If you help parents to
prepare for some of the difficulties they may face they are less wrong footed by

them’ (Children and Family Support Worker).

‘Bereavement care should start before the death as part of the palliative care
process’ (Specialist Health Policy Advisor).

‘Pre-death support has always been available. We would see that as part of
bereavement support. Preparing people beforehand, some want to discuss it

more than others’ (Psychologist, hospice).

‘I have quite a broad look of bereavement and I believe if you can do good
anticipatory grief before somebody dies then that helps them cope with grief as a

normal process’ (Researcher 3).

‘Bereavement starts even before they pass away and once they have passed
away I find that the more time I have spent with the relatives beforehand, the
easier it is, a lot of the ground has been gone over already’ (GP 1).

‘Because they (staff) usually know family members already as they have seen
them before the person has died, they are in a good position to offer

bereavement support’ (Head of cancer support service).
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However, undertaking significant pre bereavement care is not always
possible and for some health care workers in particular there is no
opportunity to develop a relationship pre death with the bereaved, for

example, ambulance paramedics attending a sudden death.

‘The wife is in the car and you have to tell them (husband is dead) ....we're

breaking bad news more often than good news’ (Ambulance Paramedic).

This being the case there is still potential for risk assessment of the
bereaved to be undertaken and, where necessary, flagged up to
appropriate professionals for follow up. Risk assessment in general is
varied in approach, from formal assessment tools to more informal case
discussion approaches. Both approaches seem to be useful in identifying
those who may be most at risk of a complicated grief response and in
need of additional support of some form, but caution is urged to
understand that individuals will react and cope differently, often in

unexpected ways.

‘The bereavement risk assessment form that we use is based on the one that
Colin Murray Parkes used about 20 years ago. We have simplified it as much as
possible so the staff can comment themselves on significant issues. We would

see it as a guideline’ (Psychologist, hospice).

‘Assessment tool - I pinched it from ‘A Gift of Tears’. It's a text book. It's a very
simple tool, with 3 columns and different statements and whichever statements

you circle - the more they are to the right the greater the risk of complications

(Bereavement Counsellor).

‘We don‘t use a formal risk assessment tool but we do it within the context of the

team’ (Hospice Chaplain 1).

‘My district nurse and myself and administrator have bereavement meetings
where we will go through historical record sheets of patients...once every three
months...we will consult the computer to see if that patient has been in to the
surgery. It would be put in the clinical notes and that can just change the tack of
the way you deal with them’ (GP 3).

Opinions of interviewees were varied regarding the value of carrying out
risk assessment of the bereaved. Some raised concerns about making
attempts to pigeon-hole individuals whose needs were often diverse and

differed at different times.
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‘T have a bit of difficulty with this risk factors business. I think it is so individual
that how they feel they are coping has to be uniquely about their perspective and

where they are coming from’ (Children and Family Support Worker).

Others were more ambivalent but felt that formal risk assessment as a

one off event at the time of death was of little value.

‘You can argue both ways on the validity of doing risk assessment, you can argue
that they are helpful or unhelpful and the research is ambivalent in that whole
area. What doesn’t work and we used to do this here was a risk assessment
done by the nurse on duty at the time of the death. All that gives you is a
photograph of that moment of loss, it gives you little or nothing about the
running video tape of what people are living with, and it is very subjective. What
one person may see as an over reaction, another may see as perfectly normal
within the bounds of the relationship between that son and that mother’

(Chaplain, hospice 1).

However, there was general support for some form of risk assessment,
even if it wasn’t formalised, that could also be used to bring potential

difficulties to the attention of colleagues or other service providers.

‘We are reaching out to people that the nurses have identified that the death was
particularly harrowing, the illness was particularly harrowing, they are isolated
and that there is more conflict in the family, multiple losses that we know are

going to stress their coping resources’ (Head of Education, hospice).

‘I've also got a spectrum that I use in terms of trauma, so for example, did the
child witness the death (etc) ...it gives us an idea of what traumatic events there
were to the bereavement. I'm looking for the trauma as an initial starting
point...we are trying to locate where the individual is in the process of mourning’

(Voluntary sector practitioner, children and young people).

‘Initially I would be assessing for a few weeks and if I felt they needed
counselling I would suggest that. I find that if we are working with people before

the death it can be very helpful’ (Patient and Family Support Person, hospice).

‘I'm very into risk factors. If we are aware of previous bereavements, low
income, a lot of children under 12, the risk factors that Colin Murray Parkes talks
about, I think we could highlight who might have an abnormal response’

(Researcher 3).
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Risk assessment can have different meanings to different practitioners
and no one standard approach appears to exist. Whilst there is some
disagreement about use, one practitioner warns that there is no point in
performing a risk assessment if there is no provision of a service aimed at

addressing the range of difficulties likely to be revealed.

‘Don't risk assess unless you can do something about it” (Chaplain, hospice 2).

The interviewees in the study have been largely in favour of following up
bereaved relatives, though engagement of staff is variable. Hospice
services are particularly well structured to provide bereavement follow up
and many provide a comprehensive service within their scope. In reality,
the nature of death and the range of bereavement experiences are diverse
and on the whole no service exists that provides assessment and follow up
for the majority of bereaved people. The hospice model may form a
useful template for service development in other areas. There is sporadic
provision within other services, but localised assessment of need and
development of a practical solution to bereavement follow up is necessary.
More widespread pre-bereavement work where possible, including
assessment and identification of risk factors, may be the most that some
services can offer, but would still be seen as a useful contribution.
Evaluation of existing services that includes the views of the bereaved
would be invaluable in informing the development of new follow up

services.

3.5.8. Guidance

Whilst there may be guidance, standards or policies for professionals for
what to do around death and dying it is perceived that there is little or no

accompanying work for bereavement care.

‘NHS (region) has a policy for caring for the patient after death but there is no

policy for bereavement care’ (Chaplain, NHS).

‘We have national frameworks for pretty much everything in
Scotland...bereavement seems to have kind of slipped through all of these and

yet it is such a global phenomenon’ (Chairperson, bereavement working group).
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However, some interviewees did mention specific guidance, standards and

policies that incorporated caring for the bereaved.

‘All through clinical governance there are issues of dignity and family support at
the time of death’ (Clinical Governance Co-ordinator).

‘If you take things like standards for better health and NICE guidelines and the
NSFs collectively it becomes apparent that they do all mention bereavement in its
own right. At least a platform on which to build it is being acknowledged and it
makes it easier at a local level to ask if we can get this on the agenda from a

variety of different angles’ (Bereavement Services Manager, hospital).

‘We produced a document here, which was really a code of good practice around

post-mortem examination’ (Deputy Director of Secondary Care).

‘We have policies for care of the dying that involves what we do for their relatives
but made in a very broad sense so that we can identify different needs of
different individuals. We have policies in place for expected and unexpected

death’ (Nursing Home Manager).

Having standards, guidance or policies is considered useful as they
provide a starting point from which services could develop, particularly for
those with less experience of dealing with the bereaved. Some stressed a
need to take a national approach to setting standards for bereavement

care in Scotland.

‘We have standards and procedures for those less experienced and unfamiliar.
Protocols are a good guide for them. It is in the nature of a good carer to be
compassionate and sensitive, but with no standard procedures it can make them

more anxious than need be’ (University Lecturer 1).

‘There is a need for the development of policies and guidelines because there are

differences between areas’ (Practice Educator 2).

‘There has to be standards in bereavement care’ (Chairperson, bereavement

working group).

‘We need to have standardised policies (region) wide or even Scottish wide’

(Clinical Governance Co-ordinator).

‘If there is no specific target or standard, then bereavement care gets left behind’

(Policy Advisor).
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As guidelines, standards and policies can reduce the variability in practice
and foster common approaches to tackling the difficulties faced by some
bereaved people, they may be a useful foundation for local practice
development. However, there are also some notes of caution in that such
tools should reflect local practices and more importantly should actually

address the individualised needs of the bereaved.

‘It seems to me that to have standards and guidance is helpful, at the local level
at least you can have a common point at which you are aiming. ‘When a patient
dies’ in England will prove to be an immensely valuable platform on which to
build. If you have a standard or guidance it can provide a minimum level that
can be adapted to the local community” (Bereavement Services Manager,

hospital).

‘I think it is about teaching people that guidelines are really a framework and you
hang things on them and I think that trying to understand individuality is good’
(Head of Midwifery Education).

‘T would argue that there needs to be an informal element as well as a formal

one’ (Chairperson, bereavement working group).

Many interviewees agreed that there needed to be some development and
availability of guidelines or standards of care in bereavement care
services. However, there was some scepticism about whether some
guidelines or standards would have an impact on the care given to the

bereaved.

‘We comply with the guidelines and we can tick all the boxes but there is very
little evaluation of whether or not that meets the parents needs’ (Head of

Midwifery Education).

‘Standards etc....need to be considered with a soft touch, not too much like the
“ticky” boxes that come out of hospitals and you know we don’t look at them half
the time’ (GP 3).

In addition broader issues were raised about developing such approaches
as they may be interpreted in different ways or be lost in a plethora of

other central advice.
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‘Standards, policies and guidelines, some of it is unhelpful. It can be helpful if it
makes you look at practice. It is policing and not trusting that people really want
to try and do their best’ (Children and Family Support Worker).

‘The Executive is awash with strategies but I do think it would be good if there
were a list of priorities in order to guide developments locally and nationally’ (Co-

ordinator, government programme).

However, some form of framework appears to be considered a positive

thing to develop practice in bereavement care.

‘What we kind of need in Scotland is...a national framework’ (Chairperson,

bereavement working group).

However, creating such a framework may involve financial commitment.
Achieving even the present levels of care and support can be demanding
on resources in both statutory and voluntary sectors. There appears to be
little allocated funding currently and service providers often juggle
attempts to provide high quality bereavement care along with other

commitments.

‘I think that in the last national study the main reason why services
(bereavement) are struggling is that we are at the Cinderella end and that is in
quite a well resourced area of health care’ (Hospice care) (Head of Education,

hospice).

‘It's always helpful to be backed up by cash to kick things off. It would be good to
have something that comes from a higher level that actually permits local
authorities and voluntary agencies to consider bereavement as a health service’

(Co-ordinator, government programme).

‘Here in (region) I can’t get funding from health. I'm funded through Choose Life
which is Scottish Exec money for (city) but I can’t go out to (surrounding areas)
because health haven’t contributed to the pot’ (Voluntary sector practitioner,
children and young people).

‘There is a lack of core funding, otherwise we could do better quality assurance

with more central staff’ (Cruse Bereavement Care Scotland).

‘I think there should be core funding for a baseline service so that people
wherever they live, can get the same kind of response. The reality is that people

still find themselves with nothing” (Youth Counsellor).
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Despite such financial limitations, developing bereavement care is not just
about money but also about understanding the need and the degree of
priority or importance that bereavement care is given within health and

social care.

‘In our financial climate it is extremely difficult to see how it could be done
because unless people are willing to take on some of that within their own time a
lot of it will not happen. I think it needs to be seen as an area away from
anything else and it is not caught up in the financial aspects of the wider NHS’
(Clinical Nurse Specialist 2).

‘There is going to be a set of standard statements produced including
bereavement care (for nursing homes in city Health Board area), but there is no
staff support to put it into practice’ (Project Manager, non-malignant palliative

care).

‘There needs to be an investment of attention and understanding as well as

money’ (Cruse Bereavement Care Scotland).

Development of a framework for bereavement care could proceed using
current evidence, with evaluation and updating undertaken as necessary.
The identification of a centre or group to take forward this work has been

suggested.

Y. within the literature review there was a proposal for a centre, a kind of centre
of excellence...around bereavement and it would seem to fit. I think someone in
the Executive needs to take responsibility to take this forward in partnership with

key national agencies like Cruse etc’ (Chairperson, bereavement working group).

In common with the other themes extracted from the interview data,
networking and sharing of information is thought to be critical for the
development of high quality services in Scotland. This can occur at a local
level, between neighbouring areas or nationally. The impact of this kind
of partnership working is much greater than that of isolated practitioners
developing services from scratch, which often occurs. There needs to be
a co-ordinated approach to the development of a framework for
bereavement care that could include guidance, standards and policies.
High quality bereavement care then has a chance of being available and
accessible to all who may have a requirement at any stage in their

bereavement journey.
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3.5.9. Professional educational needs

‘There is a need to get support at death right first time as there is no opportunity
to recover the ground’ (University Lecturer 2).

Professional education was identified as a crucial factor in the
development and provision of high quality bereavement care across all
sectors and for all levels of involvement. Many interviewees, across a
range of professional groups indicated that education on bereavement was
very important. It appears practitioners, and others, consider that
improved provision of courses, modules, seminars and workshops on
bereavement care could enhance understanding of the process of
bereavement, its consequences and the factors that can contribute to

practitioners being able to ‘get it right first time’.

‘There needs to be more education to understand about bereavement and what
bereavement care really consists of. Education within the community as well
because a lot of families can be torn apart by a bereavement and it is

appreciating that people are very different’ (Clinical Nurse Specialist 2).

‘Education and professional development is a priority, because the bereavement
care service is dependent on the staff within it. If Trusts don’t invest time to

train and develop staff....” (Policy Officer).

‘There is no in-service training for social care officers to guide them and some of
them find palliative care quite stressful and even more so if they find someone
dead. We need a lot more training to provide bereavement care to families. I

would just love to know the right words to use’ (Social Care Team Leader).

‘In education it is a priority for all organisations to offer training on normal grief
and how to support someone who has been bereaved. Bereavement awareness

should be brought into health education’ (Practice Educator 2).

‘Education for professionals on what is normal and abnormal is very important

and particularly true for doctors’ (Chaplain, hospice 1).

‘There needs to be a lot more training on attitudes and developing positive

attitudes to bereavement care’ (Nursing Home Manager).

‘More training for staff is an area I would like to see more work in...it is part of
the role of the midwife: pregnancy loss’ (Sister, Early Pregnhancy Assessment
Unit).
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‘We just don’t get enough training on breaking bad news....we don‘t get any
training on what to say and how to say it and it reflects on our practice’

(Ambulance Paramedic).

Additionally, professional development may be about available and
accessible information as much as it is about specific programmes of

education.

‘There is a gap in the access to information and resources that enable NHS staff
to feel knowledgeable and competent in what they are doing’ (Consultant of

Psychosocial Oncology).

Furthermore, there are questions about who should actually undertake

provision of bereavement care education.

‘In the (national) context I think there are possibly gaps in the training and there
is an issue around whose responsibility is it to do this’ (Deputy Director of

Secondary Care).

Despite such questions, a variety of education provision is perceived as
important which should have cover all staff, including areas of practice

which may not initially be considered.

‘We need to build up the skills in the staff....There is a huge gap in health
services in supporting our staff through death....I would like to see it become part
of induction, training days, the training directory’ (Clinical Governance Co-

ordinator).

‘It is in need of development, but there is quite a lot being done and it is always
well received which would suggest that the need is there. I would like to see my
own interests like learning disabilities being more widely taught. I think this is a
neglected group where there may be chronic mental health problems and people

with dementia’ (Psychologist, hospice).

The outcome could be that staff engage more fully with the bereaved

instead of being unsure of what to do and how to approach them.

‘It is a priority to be providing some training and education for the staff so that all
staff are more confident....that they don’t hang back when they should be

supporting’ (Patient and Family Support Person, hospice)

This should also be taken to include undergraduate curricula, particularly

for nursing and medical students.

86




‘I think there is very little even in nurses’ or medical students’ training about
bereavement...and all of a sudden they find themselves on a ward and they feel
unequipped, they are young, they may never have personally been bereaved and
they question their expertise’ (Funeral Director)

‘Very little in nursing and medical curricula about dealing with death” (Clinical

Governance Co-ordinator).

Education could also be beneficial in directing appropriate referral of the
bereaved to other services. Specialist service providers are often asked to
see bereaved people who could have been treated more appropriately
within a generic service, for example, primary care. They believe that
professional education that includes raising awareness about the roles of

other practitioners would be useful.

‘I am not confident in the system getting people to the right person with the right
skills at the right time and I don’t think there is the infrastructure there to make
sure people don't go down the wrong pathway going to mental health teams
when they do not have a psychiatric disorder. Occasionally people will be
referred inappropriately we would regard and too early. Often the initial response
may be providing the GP with advice on what to say and monitor and on a

framework of getting back in touch’ (Consultant of Psycho-social Oncology).

'...the knee jerk reaction as soon as there is a death or event that has led to a
bereavement it seems that people think the thing to do is get the person
referred. It can be like taking a hammer to crack a nut type of approach. So
education on how people deal normally with bereavement, how do young people
deal with loss in their lives without having to engage in counselling or other

services’ (Youth Counsellor).

There is already a variety of educational programmes, modules and
training in existence that is being delivered by a variety of professionals in
a variety of settings. Most are delivered to a specified group, for example
hospice nurses, though increasingly work is being directed across
disciplines. A range of education and training initiatives could be
developed that are designed for specific roles and required competencies

irrespective of professional group.
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‘At the moment there is slightly different training for the different professions.
Multi-disciplinary training would help....there is a need to pull everything

together’ (Support Worker for Children and Young People, cancer support centre).

However, at present there appears to be uncertainty about competency in
bereavement care at any level. A number of interviewees were closely
involved with providing educational programmes. Hospice staff were
particularly involved in training both internally and externally, possibly

reflecting the view that this is where expertise in bereavement lies.

*All courses: introductory; support workers courses; professionals have something

on bereavement and loss’ (Practice Educator 1).

‘I'm involved in education on bereavement care to a range of palliative care staff
from untrained staff to medical staff. I teach on bereavement specific to children
to same wide range of staff. In the long run the aim is to prevent abnormal grief
reactions and to prevent the ‘if onlys........ " The training has been evaluated, but

there is a need for feedback on what is useful to them’ (Practice Educator 2).

‘I have responsibility for the delivery of the training so that volunteers could have

their training maintained’ (Family Support Services Co-ordinator, hospice).

Provision from other sources is also in evidence.

Courses are individually orientated and taught through analysing what
practitioners are doing regarding bereavement, analysing it and taking it forward’

(Education Programme Leader).

‘I provide seminars for other professionals who have a connection with death;
nurses, carers, on a monthly basis. I do a talk about bereavement support and
that talk is about how we can be better helpers when dealing with grieving
people’ (Funeral Director).

‘I organised a seminar about bereavement...how we look after ourselves as staff
as well as the person who has died and the relatives...... the feedback was that
people wanted more of this regarding bereavement care and what is expected’

(Clinical Governance Co-ordinator).

Staff running courses and seminars on bereavement care or containing
elements on bereavement care commented on their popularity and the
high level of subscription attracted. This illustrates the commitment of
practitioners to ‘getting it right’ and to having a long term positive impact

on the experience of the family at the time of a death. Although there is
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great willingness on the part of staff to learn they often encounter
difficulties in obtaining funding from their employers to attend. Health
board resources in particular are finite and their use for this type of
training will depend on how the impact of bereavement and bereavement
care is viewed by the organisation and the overall commitment to its
improvement. However, education of staff may ultimately be a cost

saving.

‘I think there is quite a lot of education around, its the resources for people to

access it’ (Practice Educator 1).

‘Education is nowhere near as costly as complaints; one will cost £10,000 if it
goes to an independent review panel. People often say 'I'm not sending them on
that training course, it costs £500 or whatever’ but one complaint can cost so

much more than that’ (Chief Executive, national voluntary organisation).

As part of their roles in the development of bereavement care services in
other parts of the UK, policy advisors who took part in interviews
described the work they had done in disseminating the information they
had produced. This took the form of workshops held at NHS Trusts across
the country. A key focus was to facilitate the implementation of
guidelines in practice and to allow staff the opportunity to network and
share ideas. The value of networking and the sharing of ideas between
practitioners is an important thread that runs through many of the themes

in this study.

‘In the workshops we get people to look at specific core elements and policy
areas in the advice (When a Patient Dies) and think about what the barriers are in
their Trust to achieving that. We look at practical solutions for them. It's been
valuable for staff as it gives them an insight into ways to change or improve or

establish their service’ (Policy Officer).

‘People needed to be able to share information and to have peer support. We
started the workshops as a one off and we had the eighth yesterday. It really
has proven very interesting and it is very rewarding because people share
problems, they share solutions, they share best practice and this was something
that disappeared when the market was first introduced and everybody became
very guarded about their work. I am a great believer that if you give people the

tools they will do the job. What we see as part of the role of the bereavement
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officers in the hospitals is staff training for everybody involved in the process’

(Specialist Health Policy Advisor).

Training has been identified, within local policy development, as a key role
for bereavement officers or co-ordinators. In Scotland this has been a
key part of the work of the hospital based Bereavement Co-ordinator
interviewed who described providing programmes for all levels of staff,
recognising the contribution of each person who may come into contact
with bereaved relatives. There may be value for other organisations in
having a dedicated individual who can co-ordinate educational activities

across professional and organisational boundaries.

‘We have been carrying out a training needs analysis for all staff, identifying what
is currently available and developing training proposals and sessions to address
and fill any gaps. For example, we have developed a new induction and continual
training programme for our porters to take into account manual handling, health
and safety and any other issues that come up for them relating to their role in
laying out bodies or for relatives to come for viewings when our mortuary staff

aren’t on duty’ (Bereavement Co-ordinator 1, hospital).

Practitioners, with experience of bereavement related work, often have
ideas about how training and education programmes should be developed.
They believe that courses and programmes should be delivered in a
structured way and with relevance to the participants’ situations and using

the available evidence base.

‘A professional approach to education should be taken with proper framing and

validation of content’ (Researcher 2).

‘Good education, not just a wee bereavement course for a weekend, needs to be

structured and quite powerful” (GP 3).

‘I'm becoming increasingly aware that education and practice are not informed by

research’ (Head of Midwifery Education).

Others see value in less formal training with increased communication
about bereavement between colleagues. Some who are regularly in
contact with the bereaved but who feel that their training in this area is
lacking believe that they would benefit greatly from some sessions

providing them with practical advice.
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‘Our own training instructors should provide it but it would be good to get
someone from outside to talk to us about it, someone who deals with it quite a

lot. They could tell you how it should be done as well’ (Ambulance Paramedic).

‘Getting staff to feel more comfortable with it. Continual support for staff, not
training, but encouraging them to not be afraid of it and to learn different skills
and ways of communicating. It's all about communication and attitudes. Skilling
up people to be more sensitive ...staff come across as insensitive because of their

own fears and inhibitions’ (Clinical Governance Co-ordinator).

Being realistic about death and bereavement is also important when

providing education on the subject.

‘...one of the things that is missing is the ‘dirty element’. The midwifery text
books have got lovely pictures of dead babies with clothes on looking really nice

but the reality is different” (Head of Midwifery Education).

Those leading courses and programmes of education in bereavement care
often believe that participants should be enabled to explore their own
feelings and experiences of bereavement to help them to care
compassionately for others. This enables people to have a greater
awareness of how the bereaved can feel and what they may be
experiencing. These types of sessions are acknowledged to be difficult to
facilitate but appear to have an important impact on practitioners and

their subsequent practice.

‘Education required by professionals involved in bereavement care may need to

begin with professionals confronting their own losses’ (Researcher 1).

‘What works well is small group work, no more than twelve and a mix of formal
presentation of theories and research, and exploring experiences. It is important
to build a ‘safe’ group within which people can feel comfortable about discussing
personal experiences and emotions. Ground rules have to be established in order

to build comfort” (Practice Educator 2).

‘Lots of people bring their own issues of loss to these sessions. It is quite difficult
to know how to pitch it if you don’t know them and the groups are quite big. You
can’t help other people if you haven’t come to accept your own death. It is very
important on a professional level and a personal level. People develop self

awareness of their own issues that they bring to a situation. You can’t help

91




people unless you’'ve worked through your own feelings and issues yourself’

(Practice Educator 2).

‘The pregnancy and loss module makes it real, starting from a basis that
everyone experiences loss though not everyone has experienced the loss of a
child or mother. Students explore their own losses and its up to them how much

they discuss’ (University Lecturer 1).

However, some education providers are concerned that the exploration of
an individual student’s grief is beyond the purpose of providing

understanding about grief and loss.

‘We get them to think about what it means to them, but they often want to talk
about a particular bereavement that has happened to them. This can be difficult
as we are not there to provide counselling. I get suspicious of why people want
to do the course, that it may be to sort themselves out” (Education Programme

Leader).

This may be due to course leaders having to make judgements about the
range and extent of material that should be included in any programme
and the time available to provide support. Formal evaluation of courses
should enable education providers to be better informed about the long

term value of participants exploring their own experiences.

Interviewees also stressed the importance of practitioners taking a
compassionate approach to bereavement which may not be easy to teach,
particularly if emotions and feelings are not part of a programme. Two,
both involved in midwifery education, discussed their opinions about
teaching people to be compassionate when caring for bereaved parents,
siblings and wider families. Whether it is possible to teach or advise on
this or whether there are some people to whom it comes naturally is an

interesting debate.

‘Though I feel that empathy is innate I think that you can teach sympathy and
sympathetic attitudes and being with the person, how harmful platitudes are etc.’

(University Lecturer 1).

‘There’s a concept called ‘emotional intelligence’ gaining currency certainly within
medicine, nursing and midwifery and one of the things about that and one of my
colleagues is doing a PhD on it and there is a debate as to whether you are born

with it or whether we can teach you to acquire it” (Head of Midwifery Education).
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Irrespective of point of view, a critical part of providing education and
training in bereavement care is to ensure that the theoretical content of
courses and seminars can be interpreted practically and used to the
benefit of the bereaved. Course participants and seminar delegates must
be able to identify: a) what their training needs are before the course
commences; b) what their learning outcomes are; and c) how they can
put their learning outcomes into practice. Interviewees have importantly
identified increased confidence in caring for the bereaved in those who
have had some education and training and a greater understanding of the
emotions and difficulties that people face after bereavement.
Consequently they are able to be more supportive of them. Some
practitioners also believe that staff should be supported within their
workplace to put the theory they have learned into practice. This has
implications for who should or could provide mentorship to those less

experienced.

‘It is important that staff have support to put theory into practice and know
where to find up to date information’ (Project Manager, non-malignant palliative

care).

‘I think it does filter down to practice level because people previously haven't
thought about it very much, haven’t had time to think about their own feelings,
didn’t feel confident to support people. I get them to look at their own feelings
and also some of the theories on bereavement. Theories can help us to
understand why people cope the way they do. I link it with coping and
communication skills, getting them to recognise what is normal for most people.
The most important thing is to understand how people are feeling, that they need
reassurance about how they feel, and getting people to recognise that they can

be supportive’ (Practice Educator 1).

‘There are also good evaluations on the training. People report, on average, a
70% increase in their confidence, competencies etc’ (Voluntary Sector

Practitioner).

Staff in education must continually be assessing the methods they use to
disseminate information and updates to practitioners. For some the
internet or intranet may be the most simple and universal means of doing

this, but some scepticism exists regarding the level of usage.
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‘Getting the knowledge round the whole hospital is important. Who’s going to go

onto a website to look at all that stuff?’ (Clinical Governance Co-ordinator).

This may be due to a number of factors: time constraints; out dated
computing hardware; poor skills in IT. Consultation with staff will be
necessary to solve these kinds of difficulties and examine the most
appropriate ways of keeping people informed of practice and

developments in bereavement care.

Education in bereavement care for staff across the sectors appears to be
viewed as important to developing policy and practice in bereavement
care. However, the type of education and training is varied in nature and
appears patchy in availability. As with bereavement care in general it
may be that there needs to be some co-ordination of training courses,
seminars, workshops and less formal training sessions at a local and
national level. Those involved in education should be considering the level
of course in relation to the degree of competency required to fulfil roles in
caring for the bereaved. Practitioners at all levels across the statutory
and voluntary sectors should have access to appropriate validated
education wherever they are. Employers should also provide and
encourage practitioners to use educational opportunities and be able to
commit resources to improving bereavement care, which may actually

result in reductions in overall costs.

3.6. The Bereavement Care Workshop

A further component of Phase 2 was the Bereavement Care Workshop
held on the 6™ July 2006. At the workshop further discussion of the
issues and themes arising from the interviews took place and delegates
had the opportunity to add their experiences and ideas to the discussion.
The 85 invited delegates were drawn from a range of statutory sector,
voluntary sector, governmental, research and education settings, mainly
from within Scotland. Some had taken part in telephone interviews. The
workshop was opened by Paul Martin (Chief Nurse for Scotland) and the
scene set by Dr Colin Murray Parkes (Life President of Cruse Bereavement

Care).
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3.6.1. World Cafe: Emerging themes and issues

The conversations held between small groups of delegates during the
World Cafe produced a large amount of ideas and creative thinking about
the assumptions made within current bereavement care practice and
policy that needed to be challenged. Ideas were also emerging on how to
create change on these issues. Again, themes in common with those
coming out of the literature review and the consultation and mapping
study arose. The outcomes of the workshop are summarised below and

are based on the facilitator’s report of the event.

1. The definition of bereavement care:
o it means different things to different people and each may
have different needs;
o bereavement care is about fostering independence in the
context of grief as normal;
o bereavement care not necessarily provided by family or faith
group;
o whether bereavement care helps or services are based on
evidence.
2. The purpose of a policy:
o multiple perspectives make developing a cohesive
bereavement care policy difficult;
o necessary to highlight importance of bereavement care;
o necessary to encourage networking between practitioners;
o determination of who will use a policy;
o recognition of individual needs but also to address generic
principles, e.g. risk.
5. Normalisation:
o bereavement is a normal part of life;
o nheed to promote self care;
o professionals should never impose help;
o challenge the notion that help helps and that sadness is
always unwanted.
6. Fundamental culture change:

o death is a taboo subject;
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hidden impact of failing to discuss death;

normalisation needs fundamental culture change with open
discussion;

include in core curriculum in schools and use media to

discuss.

7. Education and support for professionals:

O

O

O

important to have continuing high quality and appropriate
education;
challenge to assumption that professionals can cope;

provide appropriate support.

8. Bereavement as a public health issue:

O

o

o

people identified bereavement as a public health issue;
need campaign to educate the public about bereavement as
normal;

population approach to prevention of complicated grief.

9. Research:

o

important to collect evidence about prevalence of difficult
bereavement;
need to know the scale of challenge to inform service

development.

10.Co-ordination of information, resources and expertise:

O

O

O

services fragmented and disparate;
systems should facilitate sharing of knowledge;

need to identify a central resource for bereavement.

3.7 Areas for Action

Six key areas were identified for action by the workshop participants and

considered in detail by delegates at the Open Space event:

1. Encouraging culture change along the lifespan;

A

Education and training (health/care worker)
A national framework for bereavement care
Intervening in schools

Research

Information and co-ordination
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1. Encouraging culture change along the lifespan

This is a challenging action but can be achieved through a range of
strategies and building of alliances between groups to challenge present
stigma and taboos surrounding death and bereavement. A strategy
should draw on previously successful culture changing campaigns, for
example, those aimed at smoking and mental health and involving
organisations and institutions such as health care, schools and the media.
Such campaigns can raise the profile and might even focus on specific
issues such as gender and bereavement. A survey of public attitudes on
death and bereavement may be helpful to gain insight into the perceived

scale of stigma.

2. Education and training (health/care worker)

A structure for professional education and support which spans foundation
to specialist level should be available. However, the key is identification
of the needs of professionals and complementing what is already available
to enable the development of integrated approaches and avoid
duplication. The structure should have a foundation level that is aimed at
everyone who has contact with the bereaved (across the lifespan); an
intermediate level which would be aimed at specific roles and advisors; a
post graduate level which would target those involved in areas associated

with complicated grief.

Provision of support for staff caring for the bereaved should be facilitated
through good communication with seniors and providing specialist

interventions according to need.

3. A national framework for bereavement care

Although there were many unanswered questions about the objectives,
impact and evidence for a national framework, the outcome was a clearer
picture of how it might be developed and what it might contain. The
framework should be rooted in practice and experience; be formed and
driven by a small group of 10-15 key stakeholder representatives; have
focused and clear evidence based outcomes; a long term plan with 8-10

objectives/sub-strategies.
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A national framework could address current gaps in the bereavement
picture, namely consistency of approach, co-ordination and quality of
information. It should, if possible, be simple and brief, involve
practitioners and the bereaved; and have links to other strategies, for
example, quality assurance frameworks. The framework could impact
positively on the health and well being of individuals, families and the

economy.

4. Intervening in schools

The main thrust of this action would be centred on introducing death and
bereavement to curricula at pre-school, primary and secondary school
levels.  Such introduction could enhance normalisation and culture
change. Achieving this change requires input from many agencies, for
example: local education authorities, schools, teacher education, social
services, health services, voluntary sector, parents and communities and
the Children’s Commissioner. It could be achieved through this multi-
agency approach, development of a co-ordinator role, linking to mental
health and emotional well-being and ensuring equality of provision across

schools.

Successful achievement of this action could open up communication about
bereavement, lessen taboos, improve general health, reduce pathology
and dysfunctional grief responses and thus reduce impact on services at a

later stage.

5. Research

There was a desire to see co-ordination and development of high quality,
robust research and evidence to inform the development of bereavement
care practice, policy and a national framework. However, currently
activity in this area is disjointed across Scotland and practitioners had
little opportunity to carry out research in their roles. An internet based
bereavement research forum was suggested with a longer term goal of

developing a bereavement research centre for Scotland.

6. Information and co-ordination
The lack of co-ordination of resources and information about bereavement

care was a major theme of the workshop. A need was identified for some

98



form of central information point to support all: relatives; service
providers and the public. This could provide a range of information:
research; practice innovation; expertise and experience; practical and

legal information; access to services; other general information.

The central information point could be internet or community based and
its existence publicised widely. It could also become part of other sources
of information, for example, NHS 24, NHS Direct, e-library and managed
knowledge networks. Initially the resource could be developed using
existing resources, for example, the Scottish Executive website that

already links directly to other organisations.

3.7.1. Workshop conclusions

The workshop created a unique atmosphere for development of ideas and
thinking about bereavement care in Scotland. Participants were
astonished by the level of expertise, knowledge and experience in the
room and also at the extent to which values, priorities and ideas were
shared across the disciplines. How to enable this to be made more
accessible and co-ordinated was a key question raised throughout the

day.

Furthermore there was acceptance of the complexity and cross-cutting
nature of bereavement -care. There was also a commitment to
development of some form of central policy to drive practice that takes
account of the diversity involved and does not dilute its importance.
Participants, as practitioners involved in the care of the bereaved, were
keen to have their voices heard. There was a genuine groundswell of
support for the opinion that change was necessary across all sectors to
improve bereavement care provision. This was matched by a

commitment of intent to make this change happen.

3.8 Validation of areas for action

Throughout this study of bereavement and bereavement care, Phases 1
and 2, linkages are discernable between the key messages, themes and
areas for action that have emerged. It has become apparent that on

examination of these areas for action, identified by delegates at the
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Bereavement Care Workshop, each contains a variety of key messages
and themes from the other parts of the work. This commonality gives
validation to the outcomes of each part and assurance that the points for
action are ‘real’ and are the things of importance indicated in the
literature and by those who provide bereavement care in Scotland. Table
6 below displays the areas identified for action in the Bereavement Care
Workshop and links each to themes from the consultation and mapping

and key messages from the literature review.
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Table 6. Mapping of action points arising from the Bereavement Care Workshop, to the themes derived from the

consultation study and the literature review

Action points arising from

bereavement workshop

the

consultation and mapping study

Themes derived from

Key messages arising from the literature review

1. Encouraging culture change along the

6. Co-ordination and communication

1. Grief is a normal process

life span. 8. Guidance 2. A compassionate approach
9. Education 8. Cultural and spiritual factors
6. There are a range of information needs at locally and nationally
11. Education for health and social care professionals
10. Standards, policies and guidelines
2. Developing education and training for | 9. Education 11. Education for health and social care professionals

service providers.

6. Co-ordination and communication

7. Follow up for the bereaved

1. Grief is a normal process

8. Cultural and spiritual factors

4. Interventions should be tailored to need
2. A compassionate approach

3. Risk factors for abnormal responses are amenable to
assessment

5. Follow-up has been identified as important

9. A co-ordinated approach to bereavement and bereavement care

3. Building a national framework for

bereavement care.

. Guidance

8

3. Equitable service provision
6. Co-ordination and communication
2

The

enthusiasm

level of expertise and
7. Follow up for the bereaved

5. Range and type of approaches to
bereavement

4. Awareness of the impact of grief,

loss and bereavement

10. Standards, policies and guidelines

12. Research into bereavement and bereavement care is essential
6. There are a range of information needs locally and nationally
8. Cultural and spiritual factors

3. Risk factors for abnormal responses are amenable to
assessment

5. Follow-up has been identified as important

7. ‘Hidden’ socio economic factors

9. A co-ordinated approach to bereavement and bereavement care
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in schools to enhance

death, dying

4. Intervening
understanding of and

bereavement.

9. Education
2. The

enthusiasm

level of expertise and

8. Guidance

. Co-ordination and communication

. Burden of bereavement

11. Education for health and social care professionals
1. Grief is a normal process

10. Standards, policies and guidelines

8. Cultural and spiritual factors

9. A co-ordinated approach to bereavement and bereavement care

5. Co-ordination and development of

research activity.

6
3. Equitable service provision
1
8

. Guidance

12. Research into bereavement and bereavement care is essential
10. Standards, policies and guidelines

13. Establishing a Centre for Bereavement Care

3. Risk factors for abnormal responses are amenable to
assessment

5. Follow-up has been identified as important

6. Information: co-ordination and

dissemination.

6. Co-ordination and communication
2. The

enthusiasm

level of expertise and

13. Establishing a Centre for Bereavement Care

6. There are a range of information needs locally and nationally
12. Research into bereavement and bereavement care is essential
3. Risk factors for abnormal responses are amenable to
assessment

9. A co-ordinated approach to bereavement and bereavement care

NB. This map highlights areas where clear cross referencing is apparent.

However there may be other elements of cross-cutting

relationships between the different phases of data collection that are implicit in nature.
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Chapter 4. Discussion

A considerable amount of engagement with bereavement and
bereavement care exists within the statutory, voluntary and independent
sectors in Scotland. This was clearly demonstrated by the recruitment
process adopted in this study and the range of practitioners and others
who agreed to participate in interviews and in the Bereavement Care

Workshop.

Snowball sampling found that, over the eleven weeks available, new
names were continually suggested and there was little repetition. This
process, we believe, could have continued beyond the time limit and gives
some indication of the large number of practitioners and others involved
in bereavement care as part or the whole of their job. The number of
delegates who attended the Bereavement Care Workshop was also an
indicator of the degree of involvement. Their engagement with the
discussions on the day and the enthusiasm conveyed in many of the
interviews conducted also indicates the importance which practitioners
award to bereavement care and their willingness to champion the cause of
the bereaved. Of course, within the time scale available it is not possible
to state categorically that the sample identified in Chapter 3 is
representative. However, response to the results of the literature review
and interviews would suggest that the messages elicited are
representative of this field and may be actionable. The six action points
taken from the Bereavement Care Workshop are discussed here in terms
of their application to the future development of bereavement care

services in Scotland.

Whilst some additional reference material is incorporated, the literature
review completed for Phase 1 contains significant underpinning work for

this discussion.

4.1. Encouraging culture change along the life span

Through the latter decades of the 20™ century death, dying and
bereavement are topics that are becoming hidden from everyday life even

though they are something that everyone will experience (Johnson 2004).
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With our transition to the 21 century we need to encourage discussion of
how death, dying and bereavement can be absorbed into life in a way that
makes them more acceptable (Arnason and Hafsteinsson 2003). Greater
awareness of them as ‘unexceptional’ phenomena could enhance health
and well being and also allow communities to be more supportive of the
bereaved. Changing perspectives on bereavement have resulted in a
move to recognise that loss through death is not something we ‘recover’
from but something that we adapt to and build into our continuing lives
(Stroebe and Schut 1999). At times, however, there are some individuals
who will not be able adapt to their loss and may need further help and

support.

Education of the public has a large part to play in enabling this type of
culture change. There may be a place for media campaigns and public
service broadcasting as has already taken place in raising awareness of,
for example, anti smoking messages (National Health Service 2006) and
mental health issues (Scottish Executive 2006). Recent topics in the
press concerning bereavement, for example, in connection with mountain
top memorials have attracted large amounts of debate and may signify a
desire in people for more openness and free discussion (BBC 2006).
Whilst a diverse range of information is available, locally and nationally,
this is often directed at the bereaved or those working in areas where
they may come into contact with the bereaved. For a more general
distribution of messages relating to bereavement as a normal process the
use of media such as television and the internet are the obvious places in

which to open up the subject.

Irrespective of any fostering of culture change related to the ‘normality’ of
bereavement, there is evidence that five to ten percent of bereaved
people are unable to adapt normally to their grief and will need some
professional intervention (Centre for the Advancement of Health 2003,
Schut et al. 2001 ). These complicated grievers will often need help and
support beyond information and advice. However, in general, the level of
provision will depend very much on the individual and his or her needs,

many only requiring some validation of their response and fewer requiring
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the use of specialised mental health and psychological services for

complicated grief reactions and depression.

Practitioners interviewed in this study have described providing services
for the bereaved in terms of grief as a normal process, allowing people to
recognise their needs and seek help accordingly. Nevertheless, because
bereavement can have wide reaching consequences for society and may
be implicated in such things as poor mental and physical health (Parkes
2001), anti-social behaviour and teenage pregnancy (Ribbens-McCarthy
and Jessop 2005), there may be a need for grief and bereavement to be
examined in terms of being a public health issue. The inclusion of
bereavement on the public health agenda may result in a cost saving to
society as well as highlighting the need for research activity and service
development. More general awareness of deleterious outcomes from
bereavement, particularly related to some types of death, could be to the

benefit of society as a whole.

One of the areas of bereavement that appears to receive less attention
than others, is bereavement in older people. Why this should be so, when
the majority of the bereaved would fall into this category is not possible to
explain. Field et al (2005) also noted, in respect of palliative care
provision, that there was insufficient evidence on which to base a
judgement about the needs of older bereaved people. This mirrors the
experience of the researchers in both phases of this work who identified a
lack of positive literature on older people and bereavement, and limited
direct reference to the needs of older people in interviews. It may be the
case that bereaved older people are implicit in all of the bereavement care
that includes adults. It may also be the case that uncertainty exists
around where “older” is in chronological terms. However, having greater
understanding of bereavement and bereavement care for older people
may be essential as our population ages, secularisation increases and

support networks diminish.

If the recognition of the impact of bereavement is strengthened, services
(including information and advice) need to be available to meet the needs
of the bereaved. In Scotland, some co-ordination and communication

between practitioners and others appears to be necessary to achieve this
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end. When people have been identified or encouraged to recognise the
point at which they have a need, there will be a requirement that a
service will be available for them. At present services are not always
available in all areas of the country or for people bereaved through a
variety of modes of death. Co-ordination of service development (across
all sectors) to ensure equitable provision could follow the development of
national policies for bereavement care. Locally based guidelines that are
built around a national framework and consisting of a range of services
would encourage organisations and practitioners to provide services

tailored to need or to guide people to the most appropriate service.

The door for such development would appear to be already open as those
engaged in bereavement care have demonstrated a real desire to do their
best for the bereaved and to have a role in promoting discussion of
bereavement and its consequences. Concomitantly they have expressed a
need for education and training to improve knowledge and skills. Building
such programmes around grief as a normal process and the implicit
compassionate approach are instrumental in enabling professionals to
understand the implications of grief and bereavement and to recognise
how they themselves react. Such programmes could enable them to help
the bereaved to have a greater understanding and acceptance of their
emotions and to open up discussion with people, patients and clients

before, and after they become bereaved.

People have varied reactions and diverse needs following the death of a
close family member or friend (Berzoff and Silverman 2004). With
Scotland becoming increasingly multi-cultural there are many different
interpretations of what may be normal or abnormal surrounding death and
bereavement. @ There is now more need than ever for the wider
community to have some awareness of each others’ differences and to be
encouraged to be open and supportive when necessary (Parkes et al.
1997). Increased knowledge of the variety of cultural needs, prior to, at
death and beyond, for families and individuals is instrumental in

development of services that are culturally competent (Chaplin 2003).

Throughout this study the need to address the stigma and taboos that

surround death and bereavement has been apparent. There is a belief
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that the open discussion of the effects of bereavement, the needs of the
bereaved and of the services available for the bereaved will enable greater
capacity for the bereaved to accept their losses. A more understanding
and supportive community structure could, in many cases, negate the

need for professional intervention for the bereaved.

4.2. Developing education and training for service providers

A number of factors have fed into the need and desire for professionals
involved in the provision of bereavement care to build up their knowledge
and skills in this area: the perceived burden of bereavement on services;
the development of care standards that include bereavement care
(Macmillan Cancer Relief 2001); and the evidence emerging from
research in bereavement. The outcomes of this study, particularly Phase
2, have revealed the need for a tiered system of education provision for
all levels of staff that are likely to be involved with the bereaved. Figure 4
below illustrates the levels of educational provision that practitioners have
said should be available to staff across the sectors. This model is not
unique to bereavement care and mirrors that enacted by NHS Education
for Scotland in relation to another issue that cuts across disciplinary

boundaries, namely healthcare associated infection (West et al 2006).

Figure 4. Tiered model of education for service providers

Specialised
clinical and
counselling
Courses

Post basic training: specific
courses and modules: CPD.

Role specific - included in
undergraduate nursing, medical and
social work curricula

Foundation level - short courses, raising
awareness of grief as normal
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Participants in interviews and at the Bereavement Care Workshop believe
that education and training should be provided to all levels of staff across
the sectors that may come into contact with the bereaved in the course of
their work. In, for example, a large general hospital where there may be
several bereaved people affected by each death (The Nucleus Group
2004) at any one time, there is potential contact with a variety of levels of
staff. Training should be provided from a fundamental level for those who
have limited but important involvement with the bereaved (hospital
porters and mortuary staff) through those ward based staff with more
direct contact, to skilled specialist practitioners who provide services

addressing complicated grief reactions.

Practitioners also believe that bereavement care, though poorly addressed
in undergraduate courses for nursing, medical and social work students,
should be given more prominence with specific modules developed to
address the lack of knowledge and understanding of grief and its
consequences. For those who may have developed an interest or
enthusiasm in the topic, or with a higher level of involvement with the
bereaved (clinical nurse specialists, social workers, voluntary sector
workers, palliative care specialists, mental health practitioners, midwives
and health visitors) there should be accessible higher level education and
training available that may contribute to continued professional
development. Specialised clinical and counselling courses for those
providing higher level medical and bereavement care should also be
available to provide care for those who have more complicated needs. All
staff, from whatever sector, should be given opportunities to develop their
skills, knowledge and self awareness to enable them to feel confident
about the care and support they provide for the bereaved (Department of
Health 2005). However, this demands that a relevant raft of programmes

is available nationally.

Models for education and training have become apparent in this study,
especially within hospice and palliative care and in midwifery for all levels
of staff. There are many aspects of this type of approach that will have
resonance in other areas and could be tailored to the needs of staff in

different settings. In particular, many recognise the need for course
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participants to be able to explore their own experiences and emotions
regarding bereavement to increase understanding of others and to
promote a compassionate approach to dealing with the bereaved (Wass
2004, Corr et al 1991). Elements of the first action point, in respect of
raising awareness of grief as a normal process, should also come into play
within educational provision. This may also encourage staff to allow the
bereaved to adapt to their loss without intervention in the period

surrounding the death.

Education and training packages should also incorporate up to date
available evidence, particularly in relation to risk assessment,
interventions and follow up for the bereaved which could have a
significant impact in health and social care settings (Wimpenny et al 2006,
Centre for Advancement of Health 2003, Stroebe et al 2001).

4.3 A national framework for bereavement care

The Gold Standards Framework Project on community palliative care
(Macmillan Cancer Relief 2001) and Clinical Standards for Specialist
Palliative Care (Clinical Standards Board for Scotland 2002) have been a
base from which many palliative care services in Scotland have built their
provision for dying patients, their carers and families. Bereavement care
is included in these standards of care and some practitioners in this study
have embraced the opportunity to extend their service to the family

before, during and after the death of the patient.

Services have evolved to suit local need with teams being responsible for
the development of an appropriate bereavement service in their area
(Macmillan Cancer Relief 2001). Practitioners, often enthusiasts for
bereavement care, have been at the forefront of the development of
services that may in fact be suitable models for services delivered to the
bereaved in other situations. Gaps in service provision for bereavement
care have been identified by interviewees and by national bodies (NICE
{National Institute for Healthcare and Clinical Excellence} 2004) in a
number of areas including general hospitals, emergency services and
community care. Hospice and palliative care practitioners have indicated

that the type of service they provide could be transferable to other
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situations, either in whole or in part, to the benefit of the bereaved and
satisfaction of care providers. However, there may be some limitations

imposed due to available time and resources.

A tiered model for the delivery of bereavement care appears to be an
option. Like the model for education provision, this model includes
everyone, in all sectors (including volunteers), that may come into contact
with a bereaved person (see Figure 5 below). This may be an appropriate
model from which to build a policy or national framework for bereavement
care, although it will probably require a high level of co-ordination,
possibly from a central body. Examples of such co-ordination are
apparent in other parts of the UK relating to bereavement care in health
care settings, predominantly hospitals. These approaches have usually
arisen in response to the inquiries into the care of children receiving
complex cardiac surgery at Bristol Royal Infirmary (Kennedy 2001) and

organ retention at Alder Hey Hospital (Redfern et al. 2001). However,

Figure 5. Tiered model of service provision

Psychiatrist
Psychologist

Counselling services,
mental health
services

Bereavement co-ordinator,
information providers, helpline
staff, specialist practitioners

MNurses, doctors, allied health
professionals, social workers, undertakers,
faith representatives, emergency services

Hospital porters, mortuary staff, receptionists

they appear to have moved beyond these to incorporate a broader remit
in respect of co-ordination of bereavement care within particular local

contexts.

110



Informants in this study have highlighted the importance of providing
services to the bereaved equitably across Scotland and inclusive of all, for
example, those with particular cultural or spiritual needs, or socio-
economic status. Any standards and guidelines developed locally should
take account of these factors in the communities they serve. For
example, to date little has been done to determine levels of bereavement
care needs within deprived communities (Richardson and Pearson 1995)
or assess the economic impact of bereavement, which are believed to be
extensive but difficult to ascertain. Additional research is required to
determine the effects of bereavement on families and individuals and the

level of unmet need in, for example deprived or ethnic communities.

The study has also found that bereavement care is provided by many
practitioners at three definitive stages: pre-bereavement, at the
immediate time of the death and in the period following the death.
Standards and guidelines developed locally could detail the provision that
is available at each stage. The time of involvement will depend to a large
extent on the nature of the service provided and the needs of the
bereaved person. Agreed standards and guidelines could reflect the level
of bereavement care required within the community that can be

realistically provided.

The extent to which the palliative care model of follow up can or should be
achieved in other services should be considered. A wide range of
approaches to bereavement care are apparent from study respondents,
from risk assessment alone, through group support to specialised
counselling and mental health services. Most services are able to provide
the whole range but paths of referral should be built into the guidelines to
enable all the needs of the bereaved to be addressed on a local basis
wherever possible. Such local provision is welcomed by the bereaved and
is reflective of the issues raised in the government white paper, ‘A
National Framework for Service Change in the NHS in Scotland’ (Scottish
Executive 2005).

Practitioners in certain roles, for example the emergency services, will
have little or no contact with the family before the death though it may be

feasible for them to carry out a brief risk assessment and relay
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information about risk to an appropriate person who could provide follow
up. This joined up approach could be advantageous for the bereaved so
that they are not ‘lost’ across the boundaries between stages of

bereavement care.

A number of practitioners have described the value of carrying out
anticipatory grief work that paves the way for the bereaved person to
adapt to life without the person they have lost, although the nature of
such work is contentious (Fulton et al. 1996). Pre-bereavement work
often involves some form of risk assessment, whether on an informal
basis or in a structured way. There are advantages and disadvantages of
both methods. Phase 1 of this work, the literature review, concluded that
there was general agreement with the need for assessment of the
bereaved to identify those most at risk of having complicated grief
reactions though no clear evidence exists for how this should be carried
out (Wimpenny et al. 2006).

Many generic and bereavement specific assessment tools are available
though they often confound coping with loss with other symptoms i.e.
psychological distress. The main focus of measurement should be on the
ability of the person to cope with their loss in terms of grief as a normal
process and most risk assessment tools do not reflect this clearly (Stroebe
et al. 2004). However, there will be some benefit for the bereaved if in
some way their risk is measured and appropriate action taken when risk
factors are identified. @ Age, type of death, previous bereavement
experiences, social support, characteristics of the bereaved person, and
relationship with the deceased are key criteria that may be useful in
identification of those who may require additional follow up and support
(Wimpenny et al. 2006).

Policy, standards and guidelines should also address the dissemination of
information to the bereaved and to service providers. Good quality
literature at each level of provision should be available and accessible.
The availability of, for example well written online and helpline resources,
is essential for guiding people appropriately through their bereavement.
In addition such resources could be produced centrally and adapted locally

and assist in co-ordinating information provision in Scotland. This would
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also ensure the provision of appropriate information for the bereaved and
be a means of ensuring the quality of what is available.

Finally, as with any development of guidance or standards, those for
bereavement care should have a foundation built from current evidence.
It is also important that such guidance identifies areas that require further

research so that gaps in service provision can be addressed in Scotland.

4.4 Intervening in schools

Around 2% of children under 18 years of age in the UK have been
bereaved of a parent and many more are affected by the loss of a
grandparent, sibling, classmate or teacher (Lowton and Payne 2004).
Interviewees in this study have also voiced concern about death, dying
and bereavement being concealed from the eyes and ears of Scotland’s
children. They warn that this ignorance may lead to increased levels of
complicated grief reactions when they are faced with losing someone close
to them or when they are faced with death in their working lives (for
example as members of emergency services, nurses, doctors, and social

workers).

The inclusion of death, dying and bereavement in school curriculum could
help to dispel myths and clarify the realities for children. Schools may
become involved with addressing bereavement in one of two ways:
teaching children about death, dying and bereavement; and providing
support to bereaved pupils, parents and staff members (Ribbens-
McCarthy and Jessop 2005).

Little up to date information about the issue of bereavement within
Scottish schools exists, although Scottish Executive education policy does
recoghise bereavement to be a significant challenge for some children
(The Scottish Executive 2005). The Scottish Executive funded Learning
and Teaching Scotland website (Learning and Teaching Scotland 2006)
also contains information about bereavement and loss, mourning, likely
responses, what families can do and carries links to organisations like
Cruse Bereavement Care Scotland. It appears that consideration has

been given to these topics within Scottish education services. However, to
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what extent this has been achieved is unclear and would require further

research to determine.

Participants in the interview study believe schools to be the appropriate
place to begin educating children about end of life and how they may feel
when someone close to them dies. Some practitioners interviewed,
particularly in palliative care, carry out a large amount of work supporting
bereaved children and believe that raised awareness would mean greater
understanding of their situation and emotions. For those children who
have experienced loss and grief there are education programmes available
that have been used by some practitioners interviewed, for example,
Seasons for Growth (The Notre Dame Centre 2006). Choices exist for
schools on whether death, dying and bereavement are taught as a topic
on their own or within a larger subject heading. There may be
opportunities to normalise the bereavement experience if it is brought into
a variety of subjects, for example, history, social subjects or science
(Ribbens-McCarthy and Jessop 2005). Some practitioners interviewed are
already involved with schools and are having discussions with children
about these issues. Others have no involvement and as yet are unclear
about how an approach could be made but recognise the potential value

of providing children with information.

Teachers cannot be expected to be experts in bereavement, though they
do have long standing relationships with their pupils through which they
can discuss sensitive issues. Doing so with the input of those who are
involved with the bereaved in the course of their work may be the most
appropriate way to help children to realistically understand death, dying
and bereavement. Despite this use of experts, the inclusion of end of life
issues in teacher training within the context of being part of life would be
important to achieve in Scotland and could be an integral part of any
national bereavement policy. This type of learning may also be
instrumental in helping teachers to provide bereavement support to the

wider school community.

Local standards and guidelines should identify resources for teachers and

appropriate children’s literature of which there is a significant range
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(Lowton and Payne 2004, Servaty-Seib and Hayslip 2003). Appropriate
lines of referral for teaching staff who want support for themselves or
others in coping with a bereaved pupil, parent or fellow staff member
should also be available. Secondary school pupils, as adolescents, may be
in particular need of support which is ongoing (Lowton and Payne 2004).

Children spend a significant amount of time in school and build up trusting
relationships with school staff. Teachers will undoubtedly have to support
children through losses in their lives and have a requirement for the
training and support to carry out this part of their role well. Professionals
involved with bereavement care as part of their work are an obvious
resource that they should be able to call upon. Developments in
bereavement care in Scotland should take place with consideration of the
important role that schools can play. Although not identified by interview
participants, literature indicates that there is also the need to address
bereavement in other educational settings, such as further and higher
education (Sandler et al. 2003). It is often in later teenage years that
children encounter the loss of a significant family member (often
grandparents) and the extent to which this impacts on their academic

achievement is unknown but should be considered more fully.

4.5. Co-ordination and development of research activity

‘The integration of research and practice has to be addressed at all levels
within an organisation; from policy statements to procedure manuals and
from managers, educators and clinicians to support workers within the

framework of the management of change’ (MacGuire 2006).

Delegates at the Bereavement Care Workshop would probably endorse the
above statement and urge practitioners to pursue their research interests
as up to date research into bereavement and bereavement care is
fundamental to the development of services that will meet the needs of
the bereaved in the future. However, not all interviewees necessarily
viewed research as a priority in developing the service. Such views of
research are possibly based on the premise that there are already many
aspects of bereavement care that can be addressed and which are

evidence based (although not high level in evidence-based practice terms)
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and until these are addressed why do more? Despite this many
practitioners in Scotland indicated that they have interesting practice
based ideas and a desire to be able to do their own research. In this
regard time and funding are seen as the main barriers to their ability to
pursue these interests. There are also other barriers reported such as
perceptions of harm to the bereaved from researchers and difficulties in
defining terms commonly used around bereavement (Payne and Field
2004, Stroebe et al. 2003).

Co-ordination of research activity was identified as necessary and
practitioners voiced backing for the establishment for a forum or Centre
for Bereavement Care as suggested by Phase 1 of this research. One
centre already exists in Victoria, Australia (others are also in the early
stages of development in England and Wales) and may be a model on
which a Scottish centre could be developed (Australian Centre for Grief
and Bereavement 2006). This Centre carries out a number of functions in
relation to grief and bereavement including running a professional
education programme and a counselling service for the bereaved. Within
the research network of the Centre links are provided to research journals
and websites and practitioners can join a mailing list for people interested

in grief and bereavement work.

Overcoming the barriers to research and development of a centre is an
awareness raising issue concerning those professionals involved in the
development of bereavement care in health and social care services.
There must be recognition of, and engagement with, bereavement as an
important factor to be addressed within the communities served. Only
when this has been achieved can practitioners utilise such a centre and be
given the time and funding that they require to carry out the research on

which the service can be developed.

Possible roles regarding research of a Centre for Bereavement Care in
Scotland could be: maintenance of a database of ongoing relevant
research projects and findings; development of a discussion forum;
provision of information on research methods; provision of information on
professional development opportunities regarding research. Participants

at the Workshop perceived that this need not be an expensive
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undertaking and could be something that a collaboration of enthusiastic
bereavement care practitioners could develop and publicise and be e-

based.

4.6 Information co-ordination

A call for grey literature in Phase 1 of this study uncovered a wide range
of information materials available to the bereaved and to bereavement
care service providers. The quality of information contained in this range
of materials was variable and often outdated. The bereaved and service
providers for the bereaved have a right to be able to access information
that they can trust to be up to date, informed by up to date evidence, and

to convey the important things that they need to know.

Strategies for information sharing are most useful when developed jointly
(Scottish Executive 2002), for example, with local authorities, the
bereaved, bereavement care providers and the voluntary sector. The
possibility of involvement of a central body or Centre for Bereavement
care again arises here. There is potential for such a centre to become
involved in the collection and dissemination of information and also in
signposting people to appropriate resources for their needs. The
resources guide of the Australian Centre for Grief and Bereavement can
be used as an example here (Australian Centre for Grief and Bereavement
2004). It contains mainly books about bereavement experiences and
reactions, many directed at children. In Scotland there may be a need for
more extensive information about, for example, organ donation,
Procurator Fiscal responsibilities, research activity, and emotional
responses. There is also potential in developing a type of Managed
Knowledge Network (NHS Education for Scotland 2006) which could also
serve this purpose for up to date, quality information for practitioners in
all sectors and facilitate linkage and networking between individuals and

groups, that are at present working in isolation.

Integral to a co-ordination role should be quality assessment of material
that could be included in a central database. The use of a framework for
assessment of information has been developed in many health and social

care settings and could be applicable to provision of information for the
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bereaved and others. The framework could include such things as:
relevance; evidence based; acceptability to the reader; equity and
accessibility (Bowling 1997). Publicity of the facility will also be part of
the co-ordination role ensuring that its existence is known to all
practitioners. An internet based resource would appear to be the most
appropriate means of addressing this potentially large logistical operation
where it can be linked with other relevant websites and remain relevant
and up to date. Again this may be organised through collaboration
between a consortium of groups which may also be the most cost effective

method of information provision and dissemination.

4.7 Mapping to Phase 1, literature review

The mapping of interviewees’ priorities for carrying out bereavement care
in Scotland with the key messages from the review (Phase 1), was in
general alignment with the themes extracted from the interview study and
discussed above. However, the ranked ordering of the messages as
priorities for practice produced some anomalies. The importance of taking
a compassionate approach was ranked highly, though not identified as a
specific theme arising from the interviews. This is something that comes
across implicitly throughout the interviews with many interviewees, in
their expressed desire to do their best, conveying a sense of compassion
and empathy for the bereaved. Some factors that were lower ranked, for
example, development of standards, policies and guidelines; a co-
ordinated approach and research for service development featured
strongly in the interview data and were major outcomes of the
Bereavement Care Workshop. Lowest ranked in people’s order of
importance was establishing a Centre for Bereavement Care though this
did feature highly in the other components of Phase 2, particularly the

Bereavement Care Workshop.

It is unclear why these differences have arisen, though it may be that
people were prioritising according to what they thought they were able to
address in their role rather than with a wider perspective. However, the
interview questioning did ask people to take a personal perspective and/or

to reflect the views of their organisation. Taking a national perspective is
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difficult for some practitioners working in isolation and reflects the need
for a more co-ordinated approach to bereavement care as highlighted in

the interview study and Bereavement Care Workshop.

4.8 Concluding remarks and recommendations

Phase 2 of the research into bereavement and bereavement care in
Scotland has uncovered significant engagement of service providers and
others across the sectors with bereavement and bereavement care.
Whilst a wide variety of thoughts and opinions were gathered from
interviews and from the Bereavement Care Workshop there is, we
conclude, a significant degree of commonality across key themes and
areas identified for action that have arisen throughout the two phases of
study as identified in Table 6 on pages 101-102.

The study has found many examples of committed work in the
development of bereavement care services in both statutory and
voluntary sectors that provide meaningful support to the bereaved.
Evidence of effectiveness is however limited in respect of service provision
and some evaluation of existing and future service provision would be
useful. This might also include evidence of effectiveness of interventions,

which at present is limited.

Discussion with the bereaved could also be undertaken to determine if
their needs are being met by existing and future developments. Building
in evaluation from the outset of any change will help to shape future
provision and gather important on-going data. There is also a need to
identify the level of impact of bereavement on services, for example, in
primary care, where it would appear to be driven by a range of factors
other than need, which is largely unknown. As bereavement is implicated
in increased morbidity and mortality it would be essential to establish the
use of services in all sectors and the health and social needs of the
bereaved. Whilst most bereaved people work through their grief (90-
95%) with support from family and friends, it may be that as many as
30% in the UK may seek professional support at some point and that
most will contact their GP (Lloyd-Williams 1995).
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Changing social support mechanisms in society have contributed to the
need for GPs and other primary care staff to be able to distinguish
between ‘normal’ bereavement responses and bereavement related
disorders and to support and refer people who have difficult grieving
experiences (Wiles et al. 2002). The extent of this engagement in primary
care is unknown and planning of future service provision for the bereaved
will be difficult as long as the amount of need within the population is
unknown. Additionally, the level of support offered by the voluntary
sector is considerable (estimated at up to 80% of all bereavement care)
and should be seen as crucial to on-going policy and practice
development. Without such provision, it appears to us, there would be
limited services (information, advice and support) for the bereaved and
others. Therefore any future developments in practice and education
need to engage with these groups to ensure appropriate linkage and co-
ordination can be achieved and expertise made available. Such linkage
could, we have argued, be accommodated within a tiered model of service

provision and education.

In summary, practitioners and those engaged with bereavement and
bereavement care have identified six areas for action. These areas are
consistent with the literature review and the consultation and mapping
process that have been undertaken. Therefore there is considerable
consensus, across a broad range of evidence, on the issues which need to
be and can be addressed. From our researchers’ perspective the
development of a national framework would appear to be the most useful
starting point. This can be used to build local initiatives, incorporating all
the important factors involved in providing a bereavement care service,
relevant to the needs of a particular community. This would also address
equitable provision across the country that would reflect the diverse social

and cultural needs of Scottish society in the early 21 century.
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INTERVIEW INVITATION LETTER TO PREVIOUS Phase 1 CONTACTS

March 2006

Consultation and mapping of bereavement care practice in Scotland

Dear insert name

Thank you very much indeed for contributing to the literature review on
bereavement and bereavement care that our team carried out during
2005. Please find enclosed a copy of the executive summary of the report.
If you would like a copy of the full report, we would be very happy to

provide you with one on request.

A further phase of the study has now been commissioned (Phase 2) with a
view to producing an initial indicative mapping of current bereavement
care practice against the evidence identified by the literature review. This
mapping will form the basis for discussion at a facilitated workshop in June

2006 and will inform subsequent policy development in Scotland.

In this regard I am writing to invite you to take part in a short interview.
This would ask you for some more details about the information that you
kindly shared with us. It would also explore your perceptions of current
bereavement care practice locally and nationally, and the match between
these and the findings of the literature review (please see pages 2 and 3 of
the executive summary). Finally you would be asked if there is any other
person whom we should interview about bereavement care practices

locally or nationally.

The interview would normally be undertaken by telephone and be recorded
(with your permission). It would last between 20-30 minutes. The attached
consent form invites you to indicate your preference in regard to being
identified in the study report, or remaining anonymous. You would be free

to withdraw from the study at any time without giving a reason.
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I hope that my requests are not too onerous and that you are able to
participate, as we want to be sure that we understand key issues about
bereavement care practice to inform future policy and practice. I have
attached a sheet with more information about the study, the consent form,
and an appointment date and contact details form. Please complete the
forms and return them to us by date. If you have any queries about the
project, please contact me on 01224 262650 or e-mail

p.wimpenny@rgu.ac.uk, or Audrey Stephen on 01224 262672 or e-mail

a.i.stephen@rgu.ac.uk.

Yours sincerely

Dr Peter Wimpenny,

on behalf of.............. list team members
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INTERVIEW INVITATION LETTER TO "SNOWBALL"” CONTACTS

April 2006

Consultation and mapping of bereavement care practice in Scotland

Dear insert name

I am writing to invite you to take part in a short interview exploring your

perceptions of current bereavement care practice locally and nationally.

During 2005 our team from the Joanna Briggs Collaborating Centre here at
the Robert Gordon University carried out a review of literature on
bereavement and bereavement care commissioned by NHS Quality
Improvement Scotland (NHSQIS), Scottish Executive Health Department
(SEHD), and NHS Education for Scotland (NES). Please find enclosed a
copy of the executive summary of the report for your information. A
further phase of the study has recently been commissioned (Phase 2) with
a view to producing an initial indicative mapping of current bereavement
care practice against the evidence for good practice identified by the
literature review. This mapping will form the basis for discussion at a
facilitated workshop in June 2006 and will inform subsequent policy

development in Scotland.

Interviews with initial key contacts in the NHS, the voluntary sector and
other agencies/organisations have now taken place. During this process,
you were identified as someone whom we should approach in order to
obtain a more complete picture of bereavement care practice. The
proposed interview would explore your perceptions of current bereavement
care practice locally and nationally, and the match between these and the
findings of the literature review (please see pages 2 and 3 of the executive
summary). Finally you would be asked if there is any other person whom

we should interview about bereavement care practices locally or nationally.
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The interview would normally be undertaken by telephone and be recorded
(with your permission). It would last between 20-30 minutes. The attached
consent form also invites you to indicate your preference in regard to being
identified in the study report, or remaining anonymous. You would be free

to withdraw from the study at any time without giving a reason.

I hope that my requests are not too onerous and that you are able to
participate, as we want to be sure that we understand key issues about
bereavement care practice to inform future policy and practice. I have
attached a sheet with more information about the study, a consent form,
and an appointment date and contact form. Please complete the forms and
return them to us by date. If you have any queries about the project,
please contact me on 01224 262650 or e-mail p.wimpenny@rgu.ac.uk, or
Audrey Stephen on 01224 262672 or e-mail a.i.stephen@rgu.ac.uk.

Yours sincerely, Dr Peter Wimpenny, on behalf of.............. list team

members
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INTERVIEW INVITATION LETTER (All other contacts)

March 2006

Consultation and mapping of bereavement care practice in Scotland

Dear insert name

We are carrying out a consultation and mapping exercise of bereavement
care practice in Scotland. We are interested in including the point of view
of a representative of your organisation who is involved in the
development of bereavement policy and practice. During 2005 our team
from the Joanna Briggs Collaborating Centre here at the Robert Gordon
University carried out a review of literature on bereavement and
bereavement care commissioned by NHS Quality Improvement Scotland
(NHSQIS), Scottish Executive Health Department (SEHD), and NHS
Education for Scotland (NES). Please find enclosed a copy of the executive
summary of the report for your information. This is the second phase of
the project and builds on the literature review (Phase 1) that has already

been completed.

This further phase of the study has now been commissioned (Phase 2) with
a view to producing an initial indicative mapping of current bereavement
care practice against the evidence identified by the literature review. This
mapping will form the basis for discussion at a facilitated workshop in June

2006 and will inform subsequent policy development in Scotland.

In this regard I am writing to invite a member of your organisation to take
part in a short interview. It would explore perceptions of current
bereavement care practice locally and nationally, and the match between
these and the findings of the literature review (please see pages 2 and 3 of
the executive summary). Finally we will ask if there is any other person
whom we should interview about bereavement care practices locally or

nationally.

The interview would normally be undertaken by telephone and be recorded

(with permission). It would last between 20-30 minutes. The attached
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consent form invites participants to indicate preference in regard to being
identified in the study report, or remaining anonymous. Participants would

be free to withdraw from the study at any time without giving a reason.

I hope that my requests are not too onerous and that a representative of
your organisation is able to participate, as we want to be sure that we
understand key issues about bereavement care practice from the
perspective of those closely involved. I have attached a sheet with more
information about the study, a consent form, and an appointment date and
contact form. Please complete the forms or pass them to a suitable
representative, and return them to us by date. If you have any queries
about the project, please contact me on 01224 262650 or e-mail

p.wimpenny@rgu.ac.uk, or Audrey Stephen on 01224 262672 or e-mail

a.i.stephen@rgu.ac.uk.

Yours sincerely, Dr Peter Wimpenny, on behalf of.............. list team

members
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Information Sheet
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CONSULTATION AND MAPPING OF BEREAVEMENT CARE PRACTICE:
INFORMATION SHEET

This briefing sheet provides more information about the above study. Phase 1 of
the study (2005) was a review of literature on bereavement and bereavement
care. Please find a copy of the executive summary of the report attached for your
information. As you will see, the study mapped key areas found in the literature

and identified 13 key messages.

A further phase of the study has now been commissioned (Phase 2) in which we
will consult with contacts established in Phase 1 and some new contacts. We will
also be sharing the outcomes of both phases of the study with an invited audience

to determine recommendations to be made relating to policy and practice.

The main data collection phase of the study will be taking place between March
and May 2006. This will involve interviews (mostly by telephone) with a number
of key contacts from the NHS, the voluntary sector, and other
agencies/organisations who may or may not have contributed literature to the first
phase of the study. The interviews will explore perceptions of local and national
practice, and the match between these and the findings of the literature review.
Perceived priorities for action will also be identified. These individuals will then be
asked if there are any other persons whom we should interview in relation to
establishing an indicative picture of bereavement care practice. In this way a

second round of interviews will take place, using a similar format.

All interviews will be recorded with the consent of the interviewee who will be able
to indicate their preference in regard to being identified in the study report, or
remaining anonymous. The recording will be kept securely within the Faculty of
Health and Social Care. Participants will be free to withdraw from the study at any
time without giving a reason. The study has been deemed as service evaluation
through NHS Research Ethics Committee consultation and has ethical approval
from RGU.

The final report will be available in the autumn of 2006, and an executive
summary will be sent to all interviewees. Should you require any further
information about the study, or if you have any questions, please do not hesitate

to contact us.
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Dr Peter Wimpenny, Associate Director, Joanna Briggs Collaborating Centre,
Robert Gordon University. Telephone 01224 262650. E-mail:
p.wimpenny@rgu.ac.uk. Audrey Stephen, Research Fellow on 01224 262672 or e-

mail a.i.stephen@rgu.ac.uk.

Rachel Unwin, Resarch Fellow on 01224 262672 or e-mail rachel.unwin2@nhs.net.

141



Appendix 4

Consent Form
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CONSENT FORM

Title of Project: Consultation and mapping of bereavement care practice

in Scotland

Name of Principal Researcher: Dr Peter Wimpenny, The Robert Gordon

University, Aberdeen

I have read the letter of invitation to take part in the above study, and the
associated information sheet. I understand that I am free to withdraw from

the study at any time, without giving a reason. I have decided:
Please tick one box only

To take part on the basis that my name, employing organisation, and any
relevant bereavement care information and interview data that I provide D

may be used in the study report.

To take part on the basis that all relevant bereavement care information
and interview data that I provide are anonymised and/or aggregated
in such a way that attribution to a specific individual and/or organisation D

is avoided in the study report

Not to take part in the study D

Thank you very much. Please return this form in the FREEPOST envelope

provided.
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Advanced Organiser
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APPOINTMENT TIMES AND CONTACT DETAILS FOR INTERVIEES

Consultation and mapping of bereavement care practice in Scotland

Thank you for agreeing to take part in a telephone interview as part of the
above study. In order to arrange a mutually convenient time for the
interview I would be grateful if you could indicate in the table below some
suitable dates and times. We would like to complete your interview before
31st May.

Name

Organisation

Date Morning Afternoon Evening
(please state | (please state | (please state

a time) a time) a time)

I will contact you shortly to finalise a date and time. Please indicate the
best telephone number for our phone interview:

Best telephone number
Alternative number
Email address

Dr Peter Wimpenny, 01224 262650. E-mail: p.wimpenny@rgu.ac.uk
Audrey Stephen, 01224 262672 or e-mail a.i.stephen@rgu.ac.uk

Thank you very much. Please return this form, along with the completed
consent form, in the FREEPOST envelope
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Interview Schedule for Phase 2 — Bereavement and Bereavement

Care

Name - .

Position -

Role -

Contact details -

Type of Organisation

Material SENT.. ...

1. Are you happy to undertake this telephone interview and have it
recorded for use in our consultation and mapping exercise on
bereavement care? You (or will) have sighed a consent form

indicating that you were willing to either:

a) use you name and organisation or

b) for these to be anonymised.

(In relation to the following questions try to establish whether interviewee
is talking primarily at the level of personal experience and opinion, or if
they feel that they can provide a wider picture of organisational practice)

2. a) Can you tell me about your involvement in bereavement care?
b) Can you tell me about your organisation’s involvement in

bereavement care?

3.. Thinking of the information you provided can you tell me more

about its development? (e.g. why, when, where, how it was developed)
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4. Can you describe how it is used in practice?

5. What impact has your approach to bereavement care had in/on
practice? (What works well? If anything, what might you like to

change?)

6.. Do you think the approach to bereavement care that you have

described could be used in other places or settings?

Now ask interviewee if they have read the Executive Summary and if so
could focus on pages 2 & 3
7. Looking at the key areas from the literature review:

a) Which of these areas relate particularly to your work and that of

your organisation? (circle all that apply)

OLDER PEQFLE

ORGAN
DONATION

Suicide

TRALUMATIC Trauma
-

CAMCER AND
PALLIATIVE CARE

ACUTE
CARE, HOSPITALS

FAMILIES MENTAL HEALTH

r"“'“-u...,_‘_ Leaming

Disability

Farnily/

Spousal Children HIVIAIDS Complicated
grief
Parental/

Perinatal
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b)what do you see as the priorities for improving practice in

bereavement care in these areas?

c)are there any important areas not covered in the literature

review?

8) Looking at the 13 key messages from the literature review
(page 2-3) are there any that you would see as a priority for your

work and that of your organisation? (if so, which? Maximum of three)

Grief is a normal process.

A compassionate approach to all procedures and processes surrounding
death can impact positively on bereavement. The involvement of relatives

and families is essential.

Risk factors for abnormal responses are amenable to assessment.

Interventions should be tailored to need. Specific groups of bereaved may

require different forms of intervention.

Follow-up has been identified as important, particularly by the bereaved.

There are a range of information needs that need to be addressed at local

and national levels.

There are ‘hidden’ socio economic factors, particularly for some groups of

bereaved that need to be considered.

Cultural and spiritual factors, including issues of stigma need to be

incorporated into all areas of bereavement care.

A co-ordinated approach to bereavement and bereavement care that cuts

across statutory and voluntary agencies is required.

Standards, policies and guidelines for Bereavement Care should be

considered in all settings

Education for health and social care professionals is identified as in need of

development.

Research into bereavement and bereavement care is particularly difficult
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but essential in developing services.

Establishing a Centre for Bereavement Care may provide a focal point for

developing research, education and practice in Scotland.

9. Thinking of the Scottish national context, where are the biggest

gaps between the key messages and actual practice?

a) conversely where is there the closest match?

10) Do you have any other comments that you’d like to share in
relation to policy, practice and the findings of the literature

review? (if so, what?)

11) Check nature/level of attribution that interviewee is happy
with re. reporting

(i.e. personal and organisational identification, or anonymised only)

12) Finally, is there anyone else whom you think we should
interview in relation to bereavement care practice? (name and

contact details please)

o 3 Y1 o T 0 1=
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Programme for Bereavement Care Workshop
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Bereavement Care Workshop

Thursday 6th July 2006

Campanile Hotel, Tunnel Street, Glasgow

Aims

e To explore how the findings of the Bereavement Care Project to date
may shape and influence policy and practice;

e To consider what actions may be necessary to address the challenges
for change and improvements in care; and

e To meet and network with people from across the system with an

interest in bereavement care.

09.30 Coffee and registration
10.00 Welcome and introduction: Paul Martin
Chief Nursing Officer
10.10 Literature Review: Key Messages Colin MurrayParkes
Life President CRUSE

10. 25 Teasing out the challenges/ issues Pippa Gough
Kings Fund

11.45 Plenary session

12.00 Exploring possibilities for change

13.00 Lunch

14.00 Plenary session and setting agenda for Open Space
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14.15 Briefing for Open Space:

14.40 Meetings convened: actions to address the challenges

Tea as appropriate

15.40 Plenary session: headlines of actions

16.20 Closing remarks. What happens next. Paul Martin
16.30 Close

Pippa Gough

12 June 2006
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