











Some of the porters and funeral directors were given information verbally and others through a
mortuary identification form. Given the importance of effective communication on issues such as
infection control, identification and release, these figures must be viewed as unexpectedly low.

The information reported as being provided by ward staff to mortuary staff and family funeral
directors is presented in Figure 20. As expected, this is more than the information provided to
those transferring bodies to the mortuaries (Figure 19). Ward staff appear to provide mortuary staff
with a greater amount of information than they do to private funeral directors; although mortuary
staff also communicate relevant information to the funeral directors.
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Figure 20: Information reported by ward managers (n=145) as being provided to mortuary staff
and family funeral directors

Trusts have their own individual mortuary forms which accompanied 75% of bodies being
transferred to mortuaries with mortuary staff reporting a range of information being provided on the
forms (Figure 21). The information provided varied according to whether the mortuary had, or did
not have, a post mortem facility, although this was not consistent.

Figure 21: Information provided to mortuary staff (n=12) when receiving a body
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B Mortuaries with post mortem facility (n=4}) B Mortuaries without post mortem facility (n=38)
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Figure 22: Information recorded in mortuaries when patients’ remains are released

Mortuary staff reported the information recorded when a patient’s body is released to funeral
directors. Figure 22 shows that whereas all mortuaries with a post mortem facility recorded the
date and time of release, the name of the staff member releasing the body and the name of the
funeral director collecting the body, not all mortuaries without post mortem facilities recorded this
information.

3.2. Knowledge and skills

It is essential that those involved in the care of people who are dying and the bereaved are skilled
and experienced, so they feel confident about the care and support they give. They should have
adequate opportunities to develop their knowledge, understanding, self-awareness and skills
(When a Patient Dies, Department of Health 2005).

In both the ward visits and the staff questionnaires, respondents were asked about the availability
and uptake of training specific to end of life and bereavement care. Figure 23 sets out the
various topics in which staff had received training. It is recognised that while staff may not have
had formalised training many have developed knowledge and skills in these subjects through
experience and on-the-job training.
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Figure 23: Percentage of staff responding to the questionnaires who had training
in care of the dying and their relatives (n=1633)
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Staff were asked about their level of confidence in delivering end of life and bereavement care.
The results are presented in Figure 24.
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Figure 24: Percentages of staff expressing themselves confident in the delivery of end of
life and bereavement care

The ward managers (who provided the information on the ward visits) reported themselves to be
significantly more confident in the delivery of all aspects of end of life and bereavement care than
did staff who responded by questionnaire, a possible reflection of the high level of experience of the
ward managers. Talking to bereaved children and supporting people from different cultures were
the most difficult duties for all staff to perform.

Staff were asked about additional training that would be helpful in the performance of their roles.

Over 60% of both ward managers and individual staff members indicated they would find a range
of training helpful as set out in Figure 25.
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Figure 25: Percentages of staff who would find additional training helpful
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Specialist palliative care team members reported on additional training they had received in
bereavement care. As Figure 26 indicates, this ranged from postgraduate bereavement and/or
local hospital or hospice courses, with over 25% of team members having attended both.
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Figure 26: Additional bereavement care training undertaken by specialist palliative care
team members (n=11)

Chaplains reported additional training in bereavement care they had undertaken (Figure 27), with
local hospital/hospice chaplaincy training undertaken by more than half the chaplains audited.
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Figure 27: Additional bereavement care training undertaken by chaplains (n=33)

In addition almost one-third of chaplains reported not having received additional end of life or
bereavement care training. It is assumed they would have received training in the provision of
spiritual care to the sick and dying as part of their initial professional training with such care also
forming part of their respective ministries outside the hospital setting.
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All funeral directors with service level agreements for portering and mortuary duties reported
that they had already received training in all relevant areas. The nature and extent of the training
provided to porters in relation to their mortuary duties is summarised in Figure 28.
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Figure 28: Training courses for portering teams (n=15)

Most of the porters’ training to date had been in relation to manual handling and infection control,
with at least 80% having received training in each of these areas, with fewer than 10% having
received training in multi-cultural and religious practices; this has clear implications for the handling
of deceased bodies. Over half of those audited identified that additional training in each of the
areas of multi-cultural and religious practices, death, grief and bereavement, interpersonal and
communication skills and multi-disciplinary working would be helpful. A number of portering
managers also indicated the value of on-the-job training.

Mortuary staff reported on the training they had undertaken specific to their role, summarised in

Figure 29.
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Figure 29: Training courses accessed by mortuary staff
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Some areas of additional training (e.g. in respect of bereavement care or health and safety) were
identified by staff in all types of mortuaries. Some training such as that in coroners law were
highlighted only by staff in mortuaries with post mortem facilities with others, such as in infection
control or refrigeration control identified only by staff in mortuaries without post mortem facilities.
However, some of this additional training will have been received by some mortuary staff as 15 of
the 23 designated mortuary staff were qualified pathology technicians with recognised advanced
training.

3.3. Staff support

It is essential that all those who care for and support dying and bereaved people, regardless of
their roles, should be provided with support for themselves (When a Patient Dies, Department of
Health 2005).

Staff participating in both the ward visits and the individual staff questionnaires were asked about
the support systems in place throughout their organisations, with Figure 30 summarising the
responses of both groups. The ward managers, reflecting their levels of experience, were more
aware of appropriate staff support systems than individual staff members who responded to the
questionnaires.
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Figure 30: Staff support systems identified as being in place

Figure 31 summarises the responses given by mortuary staff on the availability of staff support
systems. All mortuary staff recognised the value of peer support with all also aware on how to
access the services of occupational health departments.
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Figure 31: Support systems available to mortuary staff (n=12 services)

The chaplains included in the audit were asked about the services that they provide specifically to
members of staff with responses presented in Figure 32.
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Figure 32: Services provided by chaplains to members of staff (n=33)

This finding suggests that chaplains offer support to staff in three main ways: through direct
contact/support, staff training (usually at staff inductions into new posts) and participation in
hospital remembrance services. These were reported to be offered by approximately two-thirds,
one-half and one-third of chaplains respectively. Staff training was considered by a number of
chaplains to be helpful in building good relationships and informing staff of their roles within ward
teams.
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4. Creating a Supportive Experience

It is recognised that dying people and their families have a right to be treated with dignity and
respect and to be cared for in an appropriate environment (section 1.1).

4.1. Environment and facilities

During ward visits, staff were asked to rate the suitability of the environmental aspects of their
ward/department for meeting the needs of, and being supportive to, patients who are dying and
their families. Their responses are presented in Figure 33.
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Figure 33: Percentage of wards and hospices rated ‘excellent’ or ‘good’ overall by their ward
managers (n=145)

As predicted hospices, with their central focus on the care of dying patients, were rated the highest
overall in terms of the suitability of their environment for the provision of care to those who are
dying and their families. General medical wards, the clinical area identified previously as having the
highest death rate (Figure 3), but also amongst the busiest within the hospital sector, were rated
the lowest.
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Figure 34: Environmental aspects of wards/facilities rated ‘excellent’ or ‘good’ by staff

Staff in ward visits and questionnaires, were also asked to rate specific aspects of the

environments. As Figure 34 indicates, the ward managers consistently rated all aspects of
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their wards higher than did other members of staff. A significant number of staff in their individual
questionnaire responses indicated a level of concern about the limitations of their respective
environments for the provision of appropriate end of life care and bereavement support.
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Figure 35: Availability of private areas designated for the use of relatives, as reported by
ward managers (n=142)
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Staff responses on the availability of private areas designated for the use of relatives are presented
in Figure 35. Such areas were available in every neonatal unit and combined obstetrics and
gynaecology ward included in the audit, and in over 85% of intensive care units and emergency
departments. Appropriate facilities were least likely to be provided in dedicated obstetric wards.
General medical wards, where most deaths occur, were rated as having fewer appropriate areas
for such purposes as breaking bad news than most other clinical environments.

Difficult discussions with families were reported to take place in six different types of locations,
summarised in Figure 36.
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Figure 36: Locations where difficult discussions take place with relatives, as reported by ward
managers (n=144)
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Offices constituted by far the most common location for difficult discussions, such as those of
ward manager, doctor or other health care professional (52%), with sizeable numbers taking place
also in either designated quiet rooms or relatives’ spaces (26%) or in side wards or single rooms
(12%), if available. While staff clearly made efforts to find quiet areas in which to have such difficult
discussions with family members, a small number identified that, due to ongoing pressures in
acute wards in particular, it was not always possible to identify appropriate locations. As a result,
discussions did at times occur in wholly unsuitable places, including corridors and at patients’
bedsides.

Given the design of older hospitals in particular, the limited availability of single rooms and also a
growing need for isolation rooms for patients with infectious conditions, it is often not possible to
care for dying patients in single rooms. Ward managers were therefore asked to indicate the extent
to which single rooms were allocated to dying patients. Their responses are summarised in Figure
37, according to clinical speciality.
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Figure 37: Facilities in which dying patients are cared for in single rooms on more
than 75% of occasions, as reported by ward managers (n=133)
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Within the hospital sector, there was an inverse relationship between the number of deaths that
take place within the speciality and the provision of single rooms, i.e. there was a greater likelihood
of a dying patient being cared for in a single room in a speciality where relatively few deaths occur
than in areas where deaths are more frequent. However 80% of deaths in hospices occurred in
single rooms.

Mortuary staff were asked about their viewing facilities and other environmental factors for
relatives. Figure 38 indicates that those mortuaries where post mortems are carried out have a
greater range of facilities available.
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Figure 38: Viewing arrangements and other facilities available at mortuaries

It was evident in discussion with staff that, despite the availability of designated viewing areas in
the vast majority of mortuaries, viewing by families was not encouraged in some of the smaller
mortuaries. This appeared to be related to the presence of qualified staff.

Some of the most difficult situations that mortuary staff reported they had to deal with included the
support of relatives viewing bodies brought directly to the mortuary following accidents and other
traumatic incidents.

4.2. Care and support

When engaging in one-to-one contact, patients and families should be enabled to express their
needs and preferences through sharing expertise and responsibility and facilitating informed choice
(When a Patient Dies, Department of Health 2005).

Given the importance of working in partnership with patients and families, ward managers were
asked about whether they explore the wishes and feelings of patients who are dying; figure 39 sets
out the results. Every manager from an elderly or a gynaecology ward reported routinely exploring
the wishes and feelings of their dying patients, where appropriate. This contrasts with just over 30%
of staff from emergency departments reported doing so. The practice in emergency departments
may not be unexpected given the higher frequency of sudden deaths that occur. It is recognised
that these types of discussions may need to be carried out by experienced staff with advanced
communication skills.
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Figure 39: Ward managers from different specialist areas who reported that they routinely explore
the wishes and feelings of dying patients (n=137)
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All managers were asked during ward visits about the use of a care of the dying pathway in their
wards. Currently, only adult wards reported using this system with the development of a separate
care of the dying pathway for use within a number of children’s services being considered. Only
responses from managers of adult wards are reported in Figure 40.
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Figure 40: Areas where the care of the dying pathway is operational, as reported by ward managers
(n=124)

As expected, general medicine, as the clinical area with the highest number of inpatient deaths, is
also the area within which the care of the dying pathway is most frequently used. It is also used
extensively in cardiology wards, but rarely in obstetrics or emergency departments. Overall, staff
comments were very positive about the benefits of the care of the dying pathway, which they felt
helped to ensure a holistic approach to end of life care.

Figure 41 summarises the extent to which ward managers reported that relatives have the
opportunity to speak to an appropriate nurse, doctor and/or hospital chaplain. Although staff
reported it to be increasingly difficult to give families the amount of time they may need in busy
clinical areas, staff were reported to often make themselves available (95-100%).
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Figure 41: Extent to which relatives were afforded an opportunity to speak to a health care
professional about their relative’s death, as reported by ward managers (n=145)
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Senior staff were asked to identify those individuals and groups, from the statutory or voluntary
sector, with a remit for care of the dying, after-death care or support for the bereaved. A total of 23
organisations were identified, the most frequently cited of which are presented in Figure 42.
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Figure 42: Services most frequently identified by senior managers (n=37) as having a link to
bereavement care

Cruse Bereavement Care was by far the most frequently identified organisation, cited by over 70%
of the managers. Of the rest, only those services provided by palliative care teams, Macmillan
nurses, SANDS and hospital chaplains were identified by more than 20% of respondents. And

of the 12 services not included within Figure 42 — care of the dying pathway coordinators, clinical
psychologists, Marie Curie services, bereavement volunteers, Bliss for Babies, Child Bereavement
Trust, Miscarriage Association, Ulster Cancer Foundation, Area Bereavement Coordinators,
community hospice nurses, occupational health services and PSNI Family liaison officers — each
was identified by fewer than 10% of managers.

Specialist palliative care and chaplaincy teams were asked about the availability of written
information on their respective services. As can be seen from Figure 43, 82% of the former and
67% of the latter indicated that such information is available.
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Figure 43: Specialist palliative care teams (n=11) and chaplaincy services
(n=33) for which written information was available
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Appropriate and timely referral to specialist palliative care teams is essential to ensure that patients
and families receive the support and advice they require. Specialist palliative care teams were
consequently asked about both the source of their referrals and the nature of the services they
provide.

As can be seen from Figure 44, all specialist palliative care teams reported that they received
referrals from wards and that, given the nature of their ilinesses, on admission some patients were
already known to their services.
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Figure 44: Sources of referral to specialist palliative care teams (n=11)

Figure 45 indicates that symptom management, advice and support were the core services
provided by all specialist palliative care teams, followed by education and training, including the
promotion of end of life care pathways (73%), referral on to community services (64%) and the
provision of follow-up support (65%). It was evident from discussions with ward staff during the
audit that the support and advice they received from the palliative care teams on the use of the end
of life care pathway was particularly appreciated.
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Figure 45: Services provided by specialist palliative care teams (n=11)
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Patients are usually informed on admission of the availability of a hospital chaplaincy service and
asked if they wish to have their religious denomination recorded and provided to the appropriate
chaplain. Efforts are made by chaplains to visit as many patients on their lists as possible, but
where this does not occur routinely the chaplains concerned were asked to indicate in what other
ways they receive referrals to visit patients.

Figure 46 details the responses provided by the four chaplains concerned. All indicated that they
receive requests directly from patients and/or their families, while in three cases the chaplains

reported that they were either familiar with patients prior to their admissions or that they were
informed of individuals either directly from the wards or during chaplains’ ward visits.
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Figure 46: Referrals to chaplains where not all patients are visited (n=4)

The chaplains stressed the importance of timely referrals from ward staff, especially for patients
who are dying, and indicated that in some instances they had been notified too late to be able to
offer support to the patients, who had already died. The opportunity to build up a relationship with a
patient’s family prior to his/her death can be of assistance when offering support at the time of the
death and afterwards.

The various services which the chaplains provide are summarised in Figure 47.
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Figure 47: Services provided by chaplains (n=33) to patients and/or their families
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All chaplains carry out routine ward visits and visits to ill patients, and the vast majority (90%)
provide the sacraments and undertake funeral services for patients without families. Some
chaplains (40%) undertake a number of specifically child-related services, such as infants’ or
children’s remembrance services or naming services for babies.

Portering managers and those funeral directors who were contracted to perform portering and
mortuary duties were asked both about their duties and responsibilities in relation to hospital
mortuaries and about their involvement with families. Figure 48 indicates their key responsibilities,
both independently and under the supervision of mortuary staff.
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Figure 48: Duties undertaken by portering teams and funeral directors with portering and mortuary
duties (n=20)

It is clear that the porters and contracted funeral directors carry out most of their four key duties
independently. However, it is also evident that no single duty was performed in any more than 50%
of the sites that were audited.

The larger acute hospitals tended to have at least one qualified pathology technician or designated
mortuary attendant in post, whereas in a number of smaller hospitals portering staff were
responsible for mortuary duties required, in liaison with ward staff and funeral directors. It was
notable during the audit that some of the senior portering staff had been carrying out their duties for
many years and were very familiar with all the processes involved, as well as with the sensitivities
required in dealing with bereaved families.

34



4.3. Information and communication

The audit identified a range of systems used by wards, departments and hospices to notify
other professionals of a patient’s death (Figure 49). The most common means was through a
senior nurse on duty contacting the patient’'s GP directly (28%), although 5% of facilities had no
recognised system at all in place for the notification of other professionals.
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Figure 49: Systems in place for the notification of other professionals, as reported by ward
managers (n=142)
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It was also identified that no reporting system is entirely robust and that communication can break
down at times, resulting in either a delay or the relevant professional not being informed of the
patient’s death. This has the potential to cause undue upset to bereaved families, such as when
they receive a letter offering an appointment to a person who has already died.

Ward staff were asked about the information provided to families at the time of a patient’s death
(Figure 50). In nearly all cases families were informed if the coroner was contacted or if the
Medical Certificate for Cause of Death has been issued. Other information commonly provided
to families at the time of a patient’s death included potential health and safety risks, the return of
the deceased person’s property and notification that the remains may be released. It is perhaps
surprising, in light of the importance of these latter reasons, that each of them was identified by
fewer than 100% of the staff who were audited as information that would routinely be provided to
families.
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Figure 50: Information given to the family by the ward, as reported by ward managers
(n=102-121)
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Following the recommendation of the Human Organs Enquiry 2002, the DHSSPS introduced

new consent forms to be completed by the deceased’s next-of-kin in cases where a hospital post
mortem examination is indicated, along with booklets aimed at supporting families through this
process. Obtaining consent in such cases involves discussions with families aimed at enabling
them to make informed choices. In the case of post mortem examinations directed by the coroner,
consent for the procedure is not required, although the families’ wishes regarding the disposal of
tissue does need to be sought. The Coroner’s Service NI has produced a booklet to support these
processes.

It is expected that senior doctors and nursing staff will offer information and support to families at
such difficult times, and Figure 51 summarises the responses in the audit of ward managers when
asked about the information provided to families when a post mortem examination is required.
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Figure 51: Information provided to families when a post mortem is required, as reported by
ward managers (n=113-131)

Explanations and discussions with families, as well as answering their questions and providing
them with relevant booklets were all identified practices within at least 97% of wards, although
copies of consent forms were provided in only 94% of cases.

The nature of any written information provided to bereaved parents on those wards and
departments which may be expected to experience the deaths of babies and/or children is
summarised in Figure 52.
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Figure 52: Written information provided to parents of deceased babies or children,
as reported by ward managers (n=33-50)
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Given that almost half of all children who die in a neonatal unit undergo a hospital post mortem,
it is no surprise that information booklets in respect of post mortems on children and babies were
the most commonly provided, in at least 80% each of the respective wards and departments.

It is increasingly common for parents to take the bodies of their children directly home by car
immediately following their deaths, where this was expected; only 20% of the relevant wards and
departments had a written policy to support this practice.

Ward managers were asked about other information and resources they provided to bereaved
families (Figure 53). There was evidence of families being directed towards a number of voluntary
organisations (in particular, Cruse Bereavement Care) in 78% of wards and departments; 74%
provided families with forms to assist in registering the death; 62% provided booklets specifically
designed to assist bereaved people; and 54% provided information in relation to the arranging of
funerals.
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Figure 53: Other information and resources provided to bereaved relatives, as reported by ward
managers (n=142)

Ward and hospice managers were also asked about arrangements for the collection of Medical

Certificates of Cause of Death in situations where they had not been issued at the time of death.
Their responses are provided in Figure 54.
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Figure 54: The collection of death certificates in hospital and hospice settings, as reported by
ward managers
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Within the hospices, certificates were reported to be collected either from the ward (in 60% of
cases) or from reception or a general office (20%). Collection from the ward was also reported as
the most common procedure within the hospital sector (77%), where a further 28% reported their
collection from a mortuary instead. However, it can be difficult for a family member to return to a
mortuary or ward in which their relative had died a short time previously and a representative may
be able to collect the certificate on a relative’s behalf. It is noted that 18% of the hospital ward
managers in the audit indicated that death certificates were collected by funeral directors.

To facilitate the customary three-day burial practice in Northern Ireland, it is important for all
organisations to ensure the timely issue of death certificates. It is also important that accurate and
transparent records regarding the issue and collection of death certificates be maintained.

Ward managers were asked whether or not follow-up meetings to discuss a patient’s death were
routinely offered to bereaved families. The percentages of units within each clinical area reporting
that such follow-up meetings were always offered to families are presented in Figure 55.
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Figure 55: Wards and hospices offering follow-up meetings with bereaved families, as reported by
ward managers (n=143)

There were only two clinical areas where every ward concerned provided routine follow-up
meetings with families: obstetrics and joint obstetrics and gynaecology services. Follow-up
meetings were not routinely offered in the majority of other units, either in the hospital or the
hospice sector, such meetings were reported as being provided at the request of families.

When asked about how families were provided with the results of post mortem examinations, the
ward managers responded as set out in Figure 56.
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Figure 56: Means of informing families with the results of post mortem examinations, as
reported by ward managers (n=145)

The audit findings show that over 35% of ward managers were unable to identify how families
received the results of post mortem examinations — suggesting there was often a lack of
communication between the various parties involved. Of the others, the most common means
was through face-to-face meetings with relevant professionals (identified by 32% of respondents),
followed by contact with the patient’s GP (23%) and through the coroners office or liaison officer
(19%). Seven percent reported that the results of post mortem examinations had been relayed to
family members over the telephone.

Ward and hospice managers were also asked to identify any methods they employed to obtain
feedback from their service users, with responses summarised in Figure 57.
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Figure 57 : Methods employed by wards and hospices to secure user feedback, as
reported by ward managers (n=143)

By far the most common method employed was through the receipt of complaints and compliments
(reported by 87% of the managers audited). Thank you cards and gifts were reported by 39%, with
families returning to the ward, charitable donations, and asking family members throughout their
relative’s stay in the unit each recorded by fewer than 15% of the managers.

Equally small percentages of the managers reported using more formal means of securing service
user feedback, including user questionnaires (10%) or focus groups (4%).

No service within the hospital or hospice sector identified a systematic approach of collecting or
using user feedback on their services.
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5.

Recommendations

Results from this audit identified a wide range of services and information across the NI Health
and Social Care Services and within Hospices for the care of dying patients and to support
bereaved people. There are, however, variations in the standards and organisation of such
services. No overarching system or set of policies were in place to ensure appropriate standards.
In consequence the following recommendations are set out to improve the quality and organisation
of these important services.

1.

10.
1.
12.

A strategy for bereavement care within the Health and Social Care Services should be
developed to inform the direction of end of life and bereavement care in Northern Ireland.

HSC Trusts should develop an overarching policy which incorporates core policies around
care of the dying and the management of death. As a minimum this should include written
guidance on the following:

Last offices (including cultural and religious requirements)
. All aspects of identification, transfer, storage, viewing and release of bodies

. A minimum agreed set of information which complies with health and safety
requirements should be noted on a mortuary form which accompanies the body.

. The issue of the Medical Certificate of Cause of Death
. Reporting deaths to the Coroners Service
. The management of sudden, unexpected death and the preservation of evidence in

forensic cases
. A clear system for informing other professionals of the death
Corporate and local induction should cover issues concerning death and bereavement as

relevant to the role of the staff concerned.

Trusts must offer training in consent for hospital post mortem examinations to those senior
medical staff who may be required to seek consent.

Staff should be made aware of support systems available to them.

As identified by staff, there should be opportunities for staff development and training in the
care of dying patients and bereaved relatives (see Appendix 7).

The use of the care of the dying pathway should be promoted as a minimum safe standard.
Trusts should have operational policies for chaplains’ services.

Governance systems should ensure learning from complaints made by bereaved families.
Systems should be developed to obtain feedback from bereaved relatives.

Information booklets for bereaved relatives should be audited.

New capital builds and refurbishment programmes should include areas to promote privacy
and dignity for dying patients and bereaved families.
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