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ABSTRACT

Background: Despite technological innovations and continuous improvement in evidence-based
treatments, mortality in the intensive care unit remains high. Consequently, a large group of family
members may be in need, and benefit from bereavement follow-up support.

Aim: To explore elements, organization, and evaluation of ICU bereavement services in European
countries. Specific objectives were to investigate: 1) the model of bereavement follow-up services
(elements of support), 2) the workforce model (organization of staff), 3) the evaluation model
(evaluation strategies).

Study design: Cross-sectional survey of conference delegates.

Methods: A paper and pen questionnaire including a cover letter assuring the respondents of
anonymity and confidentiality was distributed to 250 delegates during the opening ceremony of the
2017 European federation of Critical Care Nurses associations (EFCCNa) Congress in Belfast. The
questionnaire was developed from a previously validated tool describing bereavement care practices
in intensive care units including questions about the content and organization of bereavement
follow-up services. Frequencies were calculated in yes/no questions and content analysis was
applied in additional free text comments.

Results: We received 85 responses from publicly employed nurses, mainly in mixed adult ICUs.
Respondents were 48 (56.5%) bedside nurses and the rest represented clinical nurse specialists,
researchers, managers, or academic nurses. Bereavement follow-up had existed about 1-15 years.
Important follow-up elements were: viewing the deceased in the unit 77 (90.6%), providing follow-
up information 67 (79.8%), sending a letter of sympathy 17 (20%), and calling the family to arrange

a meeting 27 (31%).



Conclusion: Bereavement follow-up is common, but variable at European intensive care units. We
recommend the development, implementation, and evaluation of evidence-based, but culture-
specific, bereavement follow-up guidelines for European intensive care units.

Relevance to Clinical Practice: More critical care nurses are realizing the need for bereavement
follow-up guidelines. This paper provides an overview of common elements that might be

considered.



INTRODUCTION

More people survive critical illness in the intensive care unit (ICU). The ICU-population, however,
is getting older and mortality is still considerable (Cuthbertson et al., 2007). This leaves a large
group of bereaved family members dealing with their loss in an unfamiliar and technological
environment. Family members of ICU patients risk psychological morbidity during and after the
ICU stay (Needham et al., 2012, Goldfarb et al., 2017) with evidence of bereaved family members
at risk of developing symptoms of complicated grief (Azoulay et al., 2005).

In general, most people experience uncomplicated grief with few signs of impairment at six
months after their loss, but about a third of close family members might experience symptoms of
prolonged grief and depression (Nielsen et al., 2016). Family members of patients in ICU are at risk
of mental health morbidity during and after the patient’s ICU stay. One observational study reported
that 73% of family members experienced anxiety and 35% depression in the days preceding their
relative’s ICU discharge or death (Pochard et al., 2005). Another study showed that 34% of ICU
family members met criteria for at least one psychiatric illness and 5% experienced complicated
grief disorder within one year of the patient’s death (Siegel et al., 2008). Complicated grief was
identified after a year in 46% of bereaved family members of ICU patients in a study using the
Inventory of Complicated Grief (Anderson et al., 2008). Psychological morbidity is associated with
increased uptake of health services and increased risk of death (Stroebe et al., 2007). The current
evidence suggests that family members of a patient that dies in the ICU are at risk of complicated
grief. ICU bereavement follow-up services might help to alleviate grief in family members, albeit
little is known about provision of these services across Europe.

Supporting the family is a natural part of critical care nursing (Coombs et al., 2012). While
social networks are effective sources of support for most people during their bereavement, those at

risk of developing complicated grief may benefit from formal bereavement support services. Over



the past 30 years, ICUs have worked to support grieving families both at time of death and
afterwards. Unit-based quality initiatives have been introduced to support families during the time
leading up to end-of-life care (Lautrette et al., 2007) and bereavement follow-up services have been
developed to support ICU families.

Several models of intensive care bereavement follow-up have been reported in the literature
(Garland, 2011, Ross, 2008, Williams et al., 2003). These demonstrate differences in the service
models used to support families after death in ICU settings, for example with regards to timing of
contact with bereaved families, use of sympathy cards and offering of return visits to the ICU.
Studies in this area are mainly limited to single site case reporting. An exception to this is the
reporting on family bereavement programs across Australia (Valks et al., 2005). In this survey
study, responses from 99 Australian adult ICUs were received (84.6% response rate). Most of the
units surveyed offered components of bereavement programs, such as liaising with critically ill
patients, family and friends (93%), viewing of the deceased (92%), debriefing the staff (78%), and
communicating death with family members (77%). Less than a third provided additional follow-up
services in the form of telephone calls to bereaved families or sympathy cards. Verbal feedback
from staff and families was the primary method of evaluation on the impact of these.

A recent survey of ICU nurse managers investigated the provision of family bereavement
support in ICUs across New Zealand and Australia and found that 12 (50%) and 34 (28%) of
responding units in the two countries respectively offered a bereavement follow-up service
(Mitchell et al., 2016). Similarly, a survey was conducted with ICU nurse leaders in the US wherein
most respondents (n=237) reported that their ICUs did not provide organized bereavement follow-
up services, but some nurses offered informal support in the form of condolence cards or brochures

(McAdam and Erikson, 2016). Similar results were found in a recent Danish study (Egerod et al.,



2018). In European countries, there is limited knowledge regarding the scope and models of

intensive care bereavement practice.

AIM

To explore elements, organization, and evaluation of ICU bereavement services in European
countries. Specific objectives were to investigate: 1) the model of bereavement follow-up services
(elements of support), 2) the workforce model (organization of staff), 3) the evaluation model

(evaluation strategies).

DESIGN AND METHODS

Sample population

We conducted a cross-sectional, self-administered, paper-and-pen survey. The questionnaire
included a cover letter explaining the purpose of the study and assuring the respondents of
anonymity and confidentiality. It was distributed to 250 delegates during the opening ceremony of
the 2017 European federation of Critical Care Nurses associations (EFCCNa) Congress in Belfast.
Each delegate was handed the questionnaire and completed questionnaires were returned during the
conference to a box at the registration desk. Critical care nurses working in all types of intensive

care units, hospitals, teaching or academia in Europe were eligible for inclusion.

Data collection tool

The questionnaire was developed by the authors from a previously validated tool (Egerod et al.,
2018, Mitchell et al., 2016) and was piloted by five intensive care nurses. It consisted of four
sections and 32 items including space for free text responses. The sections were: Section 1:

Demographics (items 1-8), Section 2: Model of bereavement follow-up services (items 9-17),



Section 3: Workforce model (items 18-22), and Section 4: Evaluation model (items 23-32).

Data analysis
The results were triangulated using descriptive statistics and narrative reporting to analyze data. We
calculated means and frequencies. Quantitative data were managed in IBM/SPSS version 22 and

open text responses were analyzed using content analysis (Vaismoradi et al., 2013).

Ethical considerations and research governance

According to the Danish Data Protection Agency approval was not required for the survey because
the participants remained anonymous and provided consent by answering the survey. The Danish
Ethical Committee did not request further approval if all data were analyzed and stored in Denmark
(reference no. 17002610). Data were analyzed and stored in accordance with General Data
Protection Regulation (GDPR) (https://www.eugdpr.org/) and the Declaration of Helsinki (WMA,
2008). The participants were informed on the first page of the questionnaire that participation was

voluntary and confidential.

RESULTS

About 400 delegates attended the 2017 EfCCNa conference in Belfast. The survey was
disseminated to the conference delegates attending the opening ceremony and made available in a
box at the registration desk. We distributed 250 questionnaires and of which 85 were completed at
the end of the conference. The results are presented in the order of the four sections in the survey.
Quotes from the analyzed free text data are used to provide additional detail about the ICU
bereavement services. Most quotes are from the Nordic countries as respondents from the remaining

countries stated that bereavement follow-up was not offered.



Section 1: Demographics

Respondents resided in 42 cities in 18 European counties. Most were from Northern Europe (75 of
85), particularly the Scandinavian countries. Half of the respondents worked as ICU bedside nurses;
the remaining were clinical nurse specialists, managers, and nurses in academic, teaching or
research positions (Table 1). Most of the respondents were educated beyond basic nursing school,
e.g. critical care nurse (CCN) certification, and Bachelor’s, Master’s and PhD degrees. Most
worked at public hospitals; predominantly level 111 ICUs. Most respondents worked at adult or
adult/pediatric mixed medical/surgical ICUs. The capacity of ICUs ranged from 5 to 42 beds (mean

15 beds).



Table 1 Demographics

Respondents and their Number (%)

workplace

Role of respondents ICU bedside nurse 48 (56.5)
Clinical nurse specialist 10 (11.8)
Nurse manager 11 (12.9)
Nurse researcher 9 (10.6)
Nurse academic/educ. 4 (4.7)
Other 4 (4.7)

Highest level of education Critical Care Nurse (CCN) 21 (24.7)
certification 11 (12.9)
Nursing diploma 11 (12.9)
Bachelor’s degree 32 (37.6)
Master’s degree 8(9.4)
PhD degree 1(1.2)
Other

Hospital type Public 84 (98.8)
Private 1(1.2)

ICU Level Level | 6 (7.1)
Level Il 24 (28.2)
Level llI 54 (63.5)

ICU patient age Adult 58 (68.2)
All ages 24 (28.2)
Pediatrics 3(3.5)

ICU sub-specialty Medical/surgical 67 (78.8)
Medical 2(2.9)
Surgical 8(9.4)
Cardiac 5 (5.9)
Thoracic surgical 2(2.4)

ICU capacity 5-42 beds (mean 15)

Section 2: Model of bereavement follow-up services

Among the participants (representing 42 cities), 35 stated that their ICU had bereavement follow-up
services and 11 of these stated that services had existed more than 10 years. Forty-eight responded
that their unit did not offer bereavement support. None of the respondents reported the use of a
guideline for bereavement follow-up. Typical elements of bereavement follow-up were: viewing of
the deceased in ICU or in a room at the hospital mortuary, information on hospital- or community-

based support, condolence letters, or a phone call from a nurse or other staff member (Table 2).
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Table 2 Elements of bereavement follow-up services

Elements n (%)

Viewing in ICU 77 (90.6)
Information on hospital-based support 52 (61.2)
Viewing in hospital mortuary 45 (52.9)
Phone call from nurse 27 (31.0)

Sympathy card, condolence letter or e-mail 17 (20.0)

Information on community-based support 15 (17.6)

Specific elements of bereavement follow-up
Viewing the deceased: Respondents from 18 countries (n=77, 91%) reported viewing the deceased
in ICU. Fewer nurses (n=45, 53%) assisted the family to the viewing room at the hospital mortuary.
Information on support services: Respondents from most countries reported referral to hospital-
based or community-based support services either verbally or in writing.
“Family members are given brochures that include information about psychosocial support
contacts and grief-process” (1ID34 Finland)
“The only element in our unit is explaining the procedure of what they need to do when

someone in the family dies” (1ID85 Israel)

Letters of condolence: Letters were sent to the closest family (as recorded in the chart) as a gesture
of sympathy and condolence by regular mail or e-mail at 3-4 weeks after the patient’s death, as
reported by nurses from Northern European countries (n=17). Letters were sent by the nurse in
charge, the secretary, or the nurse that was present when the patient died. Letters were provided:

“Nurses give a condolence card to the closest family when they come” (ID01 Belgium)
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“After two weeks” (ID46 Netherlands)
“After 3-4 weeks”, “After 1 month” (ID03 UK; ID04 Ireland)
“After a year by the nurse manager to the next of kin” (ID17 N Ireland)

“Soon after the death and one year after” (ID16 N Ireland)

Phone call: Twenty-six nurses reported making a phone call to the family after 3-5 weeks and
others after 2-3 months. The main reason for the call was to offer a nurse consultation and to
arrange a time for this. The phone call was also an opportunity to offer sympathy.
“We call after 2-4 weeks to ask how they are doing, feelings, questions and more” (ID53
Norway)
“We telephone after the funeral. We call after 3 weeks to hear that everything is going well and
that they get the help they need at this stage” (ID51 Norway)
“A call is made 3-4 weeks after death to ask how the family is doing — if they have any questions
left unanswered and if they want to visit us and have a talk about what happened often with a
doctor present” (ID78 Island)
“We call approximately one month after to hear how the relative deals with his/her loss” (ID52
Denmark)
“A call is made after 2 months to ask about the feelings during ICU care, and how the family is
doing now” (ID56 Sweden)
“Next of kin gets a phone call for follow-up after 3 months by the nurse responsible for the
deceased” (ID10 Sweden)

“We call sometimes to hear if the family needs a follow-up talk/meeting” (ID66 Denmark)
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Meeting at the ICU: Twenty-two nurses reported inviting the bereaved family to visit the ICU after
the patient had died. This was offered as a chance to talk to the nurses that cared for the patient,
usually within the first month after the patient’s death, according to family preferences.
“We always offer to telephone next of kin 3 weeks after death to offer a meeting in ICU with
ICU physician and nurse” (ID06 Norway)
“Face to face meeting if requested by family, information in bereavement card” (ID27 N
Ireland)
“We send a card 4 weeks after bereavement with an offer to come back to the unit for a

consultation with a nurse and/or physician” (ID48 Norway)

ICU diary: Some nurses write an ICU diary for the patient to hand over when the patient leaves the
unit or when the patient comes to visit ICU. If the patient dies, some nurses give the diary to the
family. ICU visits might include reading the diary and the hospital chart with the nurse or physician.
“Two nurses are responsible for the diaries that we write for the patient. Four nurses are
responsible for follow-up of about 100 diaries per year” (ID59 Norway)
“Diary and visit” (ID60 Norway)
“About 20% of our patients get a diary and are contacted by telephone or a visit at the
hospital” (ID74 Norway)
“A visit to the ICU and reading ICU diary and patient journal together with doctor and staff”

(IDO7 Sweden)

Caring elements of support: Other elements of support were extending palliative care for the patient
to bereavement support for the family. If the patient was a child, the nurse assisted the parents if

they wanted a lock of hair or a hand-print as a keepsake.
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“... aplaster impression of the hand, a lock of hair, some memories of the deceased” (1ID46

Netherlands)

Spiritual elements of support: The participants facilitated a visit with a hospital chaplain, a
memorial service at hospital chapel, or an invitation to an annual memorial service to remember the
deceased. Hospitals in Ireland and Northern Ireland in particular held an annual mass for patients
that had died there:

“Mass is held to remember people who have passed away in ICU” (ID05 Ireland)

“Mass once a year for all deceased relatives of family” (ID41 Ireland)

“Yearly bereavement service for all religions ICU families” (ID80 N Ireland)

”Annual mass” (ID81 Ireland)

Formal elements of support: Only few respondents reported the use of formal emotional or spiritual
support by a hospital chaplain (n=7), psychologist (n=2), physical therapist or occupational
therapist (n=2), social worker (n=5) or physician (n=2) as a part of bereavement services.
“Hospital priest is available to families if they want it. It is not automatedly offered” (ID33
Finland)
“We can advise them to take contact if they need a priest or support group” (ID43 Norway)
“If they want and need, they can visit, or we can call. We can also find others to talk to them

like priest, psychologist or groups for their need” (ID51 Norway)

Section 3: Workforce model
Twenty-three nurses reported that 1-5 staff members were allocated for bereavement follow-up.

Most ICUs allocated 1-2 hours a week for bereavement follow-up. A range of staff members were



14

allocated to, or took responsibility for, follow-up. Most frequently these were bedside ICU nurses,
followed by clinical nurse specialists, ward clerks, nurse managers, head physicians, nurse
researchers, and nurse educators. Most of the allocated staff provided follow-up on a permanent
basis, rather than rotating the job among colleagues. Most commonly, bereavement follow-up was
the responsibility of the nurse caring for the patient at the time of death. Some units offered
debriefing for the nurses after a traumatic death. Narrative responses describing the responsibility
for follow-up:

“The individual ICU-nurse. One nurse is responsible for informing new nurses and annual

status” (ID06 Norway)

“Any nurse or intensive care nurse who had the patient when he/she died” (ID25 Norway)

“The nurse caring for the patient when he died contacts the family for follow-up” (ID59

Norway)

“The social worker” (IDO7 Sweden)

“ICU nurse and doctors. All staff are responsible, it depends on who was involved in the

patient” (ID49 Denmark)

“So far we don’t have a bereavement follow up service, nor a team or person responsible.”

(ID71 Netherlands)

“We are working on a protocol to introduce in this domain of aftercare” (ID20 Netherlands)

Section 4: Evaluation model

Only 9 respondents reported that follow-up services were evaluated at their unit. Reported methods
of evaluation included interviews or surveys with staff or relatives. Five respondents reported
changes made to the bereavement services after evaluation. According to the respondents, the

services most appreciated by the relatives were: memorial services (to remember the patient), a
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follow-up visit to ICU (to thank the staff), a chance to talk to the nurse and physician caring for the
patient (to obtain closure), a phone call from the nurse (to ask questions), reading the ICU diary
with the nurse (to understand what happened), printed information about support after the patient’s
death. No elements were considered unnecessary by the relatives. The respondents described the
elements that were most appreciated by the families:

“Memorial service” (ID03 England)

“To thank the staff” (ID43 Norway)

“The talk with the nurses and doctors afterwards” (ID45 Netherlands)

“Talking about the patient with the nurses” (ID46 Netherlands)

“The call and the visit” (ID56 Sweden)

“The phone call after death” (ID59 Norway)

“Diary and visit” (ID60 Norway)

“A booklet made to help us to find [practical] information” (ID79 France)

Some nurses stated that guidelines were needed for bereavement follow-up in ICU. Some additional
narrative responses were:
“l am disappointed that | work in a critical care unit, which does not provide bereavement
service/follow-up” (ID09 N Ireland)
“I wish it was in place in our ICU and would be recognized as important element in patient
follow-up” (ID11 Ireland)
“We do not have an institutional bereavement follow up service, maybe this is due to very low
mortality rates on our unit” (ID15 Germany)
“We hope to start such a service in our unit, but we would like to know more on how to do it

best” (ID19 Denmark)
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DISCUSSION

The aim of the study was to explore elements, organization, and evaluation of ICU bereavement
services in European countries. The main finding was that a variety of elements of bereavement
support were offered in European ICUs, mostly Northern Europe, and that formalized bereavement
support is often lacking. Our study showed that viewing the deceased in ICU, rather than the
hospital mortuary, was common practice. This finding is consistent with other studies (Coombs et
al. 2017, Egerod et al. 2018, Mitchell et al. 2017, Valks et al. 2005), albeit some nurses felt
pressured to move the body to make room for the next patient (Bloomer et al., 2013).

Other common elements of bereavement support identified in the present study included a
supportive phone call to the family or arranging a follow-up visit to ICU. This was consistent with
earlier studies (Coombs et al. 2017, Egerod et al. 2018) showing that calling the family or sending a
card of sympathy some weeks after the death of the patient is common practice. The importance of
a follow-up meeting with the ICU team has been demonstrated, particularly if the physician is
present (Kock et al. 2014). Condolence letters have also been described as meaningful to the family.
Condolence letters were investigated in 22 ICUs in France using qualitative and quantitative
methodology. A thematic analysis showed that letters of condolence could provide a feeling of
support, humanization of the medical system, an opportunity for reflection, an opportunity to
describe their loved one, continuity and closure, or created doubts and ambivalence (Kentish-Barnes
et al. 2017b). The associated multicenter trial, however, could not demonstrate a positive effect of
condolence letters, and even suggested worsening of depression and symptoms of posttraumatic
stress (Kentish-Barnes et al. 2017a). This demonstrates the importance of investigating benefits and

harms of nursing interventions.
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Families have many questions and concerns after the loss of a close family member in
hospital and need answers to obtain closure. One study showed that families had questions about the
diagnosis, the final moments before death, outcomes of alternative treatments, of life decisions, and
communication of death (Lebus et al. 2014). It was concluded that a specialized bereavement
service should allow follow-up of relatives with ongoing questions and concerns to alleviate
reactions of severe grief. Some respondents in our survey provided the bereaved family with the
diary written by the nurses to the patient in ICU. Similarly, a recent study suggested giving the
family of non-survivors the ICU diary as a ‘survival kit’ to gain coherence and understanding and as
bereavement support (Johansson et al. 2018). The study provided some qualitative evidence of the
usefulness of the diary.

According to the nurses surveyed there is need for a guideline for bereavement services in
ICU. Although guidelines are common for bereavement support in palliative and cancer care, they
are still uncommon in non-malignant diseases (Egerod et al., 2019) and the intensive care setting. A
scoping review of bereavement service outcomes showed that most services were related to
educational information and emotional support and stressed the importance of effective
bereavement services (Wilson et al., 2017). In the general wards, the focus of bereavement support
is on reducing the level of grief, distress, depression or somatization of physical symptoms in the
bereaved, or increasing their grief knowledge. The scoping review, however, suggested that most
programs were unsuccessful in alleviating grief (Wilson et al., 2017). More research is needed to
understand what the family needs from the ICU staff and to test the efficacy of interventions in
bereavement follow-up. A recent review concluded that evidence is lacking to provide
recommendations for the most acceptable and effective bereavement support and that clinicians

need to be adequately trained for delivery of support (Efstathiou et al. 2019). We recommend
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participant involvement to identify the most relevant elements of bereavement follow-up and
systematic evaluation of the services.

Management of grief should perhaps be an integral part of family-centered care in ICU
(Davidson et al. 2017). Post Intensive Care Syndrome — Family (PICS-F) shows that family
members of ICU patients acquire psychological and physical illness from worry and grief
(Davidson et al. 2012). Studies show that complicated grief is debilitating and should be prevented
(Gries et al. 2010). Death in ICU can be expected or unexpected, where expected death can be the
result of End-of-Life decisions. One study shows that End-of-Life discussions are associated with
less aggressive medical treatment near death, and that aggressive care is associated with worse
bereavement adjustment (Wright et al. 2008). In our study we have not looked at bereavement in
context, i.e. whether death was expected. End-of-Life guidelines are in place in many units and we

might suggest that Bereavement support guidelines should be an integral part of ICU services.

Limitations

The response rate on our study was low, and this may have been influenced by several factors. We
were unable to add the questionnaire to the conference package and chose to hand it out during the
opening ceremony of the Congress and not all delegates were present during this ceremony.
Distributing questionnaires during a congress is a relatively easy and accessible recruitment
strategy, but our results might have been biased by uneven distribution of delegates as most were
from Northern European countries, and some ICUs were represented by more than one delegate.
Although our sample was unevenly distributed, we were able to describe important elements of
bereavement follow-up across intensive care units in Europe. Our survey was anonymous, and we

were unable to determine if respondents worked at the same ICU. This would be a drawback if we
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aimed to quantify services in each country. For this reason, it was less important to describe how

many ICUs provided each element than to describe the general content and intent.

CONCLUSION

Bereavement services are still not standardized at European ICUs, but the elements of services are
similar across countries. We recommend the development and implementation of bereavement
follow-up guidelines for intensive care units. User involvement and service evaluation are necessary

to ensure relevant elements of services.
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WHAT IS KNOWN ABOUT THIS TOPIC
e Many families experience the death of a loved one in ICU

e Bereavement services are offered at some ICUs

WHAT THIS PAPER ADDS

e Bereavement services are not systematically offered in European ICUs

e Culture-specific guidelines are needed for bereavement follow-up in ICU

e Common elements of bereavement services have been identified, e.g. viewing the deceased in
the unit, providing follow-up information, sending a letter of sympathy, and calling the family
to arrange a meeting

e Consequences of bereavement in ICU have been discussed, e.g. prolonged or complicated grief

and lack of closure in the bereaved
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