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1  |  INTRODUC TION

Despite advances in paediatrics, some parents still have to cope 
with the most devastating type of bereavement by losing their child 
due to premature birth, trauma or a life- threatening illness. The loss 
of a child is a dreadful event in the life of parents and may result 

in psychosocial and health- related problems up to years after the 
death of the child.1– 4

Many parents of deceased children or neonates feel supported 
by, and appreciate, bereavement care provided by regular healthcare 
professionals (HCPs).5,6 Over the past years, several bereavement 
practices and parent- focused interventions have been developed 
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Abstract
Aim: A follow- up conversation with bereaved parents is a relatively well- established 
intervention in paediatric clinical practice. Yet, the content and value of these conver-
sations remain unclear. This review aims to provide insight into the content of follow-
 up conversations between bereaved parents and regular healthcare professionals 
(HCPs) in paediatrics and how parents and HCPs experience these conversations.
Methods: Systematic literature review using the methods PALETTE and PRISMA. The 
search was conducted in PubMed and CINAHL on 3 February 2021. The results were 
extracted and integrated using thematic analysis.
Results: Ten articles were included. This review revealed that follow- up conversa-
tions are built around three key elements: (1) gaining information, (2) receiving emo-
tional support and (3) facilitating parents to provide feedback. In addition, this review 
showed that the vast majority of parents and HCPs experienced follow- up conversa-
tions as meaningful and beneficial for several reasons.
Conclusion: An understanding of what parents and HCPs value in follow- up conver-
sations aids HCPs in conducting follow- up conversations and improves care for be-
reaved parents by enhancing the HCPs' understanding of parental needs.
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to assist parents during their child's end- of- life and/or after child 
loss.6– 10 Among the various types of bereavement practices and 
interventions, several follow- up support services exist, such as 
follow- up conversations, sending a condolence letter or sympathy 
card, making a phone call and sending flowers etcetera.6,8,10 The fol-
low- up conversation, often described as the first scheduled meeting 
after the death of the child between the parents and the HCPs, is in 
itself relatively well established as part of bereavement practices in 
neonatology and paediatrics. Previous studies underline the signifi-
cance of organising at least one meaningful follow- up encounter be-
tween parents and involved HCPs after the death of a child.6,10 Such 
an organised follow- up encounter helps parents feel cared for, re-
duces their sense of isolation and improves their coping.6,8,10 When 
follow- up contact is missing, parents may feel abandoned by the 
HCPs who cared for their child, which can add additional feelings 
of loss to the already present devastating loss of the child, known as 
secondary loss.10

Although follow- up conversations are mentioned as an important 
support practice, the goals and content of these conversations are 
hardy explicated and how parents experience these conversations 
remains unclear. Also, HCPs lack clear guidelines for conducting 
meaningful follow- up conversations. Bereavement care, including 
conducting follow- up conversations, is largely practice- based and a 
matter of learning on the job that relies on the individual HCP’s opin-
ion, bond with the parents and experience.11– 13 In addition, many 
HCPs face difficulty conducting follow- up conversations because 
they feel uncertain about the effects their actions might have on the 
parents and keep wondering if the current way of carrying out the 
follow- up conversation is actually beneficial for parents.

In order to better align follow- up conversations to the bereaved 
parents' needs and to provide HCPs with guidance, this systematic 
review aims to gain insight into the content of follow- up conversa-
tions and to explore how these conversations are experienced by 
both, parents and HCPs.

2  |  METHODS

2.1  |  Design

A systematic review was performed following the Preferred 
Reporting Items for Systematic Reviews and Meta- Analyses 
(PRISMA).14 Since this review is conducted in a relatively young field 
and terminology addressing follow- up conversations is diffuse, the 
Palliative cAre Literature rEview iTeraTive mEthod (PALETTE) was 
used to establish the literature search.15 This systematic review was 
registered in Prospero (registration number: CRD42021241506).

2.2  |  Databases and searches

Relevant articles that met all inclusion criteria and, as such, should 
inevitably be part of the systematic review are referred to as golden 

bullets. According to the PALETTE method,15 a set of golden bul-
lets was identified from articles suggested by experts in the field 
of paediatric palliative care, preliminary searches and by back-  and 
forward reference checking. From these articles, synonyms around 
the concepts of ‘follow- up conversations’ and ‘paediatrics’ were 
extracted and terminology became more clear, a process known as 
pearl growing. Subsequently, the search was built around the estab-
lished terminology supported by an information specialist from the 
University Medical Library. The search was adjusted and repeated 
until all golden bullets emerged in the search results. At that point, 
the search was validated. Lastly, the final literature search was con-
ducted in the databases PubMed and CINAHL. For the full search 
strings, see Appendix S1.

2.3  |  Study selection

The included studies were limited to original research articles pub-
lished in peer- reviewed English language journals between 1 January 
1998 and 3 February 2021. We included 1998 as a starting point 
because the World Health Organization (WHO) officially defined 
paediatric palliative care in 1998. From this point on, research in 
paediatric palliative care had a more focused and well- defined ter-
minology. Included articles must address the content of follow- up 
conversations and/or the experiences of parents and/or HCPs with 
these conversations. The studies must address a follow- up conver-
sation defined as the first scheduled meeting between the parents 
of the deceased child and the HCPs, who have been involved during 
the child's end- of- life. The term ‘parents’ refers to the primary care-
takers of the child, which indicates the biological parents, adoptive 
parents, substitute parents or other guardians. Furthermore, HCPs 
were defined as all types of regular HCPs who primarily provide care 
and/or treatment in the field of neonatology or paediatrics. These 
HCPs encounter bereavement care in their daily practice, yet are not 
specialised in this type of care. Children were defined as from the 
age of 0 through 18 years old. Studies that purely focus on prenatal 
death and stillbirth were excluded, since the field of stillbirth lies 
more closely to prenatal care and obstetrics, which requires a differ-
ent kind of support. Furthermore, we excluded studies addressing 

Key Notes

• During a follow- up conversation in paediatrics, be-
reaved parents are in need of information and emotional 
support, and value being invited to provide feedback to 
the healthcare professionals (HCPs).

• Both parents and HCPs experience follow- up conversa-
tions as valuable and meaningful.

• The parents' needs regarding closure and meaning mak-
ing, and the HCPs' ability to identify parents at risk to 
develop prolonged grief require further research.
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follow- up conversations within complex bereavement care. Complex 
bereavement care is focused on parents who experience a serious 
disruption in adapting to the loss of their child. Therefore, those 
follow- up conversations are mainly performed by specialists in be-
reavement care.

Articles that emerged from the searches in PubMed and CINAHL 
were imported into EndNote, where duplicates were removed. The 
remaining articles were imported into Rayyan, a Web- based screen-
ing tool that facilitated blind title/abstract screening by two re-
searchers independently (MvK, EK). Thereafter, the eligible articles 
were full- text screened by the same researchers. Consensus was 
reached for all articles after deliberation. Lastly, the references of 
the relevant articles were checked to identify additional articles that 
met the inclusion criteria.

2.4  |  Data extraction and quality assessment

Data were extracted using a pre- designed form. Extracted data con-
sisted of: the country, aim, design, setting of the study, method of 
data collection, sample, the content of the conversations, experi-
ences of parents and experiences of HCPs. The data regarding the 
content of the follow- up conversations and parents' and HCPs’ ex-
periences were then analysed using a thematic analysis approach. 
The data from the three main predefined categories (content, parent 
experience and HCP experience) were categorised in subthemes, re-
flected in the different paragraphs of the results section.

Each article underwent a quality assessment that was per-
formed by two researchers independently (MvK, EK). Qualitative 
studies were assessed using the Consolidated criteria for REporting 
Qualitative research (COREQ), recommended by Cochrane 
Netherlands.16 The COREQ consists of 32 items covering the fol-
lowing three domains: research team and reflexivity, study design, 
and analysis and findings. Items could be scored with 0 points when 

not reported in the articles, 0.5 points when partly described, and 
1 point when fully reported. Quality appraisal did not affect inclu-
sion of the article in the systematic review due to its descriptive 
nature.17

3  |  RESULTS

The search generated 1538 individual articles, of which nine met 
the inclusion criteria18- 26 and one was added following an additional 
reference check27 (for full study flow, see Figure 1). All included 
articles represented qualitative studies.18– 27 Two articles were 
unclear in research design, and they were assessed as qualitative 
studies based on the methods of data collection and data analysis: 
using video- recordings24 and a thematic analysis.26 An overview of 
the included articles and their baseline characteristics is provided 
in Table 1.

Eight studies addressed follow- up conversations in the field of 
paediatrics.18– 25 Of these, seven studies focused on the Pediatric 
Intensive Care (PICU)18– 20,22– 25 and one focused on paediatric on-
cology.21 One study addressed follow- up conversations in the field 
of neonatology, concentrating on the Neonatal Intensive Care Unit 
(NICU).27 One study addressed follow- up conversations in the 
field of both paediatrics and neonatology, consisting of the PICU, 
the Cardiac Critical Care Unit (CCCU) and several other paediat-
ric wards.26 Five studies brought out the perspective of the par-
ents,18,22,25– 27 three studies the perspective of the HCPs,20,21,23 and 
two studies the perspectives of both the parents and the HCPs.19,24 
Seven of the studies provided insight into the content of follow- up 
conversations based on interviews with both the parents and the 
HCPs.18– 23,27 Hereafter, an overview will be provided on firstly the 
content of follow- up conversations, secondly the experiences of 
parents regarding these conversations and lastly the experiences of 
HCPs with the conversations.

F I G U R E  1  Study flow literature search 
and selection

Articles identified through electronic database 
searching (n = 2308): 

PubMed: 1323 
CINAHL: 985 

Articles screened after duplicates removed 
n = 1538 

Articles excluded based on title/abstract 
n = 1506 

Full-text articles screened for eligibility 
n = 32 

Articles excluded based on full-text 
screening (n = 23 ): 

- Not specifically focused on follow-
up conversations n = 13 

- Follow-up conversations defined 
differently than in this review n = 3 

- No original empirical research n = 5 
- Full-text unavailable n=1 
- Did not discuss follow-up 

conversations = 1 

Additional articles from reference check 
n = 1 

Articles included for analysis 
n = 10 
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3.1  |  The content of follow- up conversations

The preferable content of the follow- up conversation is built around 
three key elements: (I) Gaining information, (II) Receiving emotional 
support and (III) Facilitating parents to provide feedback. These 
three key elements were described from both the perspectives of 
the parents and the HCPs (Table 2).

3.1.1  |  Gaining information

The majority of the articles showed that gaining information encom-
passed an opportunity for parents to gain an understanding of all 
the events surrounding the child's end- of- life and to ask remaining or 
new emerging questions. According to the parents, the information 
should be provided in an understandable manner.24

Gaining an understanding of all the events surrounding the child's 
death is important since parents described that the intense emotions 
they experienced during their child's end- of- life and surrounding 
their death, inhibited their ability to accurately and efficiently pro-
cess information, and to comprehend information provided at that 
time.22 Therefore, during the follow- up conversation parents found 
it crucial to be provided with a clear and detailed overview of all 
the occurred events to build up a cohesive picture of what exactly 
happened, which facilitated acceptance and moving forward in their 
lives.18,24,27 It was mentioned that the description of the proceeded 
events must at least include the chronological course of the child's 
illness, the provided treatment, the cause of death and the genetic 
risk to other children/family members.19– 23,25,27 Besides addressing 
previously known information, parents and HCPs emphasised the 
importance of disclosing all new information that became available 
since the death of the child.18,20,23 New information mainly consisted 
of the autopsy results,22,23 which posed an additional source of in-
formation that increased the parents understanding of the child's 
treatment and cause of death.22

In many articles, it was mentioned that parents and HCPs found 
it important that parents get an opportunity to address their new 
or lingering questions and concerns during the follow- up conversa-
tion.18– 21,23,27 According to the parents and HCPs, these questions 
or concerns should be resolved during the follow- up conversation in 
order to prevent parents from delaying their process of grief.18,19,27 
Addressing the questions or concerns that parents may have pro-
vided an opportunity to talk about their thoughts and feelings.19 In 
one article, it was mentioned that allowing parents to speak and be 
heard at the follow- up conversation increased parents' satisfaction 
and reduces possible conflict with HCPs.22

3.1.2  |  Receiving emotional support

Parents and HCPs described the second key element that should 
be part of follow- up conversations as receiving emotional support. 

Receiving emotional support consisted of feeling cared for by HCPs, 
attention for parents' everyday life and their coping, and reassur-
ance. Overall parents considered emotional support from HCPs im-
portant since it enabled them to cope with the loss of their child and 
gave them some sort of comfort.18,27

Firstly, parents stressed that they want to feel cared for and re-
spected by the HCPs, and not be abandoned by them.22,25,27 HCPs 
could perform multiple acts that contributed to parents feeling cared 
for, such as starting the follow- up conversation by expressing their 
condolences to the parents,20,24 sharing memories and experiences 
of the deceased child28 and carrying out actions that demonstrated 
dignity and respect for the deceased child.25,28

Secondly, several articles mentioned that receiving emotional 
support included asking the parents how they deal with everyday life 
and how they cope with the loss after their child's death.18,19,23 The 
response of parents to the death of their child must be critically ap-
praised by the HCP, since signs of complicated grief may be present. 
An unusual absent or excessive reaction could indicate that parents 
need further professional help and the HCP could refer parents to a 
specialist in the field of bereavement.19

Lastly, both the parents and the HCPs often mentioned that 
an important part of emotional support is providing reassur-
ance.19,22– 25,27 Multiple studies addressed that parents sought reassur-
ance from the HCP on several facets. They wanted to hear that HCPs 
did everything they could to prevent the child's death. Moreover, par-
ents often felt guilty and wanted to be reassured that the child's death 
was not a result of their actions, that they had made the right deci-
sions, they had done everything they could do and they were not to 
blame for the child's death.19,22,25,27 One article mentioned that gain-
ing reassurance on these aspects relieved parental guilt and increased 
their trust in the decisions made by the medical team.20

3.1.3  |  Facilitating parents to provide feedback

The majority of the articles emphasised the importance of facilitating 
parents to provide feedback on the care their child received.18,19,22,23,25 
From the parents' perspective, it was learned that parents wanted to 
provide feedback on aspects of the care that needed to be improved. 
Parents often felt the need for something positive to result from their 
experience by a means of ultimately preventing other families from 
experiencing similar problems as they did while losing a child.20,22,25 
Several articles mentioned that besides the constructive feedback, 
parents often wanted to express their appreciation and gratitude for 
the care they received from the HCPs.18,22,25

3.1.4  |  The importance of tailoring the conversation 
to the parents' needs

One article highlighted that the three key elements that illustrated 
the content of a follow- up conversations were applicable to all 
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TA B L E  1  Baseline characteristics

Author
Year
Country Aim of the study

Study design
Method of data collection Setting

Sample
Deceased subjects Content of the conversations Parents' experiences HCPs' experiences

Quality 
appraisal

Brink et al. (2017)
DK

To identify parents’ experience 
of a follow- up meeting and 
to explore whether it was 
adequate to meet the needs of 
parents for a follow- up after 
their child's death in the PICU.

Generic qualitative study.
Semi- structured interviews
2— 12 weeks after the 

follow- up conversation.

University Hospital, 
Pediatric Intensive 
Care Unit (PICU)

Parents (n = 10) attending a 
follow- up meeting 4– 8 weeks 
after the death of their child

Children (n=6) who died in the PICU 
with a variety of causes of death

-  Information: Discuss various topics and, 
provide answers, give a causal explanation 
after a unexpected death. -  Emotional 
support: Discuss how parents are 
dealing/coping, staff showing emotions. 
-  Feedback: Parents want to provide 
feedback in order to improve practice.

-  Nervousness and tension before but all 
pleased to have participated. Opportunity 
to enhance grieving process.

- Emotional involvement from HCP’s enables 
better coping.

-  Closure of the course in the PICU. Helps to 
find encouragement to grieve.

- Meaningful that the meeting was 
interdisciplinary; attention for treatment 
and care

-  Experienced no time pressure
-  Important that HCPs involved in the meeting 

were those who had been present through 
hospitalisation and the time of the child's 
dead since this felt safe for them.

-  Regarding location: stressful to return, 
helpful to revisit, felt as a ‘second home'. 
Mostly willing to return to the hospital

21 out of 32

Eggly et al. (2011)
USA

To describe the development of a 
framework to assist paediatric 
intensive care unit physicians in 
conducting follow- up meetings 
with parents after their child's 
death.

.

Generic qualitative study.
Telephone interviews 

3– 12 months after the 
death of a child

Seven academic 
tertiary care 
children's hospitals 
participating 
in the National 
Institute of Child 
Health and Human 
Development 
Collaborative 
Pediatric Critical 
Care Research 
Network (CPCCRN), 
Pediatric Intensive 
Care Unit (PICU)

A framework for follow- up meetings 
based on the experience/
perspectives of parents 
(n = 56) of children who died 
in an CPCCRN PICU and PICU 
attendings and fellows (n = 70) 
practising or training at a 
CPCCRN site

Children (n=48) who died in a 
CPCCRN affiliated PICU.

-  The framework is a general set of principles 
adaptable to the specific context of each 
family's circumstances.

-  Balance of different aspects based on the 
parents’ needs.

-  Opportunity for parents to express their 
thoughts and feelings and identify their 
issues.

-  Gaining information: Chronological course 
of the illness and provided treatment, the 
last hours of life and risks for the surviving 
children should be discussed using 
understandable terminology.

-  Assess how parents are coping so 
professional referrals can be made.

-  Parents need to gain reassurance that both 
the family and the medical team did 
everything they could to prevent the child's 
death.

-  Parents want an opportunity to provide 
feedback regarding the care.

- Meetings should be multidisciplinary so 
varying needs can be addressed.

-  Meetings should be with the HCPs who cared 
for the child.

- Felt the meetings were beneficial to 
parents and to themselves.

-  Benefits for them: a better 
understanding of parents’ 
perspectives, an opportunity to 
increase skill and experience to 
assist future families, a chance 
to reconnect with families and 
find out how they are coping, an 
opportunity to reach closure and 
professional gratification.

-  Benefits may seem trivial, but may 
serve to counteract burnout and 
compassion fatigue.

11 out of 32

Eggly et al. (2013)
USA

To examine physicians 
conceptualisation of closure as 
a benefit of follow- up meetings 
with bereaved parents

Generic qualitative study.
Semi- structured telephone 

interviews.

Seven academic 
tertiary care 
children's hospitals 
participating in the 
CPCCRN, Pediatric 
Intensive Care Unit 
(PICU)

Paediatric critical care physicians 
and fellows (n = 67) practising 
or training at a CPCCRN clinical 
centre and conducting follow- up 
meetings with bereaved parents.

Children who died in a CPCCRN 
affiliated PICU.

HCPs and parents should:
-  Review details of the death
-  Discuss new information
-  Address new or lingering questions

Parents can move towards closure by:
-  Gaining a better understanding of the causes 

and circumstances of the child's death
-  Considering the child's end- of- life in 

retrospect
-  Reconnecting or resolving relationships with 

HCPs.
-  Gaining reassurance that HCPs did 

everything possible relieves parental quilt 
and increases trust in the medical team

-  Providing feedback; allows them to 
contribute their experiences as information 
that would ultimately improve care for 
others

-  Moving on and accepting the reality of dead; 
the follow- up meeting is a point in time 
from which parents can move on.

-  Some HCPs feel the word ‘closure’ 
does not accurately reflect the 
concept they want to describe.

HCPs can move towards closure by:
-  Reconnecting with families; Want 

to see how parents are coping.
-  Further exploring the causes and 

circumstances of the death
-  Fulfilling professional duty; their 

work is not complete until 
they provide parents with final 
explanations.

.

19,5 out of 32
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TA B L E  1  Baseline characteristics

Author
Year
Country Aim of the study

Study design
Method of data collection Setting

Sample
Deceased subjects Content of the conversations Parents' experiences HCPs' experiences

Quality 
appraisal

Brink et al. (2017)
DK

To identify parents’ experience 
of a follow- up meeting and 
to explore whether it was 
adequate to meet the needs of 
parents for a follow- up after 
their child's death in the PICU.

Generic qualitative study.
Semi- structured interviews
2— 12 weeks after the 

follow- up conversation.

University Hospital, 
Pediatric Intensive 
Care Unit (PICU)

Parents (n = 10) attending a 
follow- up meeting 4– 8 weeks 
after the death of their child

Children (n=6) who died in the PICU 
with a variety of causes of death

-  Information: Discuss various topics and, 
provide answers, give a causal explanation 
after a unexpected death. -  Emotional 
support: Discuss how parents are 
dealing/coping, staff showing emotions. 
-  Feedback: Parents want to provide 
feedback in order to improve practice.

-  Nervousness and tension before but all 
pleased to have participated. Opportunity 
to enhance grieving process.

- Emotional involvement from HCP’s enables 
better coping.

-  Closure of the course in the PICU. Helps to 
find encouragement to grieve.

- Meaningful that the meeting was 
interdisciplinary; attention for treatment 
and care

-  Experienced no time pressure
-  Important that HCPs involved in the meeting 

were those who had been present through 
hospitalisation and the time of the child's 
dead since this felt safe for them.

-  Regarding location: stressful to return, 
helpful to revisit, felt as a ‘second home'. 
Mostly willing to return to the hospital

21 out of 32

Eggly et al. (2011)
USA

To describe the development of a 
framework to assist paediatric 
intensive care unit physicians in 
conducting follow- up meetings 
with parents after their child's 
death.

.

Generic qualitative study.
Telephone interviews 

3– 12 months after the 
death of a child

Seven academic 
tertiary care 
children's hospitals 
participating 
in the National 
Institute of Child 
Health and Human 
Development 
Collaborative 
Pediatric Critical 
Care Research 
Network (CPCCRN), 
Pediatric Intensive 
Care Unit (PICU)

A framework for follow- up meetings 
based on the experience/
perspectives of parents 
(n = 56) of children who died 
in an CPCCRN PICU and PICU 
attendings and fellows (n = 70) 
practising or training at a 
CPCCRN site

Children (n=48) who died in a 
CPCCRN affiliated PICU.

-  The framework is a general set of principles 
adaptable to the specific context of each 
family's circumstances.

-  Balance of different aspects based on the 
parents’ needs.

-  Opportunity for parents to express their 
thoughts and feelings and identify their 
issues.

-  Gaining information: Chronological course 
of the illness and provided treatment, the 
last hours of life and risks for the surviving 
children should be discussed using 
understandable terminology.

-  Assess how parents are coping so 
professional referrals can be made.

-  Parents need to gain reassurance that both 
the family and the medical team did 
everything they could to prevent the child's 
death.

-  Parents want an opportunity to provide 
feedback regarding the care.

- Meetings should be multidisciplinary so 
varying needs can be addressed.

-  Meetings should be with the HCPs who cared 
for the child.

- Felt the meetings were beneficial to 
parents and to themselves.

-  Benefits for them: a better 
understanding of parents’ 
perspectives, an opportunity to 
increase skill and experience to 
assist future families, a chance 
to reconnect with families and 
find out how they are coping, an 
opportunity to reach closure and 
professional gratification.

-  Benefits may seem trivial, but may 
serve to counteract burnout and 
compassion fatigue.

11 out of 32

Eggly et al. (2013)
USA

To examine physicians 
conceptualisation of closure as 
a benefit of follow- up meetings 
with bereaved parents

Generic qualitative study.
Semi- structured telephone 

interviews.

Seven academic 
tertiary care 
children's hospitals 
participating in the 
CPCCRN, Pediatric 
Intensive Care Unit 
(PICU)

Paediatric critical care physicians 
and fellows (n = 67) practising 
or training at a CPCCRN clinical 
centre and conducting follow- up 
meetings with bereaved parents.

Children who died in a CPCCRN 
affiliated PICU.

HCPs and parents should:
-  Review details of the death
-  Discuss new information
-  Address new or lingering questions

Parents can move towards closure by:
-  Gaining a better understanding of the causes 

and circumstances of the child's death
-  Considering the child's end- of- life in 

retrospect
-  Reconnecting or resolving relationships with 

HCPs.
-  Gaining reassurance that HCPs did 

everything possible relieves parental quilt 
and increases trust in the medical team

-  Providing feedback; allows them to 
contribute their experiences as information 
that would ultimately improve care for 
others

-  Moving on and accepting the reality of dead; 
the follow- up meeting is a point in time 
from which parents can move on.

-  Some HCPs feel the word ‘closure’ 
does not accurately reflect the 
concept they want to describe.

HCPs can move towards closure by:
-  Reconnecting with families; Want 

to see how parents are coping.
-  Further exploring the causes and 

circumstances of the death
-  Fulfilling professional duty; their 

work is not complete until 
they provide parents with final 
explanations.

.

19,5 out of 32
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Author
Year
Country Aim of the study

Study design
Method of data collection Setting

Sample
Deceased subjects Content of the conversations Parents' experiences HCPs' experiences

Quality 
appraisal

Granek et al. 
(2015)

CA

To examine follow- up practices 
employed by paediatric 
oncologists after patient death.

Generic qualitative study.
Interviews

Two paediatric 
hospitals, Pediatric 
Oncology 
Department

Paediatric oncologists (n = 21) 
conducting follow- up practices 
with bereaved families.

Children who died from cancer.

-  Parents and HCPs can talk about what had 
happened.

-  Parents can ask any lingering questions.
-  Parents want to hear that everything possible 

was carried out for their child.

-  The follow- up meetings can be a beginning of 
the process of slowly disconnecting from 
the HCPs that were a major part of their 
lives for so long and who they may have 
felt close to.

16,5 out of 32

McHaffie et al. 
(2001)

SCO

To explore parents’ experiences 
of bereavement care after 
withdrawal of newborn 
intensive care

Generic qualitative study.
Semi- structured face- to- face 

interviews

Three neonatal referral 
centres, Neonatal 
Intensive Care Unit 
(NICU)

Parents (n=108) attending a 
follow- up appointment after 
newborn intensive care was 
withhold/

withdrawn.
Neonates/infants (n = 62) who died 

after treatment withholding 
/ withdrawing in newborn 
intensive care.

Full frank information:
-  Should be given sensitively so parents can 

build a clear picture of what happened and 
assess their future risks.

-  Should answer parents’ questions.
-  Should be understandable for parents in 

order to learn and accept the facts.
-  Reassurance about what had been done, the 

decision and future risks needs to be given 
where possible, but no false reassurance.

-  Sharing memories and experiences is 
important for emotional support.

- Care and respect for the whole family is 
ensured.

-  Wanting to find out how the parents are 
coping is of great value.

-  Showing compassion and understanding, 
communicating effectively and 
demonstrating a personal interest was 
appreciated.

-  Multidisciplinary is important because it 
is a burden to go to multiple separate 
follow- up appointments.

-  Appreciated an unhurried approach.
-  Should be with the neonatologist who had 

cared for the baby before the death.
-  Prefer to be seen soon after the death. Early 

contact is desirable since parents want 
to piece together a coherent picture in 
order to make progress in their grieving, 
to assess the risks of recurrence or the 
genetic implications and to contemplate 
another pregnancy.

-  Revisiting the hospital can be painful.

-  Barriers in conducting follow- up 
conversations can be: workload, 
resources, availability of support 
from colleagues.

12 out of 32

Meert et al. 
(2007)

USA

To investigate parents’ perspectives 
on the desirability, content, and 
conditions of a physician- parent 
conference after their child's 
death in the PICU

Generic qualitative study.
Audio- recorded telephone 

interviews 3– 12 months 
after the death of a child.

Seven academic 
tertiary care 
children's hospitals 
in the National 
Institute of Child 
Health and Human 
Development 
CPCCRN PICU

Parents (n = 56) attending a 
physician- parent conference 
after their child's death in a 
CPCCRN affiliated PICU.

Children (n = 48) who died in a 
CPCCRN affiliated PICU.

Parents should:
-  Gain information about their child's illness 

and death. Topics: chronology of events, 
cause of death, treatment, autopsy, genetic 
risk and steps towards prevention, medical 
documents, withdrawal of life support, 
ways to help others, bereavement support 
and what to tell family.

-  Be able to seek emotional support. 
Reassurance they did everything they 
could. Sense that HCPs still care about 
them.

-  Be able to voice complaints, provide feedback 
and express gratitude. Improve care for 
other families.

The most important component is the 
provision of information.

-  Difficult to comprehend information at the 
time of the child's demise.

-  Highest in importance related to treatment 
and cause of death.

-  Review of the sequence of events to make 
sense of what happened.

-  Medical records and autopsy reports can 
increase the understanding.

-  Appreciate the follow- up meeting being with 
the HCPs who had close relationships with 
their child.

-  The majority is willing to return to the 
hospital and want to meet within the first 
three months.

-  Early enough to have any benefit, not too 
soon cause parents need to be able to 
comprehend was is being said. Some 
wanted to meet earlier, others wanted to 
wait until the distress of acute grief had 
begun to subside.

20 out of 32
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Author
Year
Country Aim of the study

Study design
Method of data collection Setting

Sample
Deceased subjects Content of the conversations Parents' experiences HCPs' experiences

Quality 
appraisal

Granek et al. 
(2015)

CA

To examine follow- up practices 
employed by paediatric 
oncologists after patient death.

Generic qualitative study.
Interviews

Two paediatric 
hospitals, Pediatric 
Oncology 
Department

Paediatric oncologists (n = 21) 
conducting follow- up practices 
with bereaved families.

Children who died from cancer.

-  Parents and HCPs can talk about what had 
happened.

-  Parents can ask any lingering questions.
-  Parents want to hear that everything possible 

was carried out for their child.

-  The follow- up meetings can be a beginning of 
the process of slowly disconnecting from 
the HCPs that were a major part of their 
lives for so long and who they may have 
felt close to.

16,5 out of 32

McHaffie et al. 
(2001)

SCO

To explore parents’ experiences 
of bereavement care after 
withdrawal of newborn 
intensive care

Generic qualitative study.
Semi- structured face- to- face 

interviews

Three neonatal referral 
centres, Neonatal 
Intensive Care Unit 
(NICU)

Parents (n=108) attending a 
follow- up appointment after 
newborn intensive care was 
withhold/

withdrawn.
Neonates/infants (n = 62) who died 

after treatment withholding 
/ withdrawing in newborn 
intensive care.

Full frank information:
-  Should be given sensitively so parents can 

build a clear picture of what happened and 
assess their future risks.

-  Should answer parents’ questions.
-  Should be understandable for parents in 

order to learn and accept the facts.
-  Reassurance about what had been done, the 

decision and future risks needs to be given 
where possible, but no false reassurance.

-  Sharing memories and experiences is 
important for emotional support.

- Care and respect for the whole family is 
ensured.

-  Wanting to find out how the parents are 
coping is of great value.

-  Showing compassion and understanding, 
communicating effectively and 
demonstrating a personal interest was 
appreciated.

-  Multidisciplinary is important because it 
is a burden to go to multiple separate 
follow- up appointments.

-  Appreciated an unhurried approach.
-  Should be with the neonatologist who had 

cared for the baby before the death.
-  Prefer to be seen soon after the death. Early 

contact is desirable since parents want 
to piece together a coherent picture in 
order to make progress in their grieving, 
to assess the risks of recurrence or the 
genetic implications and to contemplate 
another pregnancy.

-  Revisiting the hospital can be painful.

-  Barriers in conducting follow- up 
conversations can be: workload, 
resources, availability of support 
from colleagues.

12 out of 32

Meert et al. 
(2007)

USA

To investigate parents’ perspectives 
on the desirability, content, and 
conditions of a physician- parent 
conference after their child's 
death in the PICU

Generic qualitative study.
Audio- recorded telephone 

interviews 3– 12 months 
after the death of a child.

Seven academic 
tertiary care 
children's hospitals 
in the National 
Institute of Child 
Health and Human 
Development 
CPCCRN PICU

Parents (n = 56) attending a 
physician- parent conference 
after their child's death in a 
CPCCRN affiliated PICU.

Children (n = 48) who died in a 
CPCCRN affiliated PICU.

Parents should:
-  Gain information about their child's illness 

and death. Topics: chronology of events, 
cause of death, treatment, autopsy, genetic 
risk and steps towards prevention, medical 
documents, withdrawal of life support, 
ways to help others, bereavement support 
and what to tell family.

-  Be able to seek emotional support. 
Reassurance they did everything they 
could. Sense that HCPs still care about 
them.

-  Be able to voice complaints, provide feedback 
and express gratitude. Improve care for 
other families.

The most important component is the 
provision of information.

-  Difficult to comprehend information at the 
time of the child's demise.

-  Highest in importance related to treatment 
and cause of death.

-  Review of the sequence of events to make 
sense of what happened.

-  Medical records and autopsy reports can 
increase the understanding.

-  Appreciate the follow- up meeting being with 
the HCPs who had close relationships with 
their child.

-  The majority is willing to return to the 
hospital and want to meet within the first 
three months.

-  Early enough to have any benefit, not too 
soon cause parents need to be able to 
comprehend was is being said. Some 
wanted to meet earlier, others wanted to 
wait until the distress of acute grief had 
begun to subside.

20 out of 32
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Author
Year
Country Aim of the study

Study design
Method of data collection Setting

Sample
Deceased subjects Content of the conversations Parents' experiences HCPs' experiences

Quality 
appraisal

Meert et al. (2011)
USA

To investigate critical care 
physicians experiences 
and perspectives regarding 
follow- up meetings with 
parents after a child's death in 
the PICU

Generic qualitative study.
Semi- structured, audio- 

recorded telephone 
interviews.

Seven academic 
tertiary care 
children's hospitals 
in the National 
Institute of Child 
Health and Human 
Development 
CCCRN, PICU.

Critical care physicians (n = 70) 
practising or training at a 
CPCCRN clinical centre.

Children who died in a CPCCRN 
affiliated PICU.

Elements of the meetings:
-  Providing information (past and new 

information available)
-  Emotional support (family coping, providing 

reassurance and expressing condolences)
-  Receiving feedback
-  Informational topics included: autopsy, 

questions, hospital course, cause of death, 
genetic risk, bereavement services, and 
legal or administrative issues.

-  Discuss whatever the family wants to discuss

-  Desire a follow- up meeting with the HCP(s) 
who cared for their child.

-  Benefits of the meetings included: an 
opportunity to ask questions and gain 
information, closure, reassurance, 
reconnection with staff, talk through 
feelings, professional referrals and greater 
trust in the healthcare team.

-  Majority perceived that follow- up 
meetings were beneficial to 
parents and themselves.

-  Some report no benefit for 
themselves, the follow- up 
meetings just allows them 
to fulfil their professional 
obligations to parents.

-  The same HCPs desire to consider 
the meetings on a ‘case- by- case’ 
basis because there is a need for 
emotional protection.

-  Benefits included: understanding 
of parents’ perspectives, 
opportunity to increase skill and 
experience assisting families, 
reassurance, reconnection with 
families, closure and professional 
gratification.

-  Barriers included time and 
scheduling, parents and 
physician unwillingness, distance 
and transportation, language and 
cultural issues, parents’ anger 
and lack of a system for meeting 
initiation and planning.

-  Logistic barriers can be overcome. 
Personal barriers are more 
prohibitive.

-  The majority participated in 
follow- up meetings that were 
located at the hospital and 
occurred within 3 months after 
death.

-  Need for flexibility in timing: meet 
when families are ready and 
autopsy results are available.

.18 out of 32

Meert et al. (2014)
USA

To evaluate the feasibility 
and perceived benefits of 
conducting physician- parent 
follow- up meetings after 
a child's death in the PICU 
according to a framework 
developed by the CPCCRN

Observational study.
Video- recorded follow- up 

meetings using the 
CPCCRN framework 
and evaluation surveys 
completed by parents 
and critical care 
physicians.

Seven academic 
tertiary care 
children's hospitals 
in the National 
Institute of Child 
Health and Human 
Development 
CPCCRN, PICU

Follow-  up meetings (n = 36).
between bereaved parents (n = 50) 

and critical care physicians 
(n = 36).

Children (n = 194) who died in a 
CPCCRN affiliated PICU.

-  Most parents find the meeting helpful and 
think it will help them cope in the future.

-  The following aspects are the most helpful: 
The opportunity to gain information, 
receive emotional support,

provide feedback, honest, unhurried and 
nonthreatening style of communication.

-  Most parents could understand the 
information.

-  Were willing to be trained to 
use the structured CPCCRN 
follow- up meeting framework.

-  The majority thinks that the 
meeting is beneficial to parents 
and to themselves.

-  HCPs benefited by: reconnecting 
with parents, gaining a deeper 
understanding of parents’ 
perspectives and achieving a 
sense of closure

-  Most of the HCPs find the 
framework easy to use

23,5 out of 32
.
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Author
Year
Country Aim of the study

Study design
Method of data collection Setting

Sample
Deceased subjects Content of the conversations Parents' experiences HCPs' experiences

Quality 
appraisal

Meert et al. (2011)
USA

To investigate critical care 
physicians experiences 
and perspectives regarding 
follow- up meetings with 
parents after a child's death in 
the PICU

Generic qualitative study.
Semi- structured, audio- 

recorded telephone 
interviews.

Seven academic 
tertiary care 
children's hospitals 
in the National 
Institute of Child 
Health and Human 
Development 
CCCRN, PICU.

Critical care physicians (n = 70) 
practising or training at a 
CPCCRN clinical centre.

Children who died in a CPCCRN 
affiliated PICU.

Elements of the meetings:
-  Providing information (past and new 

information available)
-  Emotional support (family coping, providing 

reassurance and expressing condolences)
-  Receiving feedback
-  Informational topics included: autopsy, 

questions, hospital course, cause of death, 
genetic risk, bereavement services, and 
legal or administrative issues.

-  Discuss whatever the family wants to discuss

-  Desire a follow- up meeting with the HCP(s) 
who cared for their child.

-  Benefits of the meetings included: an 
opportunity to ask questions and gain 
information, closure, reassurance, 
reconnection with staff, talk through 
feelings, professional referrals and greater 
trust in the healthcare team.

-  Majority perceived that follow- up 
meetings were beneficial to 
parents and themselves.

-  Some report no benefit for 
themselves, the follow- up 
meetings just allows them 
to fulfil their professional 
obligations to parents.

-  The same HCPs desire to consider 
the meetings on a ‘case- by- case’ 
basis because there is a need for 
emotional protection.

-  Benefits included: understanding 
of parents’ perspectives, 
opportunity to increase skill and 
experience assisting families, 
reassurance, reconnection with 
families, closure and professional 
gratification.

-  Barriers included time and 
scheduling, parents and 
physician unwillingness, distance 
and transportation, language and 
cultural issues, parents’ anger 
and lack of a system for meeting 
initiation and planning.

-  Logistic barriers can be overcome. 
Personal barriers are more 
prohibitive.

-  The majority participated in 
follow- up meetings that were 
located at the hospital and 
occurred within 3 months after 
death.

-  Need for flexibility in timing: meet 
when families are ready and 
autopsy results are available.

.18 out of 32

Meert et al. (2014)
USA

To evaluate the feasibility 
and perceived benefits of 
conducting physician- parent 
follow- up meetings after 
a child's death in the PICU 
according to a framework 
developed by the CPCCRN

Observational study.
Video- recorded follow- up 

meetings using the 
CPCCRN framework 
and evaluation surveys 
completed by parents 
and critical care 
physicians.

Seven academic 
tertiary care 
children's hospitals 
in the National 
Institute of Child 
Health and Human 
Development 
CPCCRN, PICU

Follow-  up meetings (n = 36).
between bereaved parents (n = 50) 

and critical care physicians 
(n = 36).

Children (n = 194) who died in a 
CPCCRN affiliated PICU.

-  Most parents find the meeting helpful and 
think it will help them cope in the future.

-  The following aspects are the most helpful: 
The opportunity to gain information, 
receive emotional support,

provide feedback, honest, unhurried and 
nonthreatening style of communication.

-  Most parents could understand the 
information.

-  Were willing to be trained to 
use the structured CPCCRN 
follow- up meeting framework.

-  The majority thinks that the 
meeting is beneficial to parents 
and to themselves.

-  HCPs benefited by: reconnecting 
with parents, gaining a deeper 
understanding of parents’ 
perspectives and achieving a 
sense of closure

-  Most of the HCPs find the 
framework easy to use

23,5 out of 32
.
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situations. However, these key elements always needed to be tai-
lored to the specific circumstances of each family.19 Different 
situations may raise different kinds of concerns and questions for 
parents. For example, parents feel a greater need for a causal expla-
nation when their child died sudden and unexpected.18

3.2  |  The experiences of parents with follow- up 
conversations

The vast majority of the parents experienced the follow- up con-
versation after the death of their child as meaningful and help-
ful.18,19,23,24,26 Nearly all parents felt nervous and tense prior to the 
conversation but afterwards were pleased to have participated.18 
Firstly, we will describe the positive experiences of parents with fol-
low- up conversations, secondly the negative experiences and lastly 
the location and timing of the follow- up conversation about which 
disunity prevailed among parents.

3.2.1  |  Positive experiences with the follow- up 
conversation

The parents with an overall positive experience pinpointed one par-
ticular benefit that they gained from attending the follow- up con-
versation: moving towards closure.18,20,23 Parents stated that the 
follow- up conversation facilitated a definitive closure of the course in 
the hospital which helped them in moving closer towards accepting 
the reality of the death, finding encouragement to grieve, coming to 
terms with the loss and moving forward in their grieving process.18,24 
Experiences during the follow- up conversations that contributed to 
the concept of closure were acquiring a better understanding of the 
causes and circumstances surrounding the child's death,26 consider-
ing the child's end- of- life in retrospect, momentarily reconnecting 
with the HCPs, gaining reassurance and providing feedback.18,20 
One article mentioned that parents who went through a protracted 
time of illness before the child's death, as is often the case in on-
cology, experienced the follow- up conversation to contribute to the 

Author
Year
Country Aim of the study

Study design
Method of data collection Setting

Sample
Deceased subjects Content of the conversations Parents' experiences HCPs' experiences

Quality 
appraisal

Meert et al. 
(2015)

USA

To identify and describe types of 
meaning- making processes that 
occur among parents during 
bereavement meetings with 
their child's intensive care 
physician after their child's 
death in a PICU

Secondary data analysis of an 
observational study,

Video- recorded follow- up 
meetings using the 
CPCCRN framework.

Seven academic 
tertiary care 
children's hospitals 
in the National 
Institute of Child 
Health and Human 
Development 
CPCCRN, PICU.

Follow- up meetings (n = 35) between 
bereaved parents (n = 53).

Children (n = 35) who died in a 
CPCCRN affiliated PICU.

Four major meaning- making processes were 
identified:

1. Sense making: Seeking biomedical 
explanations, revisiting prior decisions 
and roles, and assigning blame. Explain 
why they made the decisions they did, and 
sought reassurance from HCPs that the 
best decisions had been made

2. Benefit finding: Exploring positive 
consequences of the death, including ways 
to help others, such as giving feedback 
to the hospital, making donations, 
participating in research, volunteering and 
contributing to new medical knowledge 
and donating organs.

3. Continuing bonds: Parents’ ongoing 
connection with the deceased child 
manifested by reminiscing about the child. 
Parents recalled actions of HCPs that 
showed dignity and respect for the child.

4. Identity reconstruction: Changes in 
parents’ sense of self, including changes in 
relationships, work, home and leisure.

-  May facilitate meaning- making 
processes by providing 
information, emotional support 
and an opportunity for feedback.

22 out of 32

Midson et al. 
(2010)

UK

To explore the experiences of 
parents with end- of- life care 
issues in a tertiary treatment 
centre.

Generic qualitative study.
A survey about parents’ 

experiences during an 
interview.

A tertiary treatment 
hospital, PICU 
+Neonatal Intensive 
Care Unit (NICU), 
Cardiac Critical 
Care Unit (CCCU) 
and other wards

Parents (n = 28 families) attending a 
follow- up visit after the death of 
their child.

Children between 3 days and 
17 years old who died in a 
tertiary treatment centre

-  Some found that the follow- up visit was 
helpful in explaining and answering 
questions.

-  Other parents were left with unanswered 
questions and felt frustrated if further 
research did not answer their questions.

-  Other parents felt that the follow- up 
conversations made them re- live the whole 
experience and left them with a lot of 
questions.

-  Some parents were not ready for the 
follow- up meeting but kept the contact 
details for later.

16,5 out of 32
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process of slowly disconnecting from the HCPs. Since the HCPs had 
been a major part of parents' lives for a long time, slowly letting go 
of the constant presence and support of the HCPs further facilitated 
closure.21

Besides the particular benefit of gaining closure, multiple articles 
showed a number of practical aspects of the follow- up conversation 
that the majority of parents evaluated as positive: the interdiscipli-
narity, the absence of time pressure and the presence of the HCPs 
who had cared for the child during the end- of- life.18,20,22,27

Interdisciplinarity is defined as the presence of different types of 
HCPs, for example physicians, nurses and (para- )medics. It was shown 
that the interdisciplinarity during the follow- up conversation was ap-
preciated by the parents since questions about both the treatment pro-
vided by the physicians and the bedside care conducted by the nurses 
can be answered. Parents experienced the presence of the nurses as 
pleasant since most nurses possessed the ability to approach the par-
ents with adequate tenderness and empathy.18,27 Interdisciplinarity 
in the field of neonatology encompassed the presence of different 
specialties such as obstetrics. Parents were grateful for this sort of 

interdisciplinarity because it relieved the burden of attending separate 
follow- up conversations of each individual specialty.27

The absence of time pressure was experienced by parents 
through the unhurried approach during the follow- up conversation. 
Parents experienced no time pressure despite the predetermined 
time frame that most of the follow- up conversations do have.18,27

Attendance of the HCPs who had been present through hospi-
talisation and the time of the child's death was important for par-
ents.18,20,22,27 Parents often had an intimate and intense relationship 
with these HCPs and felt safe discussing their emotions and feelings 
with them.18,20 Their absence during the follow- up conversation 
could feel as an abandonment.

3.2.2  |  Negative experiences with the follow- up 
conversation

Despite the positive experiences, some parents did not benefit 
from the follow- up conversation. A few parents were left with 

Author
Year
Country Aim of the study

Study design
Method of data collection Setting

Sample
Deceased subjects Content of the conversations Parents' experiences HCPs' experiences

Quality 
appraisal

Meert et al. 
(2015)

USA

To identify and describe types of 
meaning- making processes that 
occur among parents during 
bereavement meetings with 
their child's intensive care 
physician after their child's 
death in a PICU

Secondary data analysis of an 
observational study,

Video- recorded follow- up 
meetings using the 
CPCCRN framework.

Seven academic 
tertiary care 
children's hospitals 
in the National 
Institute of Child 
Health and Human 
Development 
CPCCRN, PICU.

Follow- up meetings (n = 35) between 
bereaved parents (n = 53).

Children (n = 35) who died in a 
CPCCRN affiliated PICU.

Four major meaning- making processes were 
identified:

1. Sense making: Seeking biomedical 
explanations, revisiting prior decisions 
and roles, and assigning blame. Explain 
why they made the decisions they did, and 
sought reassurance from HCPs that the 
best decisions had been made

2. Benefit finding: Exploring positive 
consequences of the death, including ways 
to help others, such as giving feedback 
to the hospital, making donations, 
participating in research, volunteering and 
contributing to new medical knowledge 
and donating organs.

3. Continuing bonds: Parents’ ongoing 
connection with the deceased child 
manifested by reminiscing about the child. 
Parents recalled actions of HCPs that 
showed dignity and respect for the child.

4. Identity reconstruction: Changes in 
parents’ sense of self, including changes in 
relationships, work, home and leisure.

-  May facilitate meaning- making 
processes by providing 
information, emotional support 
and an opportunity for feedback.

22 out of 32

Midson et al. 
(2010)

UK

To explore the experiences of 
parents with end- of- life care 
issues in a tertiary treatment 
centre.

Generic qualitative study.
A survey about parents’ 

experiences during an 
interview.

A tertiary treatment 
hospital, PICU 
+Neonatal Intensive 
Care Unit (NICU), 
Cardiac Critical 
Care Unit (CCCU) 
and other wards

Parents (n = 28 families) attending a 
follow- up visit after the death of 
their child.

Children between 3 days and 
17 years old who died in a 
tertiary treatment centre

-  Some found that the follow- up visit was 
helpful in explaining and answering 
questions.

-  Other parents were left with unanswered 
questions and felt frustrated if further 
research did not answer their questions.

-  Other parents felt that the follow- up 
conversations made them re- live the whole 
experience and left them with a lot of 
questions.

-  Some parents were not ready for the 
follow- up meeting but kept the contact 
details for later.

16,5 out of 32

TA B L E  1  (Continued)
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unanswered questions after the visit which made them feel frus-
trated. Other parents re- lived traumatic experiences during the 
conversation without resolving the aspects that firstly caused the 
trauma.26

3.2.3  |  Experiences with the location and 
timing of the conversation

Disunity prevailed among parents regarding the location and timing 
of the follow- up conversation. Regarding the location of the follow-
 up conversation, some parents found it stressful, painful and trau-
matic to return to the hospital,18,27 while a large group of parents 
experienced no problems returning.18,22,27 For some parents, revisit-
ing the hospital is even helpful because it had felt like a second home 
for a long time.18

Parents’ opinions on the preferred timing for the follow- up 
conversation differed, which may be related to a difference in pae-
diatrics versus neonatology. One article stated that the majority 
of parents would like to meet with the HCPs within the first three 
months after the death of their child.22 This period provided par-
ents with enough time to let the acute feelings of distress and de-
spair subside, while still being soon enough after the child's death 
to gain benefit from of the follow- up conversation.22 However, 
other articles emphasised that in particular parents of deceased 
neonates preferred to meet the HCPs sooner than three months 
after the child's death since they often wanted to assess the risks 
of recurrence, to discuss the genetic implications and to contem-
plate a subsequent pregnancy.22,27 In another article, it was sug-
gested that it is wise to have some sort of flexibility in the timing 
for the meeting, so it can take place whenever the parents are 
ready.23

3.3  |  The experiences of HCPs with follow- up 
conversations

From the HCPs' perspective, it was learned that the vast majority 
believed that follow- up conversations were not only beneficial for 
the parents but also for themselves.19,23,24 Hereafter, the benefits 
HCPs gained from follow- up conversation and barriers towards the 
conversation are discussed.

3.3.1  |  Benefits gained from the follow- up 
conversation

The benefits HCPs gained from the follow- up conversations in-
cluded learning from parents, reconnecting with parents and gaining 
closure.19,20,23,24

Regarding learning from parents, HCPs stated that they gained 
a deeper understanding of the parents' perspectives during the fol-
low- up conversations. HCPs mentioned that they took the parents' 
perspectives and feedback into account to reflect on the conse-
quences their actions had on them. These insights facilitated HCPs 
to improve their future practice and increased their skill and experi-
ence to assist future families under their care.19,20,23,24

Concerning reconnecting, HCPs mentioned that caring for a child 
and their parents had often been intimate and intense. An abrupt 
end to their relationship with the parents directly after the child had 
passed away, felt unsettling to the HCPs because they wanted to 
keep an eye on parents. HCPs considered it beneficial to reconnect 
with parents during the follow- up conversation and find out how 
they were coping.19,20,23,24

HCPs mentioned that in conducting follow- up conversations, 
they fulfilled their professional duties, obtained professional grat-
ification and thereby gained closure for each deceased child they 
cared for.19,20,23,24 Most HCPs described follow- up conversations as 
part of their jobs and felt like their work was not complete until they 
had provided parents with final explanations.

The previously stated benefits may seem minor but may serve to 
prevent burnout and compassion fatigue in HCPs.19

3.3.2  |  Barriers to follow- up conversations

Besides the benefits HCPs gained by conducting follow- up conversa-
tions, two articles also identified multiple barriers that made conduct-
ing follow- up conversations more difficult for HCPs. These barriers 
can be divided into different categories, namely emotional and prac-
tical barriers for the HCPs, emotional and practical barriers for the 
parents seen from the HCPs perspective, and a systemic barrier.

Emotional and practical barriers for the HCPs, included HCPs un-
willingness, time and scheduling. HCPs' unwillingness can be based 
on existing emotional discomfort. The emotional barrier and discom-
fort arose from the fact that conducting a follow- up conversation 

TA B L E  2  Summary of the content of follow- up conversations

The content of follow- up conversations

1. Gaining information:

A description all the proceedings during the child's illness and 
death.

An answer/solution to the lingering questions/concerns parents 
may still have.

2. Receiving emotional support:

Parents want to feel that the HCPs care about them and their 
deceased child.

The HCPs should ask the parents how they are coping with the 
loss.

Parents want to gain the reassurance that they did everything 
that they could and made the right decisions.

3. Facilitating parents to provide feedback

Parents want to provide feedback on aspects of the care that 
need to be improved.

Parents also want to express their appreciation and gratitude 
for the care they received.
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can remove a form of self- protection for HCPs. Some HCPs wanted 
to put the death of the child aside after a while to protect them-
selves from feeling overwhelmed and emotionally exhausted. Yet, 
conducting follow- up conversations repeatedly confronted them 
with intense and overwhelming situations. These confrontations can 
increase the risk of burnout and compassion fatigue.23 HCPs that 
experienced this level of discomfort with the conversation did not 
find any personal benefit in conducting follow- up conversations 
and tried to sustain their emotional stability by not meeting with 
parents.23 The practical barriers for HCPs consisted of busy clini-
cal days, a high work load and conflicting schedules. These aspects 
made it harder for the HCPs to schedule follow- up conversations 
and to spend as much time as the family needed.23,27

Emotional and practical barriers for the parents seen from the 
HCPs perspective included parents' unwillingness and parents' 
anger or distrust, distance and transportation, language and cul-
tural issues. Distance and transportation formed a barrier because 
some parents needed to travel a long distance.23 Language created 
an issue when there needed to be a translator present to be able 
to conduct the follow- up conversation with non- English speaking 
parents.23

A lack of a system for conversation initiation and planning formed 
an additional barrier for HCPs. The HCPs had faith in overcoming the 
practical barriers with a little bit of effort. However, the personal 
and emotional barriers were viewed as more limiting.23

4  |  DISCUSSION

In this systematic review, the content of follow- up conversations 
after the death of a child and an overview on how these conversa-
tions are experienced by parents and HCPs is described. Follow- up 
conversations are built around three key elements: (1) gaining infor-
mation, (2) receiving emotional support and (3) facilitating parents 
to provide feedback. The vast majority of parents experienced the 
follow- up conversation as meaningful and helpful in their grieving 
process. One particular benefit parents gained was moving towards 
a definite closure of the course in the hospital. Furthermore, par-
ents perceived the interdisciplinarity, the absence of time pressure 
and the continuation of the bond with HCPs as strengths of the 
follow- up conversations. The vast majority of HCPs believed that 
the follow- up conversations they had conducted were beneficial to 
them. The benefits HCPs derived from conducting follow- up con-
versations included learning from the parents, reconnecting with the 
parents and gaining a sense of closure from the deceased child they 
have cared for. HCPs identified the following barriers in conduct-
ing follow- up conversations: finding time and scheduling, parents' 
and HCPs' unwillingness, distance and transportation, language and 
cultural issues, parents' anger or distrust, and a lack of a system for 
conversation initiation and planning.

After the death of a child, parents' lives and their view on the 
world and themselves are largely disrupted. In order to adjust to 
their new reality in which their child is physically absent, parents 

need to incorporate the loss into their autobiographical memory, 
for example adjust how they view themselves and the ongoing 
bond with their child.6,28,29 To incorporate the loss, parents need 
a fitting picture of all the events that lead to the death of their 
child.6 In particular, HCPs involved in childcare can aid parents in 
gaining a full understanding of the proceedings surrounding the 
death, which is acknowledged as an important element of the fol-
low- up conversation by both parents as well as HCPs.18,22,27 Sense 
making, creating such a comprehensive picture, is a component of 
meaning making.30,31 Meaning making is known as an important 
element required to make such an adjustment after child loss31,32 
and aids parents in coming to terms with the loss, in which par-
ents might find comfort and reassurance.32 The inability to ‘make 
sense’ of the of the situation is known to enhance grief intensity 
in parents.33

Another parental need this systematic review puts forward 
is that parents seek reassurance on having been ‘a good parent’ 
during the end- of- life and whether they have made the right de-
cisions. What is perceived as being ‘a good parent’ differs per in-
dividual, yet a common theme consists of having done right to the 
child, including in health- related decisions.34– 36 Additionally, par-
ents need reassurance on having made the right decisions,37 and 
on the fact that HCPs did everything they could and no mistakes 
were made.38

Most of the time, these two goals, the desire to gain a com-
prehensive picture of the events and the search for reassurance 
regarding parenthood and decision- making, will complement each 
other. Yet what if the full picture enhances doubts or creates new 
uncertainties? In that case, the follow- up conversation may have 
an adverse effect on parents and increase feelings of guilt, which 
has a negative impact on parental readjustment.39 Moreover, guilt 
in bereavement may have severe impact on parents’ psychological 
and physical health and general well- being.40 Hence, the balance 
between providing an honest and accurate picture on the one hand 
and reassurance on the other is a delicate subject for HCPs. Future 
studies should focus on how to address and uphold this balance in 
follow- up conversations.

A goal HCPs brought up regarding the follow- up conversation 
is to assess whether parents require additional support. Over time, 
most parents will be able to cope with child loss, yet about 10%– 
25% of bereaved parents develop complicated grief or ‘prolonged 
grief disorder’ (PGD).41– 43 PGD is an disorder listed in the DSM- V 
and ICD- 11 manual, and known as a serious and longitudinal disrup-
tion in the grieving process, for which additional guidance by a men-
tal healthcare specialist is required.41,44 The follow- up conversation 
could be a fitting time to assess which parents might be at risk to 
prevent further disruption, since parents who lost a child are known 
as a high- risk group to develop PGD.41– 43,45 An overview of indica-
tors to identify these parents is currently lacking. Future research 
could focus on identifying indicators and predictors of PGD in be-
reaved parents.

Based on the insights provided in this review, various sugges-
tions for clinical practice can be made in order to improve follow- up 
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conversations in neonatology and paediatrics. An important note is 
that all these suggestions should be incorporated while arranging 
and conducting the follow- up conversations, but always tailored to 
the specific circumstances of each family.

The first suggestion is that HCPs should first and foremost 
explore the parents' concerns, fears, doubts and needs for more 
information, not only regarding the illness trajectory and decision- 
making, but also regarding their parenting during the end- of- life.

The second suggestion is that HCPs should facilitate parents' 
making meaning of their experiences with losing their child by of-
fering the opportunity to provide feedback on the care received. 
By providing feedback on aspects of care that parents have expe-
rienced as non- pleasant, they can prevent other parents from en-
countering the same problems in the future. Providing feedback is 
helpful for parents since they often want something meaningful to 
arise from their child's death and being of meaning to other parents.

The third suggestion is that follow- up conversations should be 
conducted interdisciplinary, including the HCPs who have been 
involved in the child's end- of- life care and without time pressure. 
This enhances the opportunity for parents to ask questions, provide 
feedback and reflect on their parenting and the uniqueness of their 
child.

Furthermore, this review uncovered that the difficulties HCPs 
face while conducting follow- up conversations are unlikely to be 
solved by just drawing up a guideline based on the previous given 
suggestions. Multiple studies included in this review point out that 
some HCPs can experience discomfort discussing death and be-
reavement related issues with parents due to a lack of (communi-
cation) training and inexperience.19– 21,23,24 Removing the barrier of 
discomfort may contribute in facilitating HCPs in carrying out fol-
low- up conversations. Additionally, other studies underline the lack 
of structured training on bereavement care for medical and nurs-
ing staff.13,46– 48 Therefore, the final and last suggestion for clinical 
practice is to provide structured training and education for HCPs, 
including coaching, skills training and learning on the job. Besides 
focusing on follow- up conversations in training, broader attention 
should be provided on maintaining their emotional balance while 
providing bereavement care, which is emotionally challenging. The 
educational forms should be focused on important aspects such as 
theories on grief, the psychological processes of bereavement and 
communications skills.19– 21,26,49

This review has several strengths including gaining insight into 
the content of follow- up conversations and both the parents and 
the HCPs perspectives, providing the reader with a robust descrip-
tion of the available knowledge regarding follow- up conversations 
from the perspectives of all persons involved. In addition, the par-
ents' and HCPs' experiences are separately presented, thereby 
resulting in more clarity on differences and similarities between 
their perceptions. Another strength is the inclusion of studies 
from different subspecialisms and departments within paediat-
ric and neonatal medicine. Both the Pediatric Intensive Care Unit 
(PICU) and the Neonatal Intensive Care Unit (NICU), and paediatric 

oncology were addressed in this review. Therefore, the results are 
applicable to a variety of situations, enhancing transferability and 
possibilities for uptake in clinical practice. A limitation could be 
that no studies solely included follow- up conversations with par-
ents of children with chronic diseases and disabilities with a slow 
deterioration. These children often have long hospitalisation on 
the children's ward and at home. These circumstances are likely 
to affect the content of a follow- up conversation. Another limita-
tion could be that six of the included articles are conducted by the 
same research group, although the separate studies rely on rather 
large samples and a variety of data sources including parents, 
HCPs, and video or audio recordings of follow- up conversations. 
Yet, less diversity in our results may occur than is actually the case 
in current practice.

In conclusion, this systematic review provides insight into the 
content of follow- up conversations in paediatrics and the experi-
ences of parents and HCPs with these conversations. These insights 
contribute to a better alignment to the needs of bereaved parents. 
Future research should explore the parental position towards clo-
sure and towards identifying parents that might be at risk for com-
plicated grief. In addition, a better understanding of how to balance 
providing reassurance versus providing a realistic and complete pic-
ture of the events surrounding the child's death is needed to align to 
parental needs. Lastly, studies on how to optimally support HCPs in 
conducting follow- up conversations should be performed and prac-
tical tools to support HCPs should be developed.
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