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Abstract  

 

Death is no stranger to the neonatal intensive care unit (NICU). Extreme prematurity, 

congenital abnormalities, and other complexities that may occur surrounding pregnancy and 

delivery can turn what was hoped to be a very exciting moment in a family’s life into one of despair 

and grief. There are many infants that not only do not survive, but also have a medicalized death 

necessitating complex medical decision-making, weighing quality of life versus duration. Parental 

bereavement after the death of an infant in the NICU is a multifaceted and nuanced experience. 

Support from healthcare practitioners can have a significant impact on bereavement experiences 

in the short- and long-term, and identifying ways in which healthcare practitioners can support 

parents through this journey can ultimately help optimize their grief and bereavement.  

This thesis contains two main sections. The first section is a systematic review synthesizing 

empirical research with a goal to identify considerations that ought to guide our caregiving 

practices as healthcare practitioners to support parental bereavement. Data for this review was 

collected from studies identified in three databases (MEDLINE, Embase, CINAHL) and the search 

was limited to English-language studies describing parental bereavement in the NICU population 

from January 1990 to November 2021. Of 581 studies initially identified, 47 studies of varying 

geographic locations were included. Various themes surrounding healthcare support in parental 

bereavement were identified including ensuring the opportunity for parents to spend time caring 

for their child, understanding their perception of infant suffering, recognizing the impact of 

communication experiences with healthcare practitioners, and offering access to alternative means 

of support, all of which have been described as suboptimal. Parents generally want the opportunity 

to say goodbye to their infant in a private and safe space, be supported through their decision-

making and be offered bereavement follow-up after loss. The systematic review identifies methods 
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of support in parental bereavement based on first-hand parental experiences and routine 

implementation of these strategies may be beneficial in supporting parents through their 

bereavement after the loss of a child in the NICU. 

The second part of this thesis is a narrative inquiry study with an opportunity to learn from 

the stories of parents who chose palliative care for their child in a local NICU program. From a 

narrative ethics perspective, their stories speak to normative aspects of parenting, decision-making, 

and receiving medical care that affect their moral sense-making of their NICU experience as well 

as their longer term living with the loss of their child. Their stories expressed the importance of 

having meaningful time with their children, maintaining direct and frequent communication, 

managing uncertainty, and emphasizing compassion as methods of providing support to parents as 

they navigate their bereavement after losing an infant in the NICU. 

Through understanding bereaved parents’ experiences, both from the existing literature and 

based on first-hand experiences described through a local narrative inquiry study, how parents are 

supported through their bereavement clearly has a substantial and long-lasting impact. As 

healthcare practitioners, our role in providing support through communication, end-of-life care 

and bereavement support is essential to providing holistic care to critically ill infants and their 

families. Understanding how these practices can be improved will allow us to optimize the care 

we, as healthcare practitioners, can provide in the future.  
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I. Chapter 1: Introduction  

 

 

1.1 Background: Bereavement in the context of the NICU 

Death in the neonatal intensive care unit (NICU) is a common, yet difficult occurrence. With 

a patient population that consists of extreme prematurity, complex congenital anomalies, and other 

life-limiting illnesses, some babies admitted to the NICU do not survive despite maximum medical 

interventions.1-4 Most of these deaths occur after a decision to withdraw life-sustaining medical 

interventions – a decision that is not taken lightly and one that often requires lengthy and difficult 

conversations between healthcare practitioners and patient families.2-3 

Involving parents in caring for critically ill infants is essential and can be enhanced through 

family-integrated care. This approach includes not only providing care to the infant, but also 

supporting parents to directly deliver care to their children.5 The importance of building rapport, 

providing clinical updates, maintaining communication, and supporting parents through goals of 

care decisions by following a family-centered approach is invaluable. Goals of care discussions 

surrounding end-of-life and understanding how to optimize the bereavement support healthcare 

practitioners can provide is an ongoing challenge. The optimal methods of delivering information 

in an unbiased manner and outlining the potential choices and associated outcomes remains 

imprecise.6 The perspectives of parents who have chosen palliative care are relatively absent from 

the neonatal intensive care literature. As such, understanding how to assist parents to reach goals 

of care and support their bereavement is incomplete. And yet, understanding parental perspectives 

is paramount to the training of healthcare practitioners for their reflective practice.  
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1.2 Research Questions 

Undoubtedly, the intricacies of navigating bereavement care in the NICU pose ongoing 

challenges for healthcare practitioners. This project aims to more clearly understand the difficulties 

associated with providing holistic and family-centred care in the NICU, particularly in cases that 

result in the loss of an infant. The goal is for such understanding to be applied to develop the 

training of healthcare practitioners to optimize the provision of bereavement support. This thesis 

has two major parts: 

(1) A systematic review of empirical NICU studies relating to parental bereavement. The 

research questions is: what considerations ought to guide caregiving practices of 

practitioners to optimize bereavement care for parents who lose a baby in the NICU? 

(2) A narrative inquiry study with parents who have experienced the loss of a child in a 

local NICU. The research question is: how may we understand NICU parents’ stories 

of goals of care decision-making and related experiences as supporting their 

bereavement? Goals of care include decisions about specific treatments, the intensity 

of care, and planning for future care needs. Bereavement describes parents’ sense-

making and living with the loss of their baby.  

 

 

1.3 Relevance of research questions to clinical practice 

There are various difficulties healthcare practitioners face when engaging in conversations 

surrounding goals of care including discussing the prognostic ambiguity and unpredictable 

outcomes, varying sociocultural beliefs, and differing individual goals and wishes. Additionally, 

providing support through end-of-life care and following the death of a child is inherently a 
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difficult experience for those working in the NICU; however, supporting parental bereavement is 

an essential aspect of holistic neonatal care.  

The heavy burden of infant loss and the impact of healthcare provider support has been 

well-described. Providing care in the NICU often involves supporting parental bereavement and 

assisting families through periods of uncertainty, decision-making, grief, and loss. Understanding 

the intrinsic challenges of providing neonatal bereavement care, learning the valued aspects of 

bereavement support explained first-hand through experiences of bereaved parents and reviewing 

the literature on bereavement practices can allow healthcare practitioners working in the NICU to 

optimize the care provided in these difficult circumstances.  
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II. Chapter 2: Considerations for practice in supporting parental bereavement in the 

neonatal intensive care unit – a systematic review 

 

2.1 Introduction 

Death is no stranger to the Neonatal Intensive Care Unit (NICU). Because of extreme 

prematurity, congenital anomalies, or other complex medical issues, some babies cannot survive 

despite medical interventions. Others are anticipated to have persistent health problems that 

severely impact their quality of life. Most NICU deaths result from withdrawing or withholding 

medical interventions.1-4  

End-of-life decision-making and subsequent neonatal death can create significant 

emotional turmoil for parents as they navigate their loss and associated bereavement.7 These 

parents need to live with the ethical decisions they make, recognizing that the decisions themselves 

have moral weight. The occasion of the birth of a child, which typically brings excitement and 

happiness, can instead be filled with grief, despair, and guilt.8 Recognizing the importance of, and 

supporting parents through, this loss is a challenging task for those working in the NICU. 

Healthcare practitioners need to have insights into parents’ experiences to ensure not only that they 

support decisions that forefront the interests of NICU infants, but also support the parents’ 

subsequent bereavement. It is important to understand what considerations ought to guide the 

caregiving practices of practitioners. Through consistent and compassionate bereavement care, 

practitioners will ultimately be able to enhance experiences for families as they navigate the 

complexities of infant loss.7,9,10   

There have been no systematic reviews in the past decade exploring parental bereavement 

support in the NICU; however, there have been several related empirical qualitative studies. These 
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studies provide understandings, reflections, and considerations regarding how healthcare 

practitioners can support families after a neonatal loss.  

This review aimed to synthesize the findings of empirical NICU studies relating to parental 

bereavement and elaborate on considerations that healthcare practitioners can use to guide their 

caregiving practices and bereavement support. 

 

2.2 Methods 

2.2.1 Search strategy  

The search strategy for this review was developed with the assistance of a medical research 

librarian. A search of three electronic databases (MEDLINE, Embase and CINAHL) was 

performed using a combination of keywords specific to the population (baby, neonate, newborn), 

the experience pertaining to loss (bereavement, death, dying, grief), and the type of care (palliative, 

terminal, end-of-life, comfort care). See Appendix 1 for details of the search terms and strategy 

used.   

 

2.2.2 Selection of studies  

This review included peer-reviewed articles published from January 1990 to November 

2021. This date range was chosen to explore contemporary experiences surrounding parental 

bereavement in the NICU. After excluding duplicates and non-English studies, articles were 

eligible if based on the primary analysis of empirical data (such as interviews, surveys, and 

questionnaires). Systematic reviews, editorials, opinion pieces, conference abstracts, and articles 

published before 1990 were excluded. Grey literature was not reviewed; however, references from 

included studies were reviewed to ensure no key literature was missed. 
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After abstract screening by two independent reviewers (JL/MvM), studies that involved 

general pediatric populations, combined pediatric and neonatal populations, or stillbirths and fetal 

death were excluded unless there was specific mention of independently analyzed NICU-related 

results. After screening full texts of the remaining results, 47 articles were included. Figure 1 

illustrates the study selection process.  

 

2.2.3 Data analysis  

Each study was reviewed by two independent reviewers (JL/MvM). Descriptive data on 

the studies included first author, year of publication, location of study, journal of publication, 

research design (as described by the author), study purpose, and representative findings. The 

studies themselves were subjected to a qualitative description analysis, as described by 

Sandelowski, which seeks to summarize and present information in a coherent manner.11 For this 

study, the aim was to articulate themes that respond directly to the question: For parents 

experiencing the death of a child in a NICU, what considerations ought to guide the 

caregiving practices of healthcare practitioners to support parental bereavement? In this way, the 

analysis was oriented specifically to the clinical practices of physicians, nurses, and others working 

in the NICU. The Mixed Methods Appraisal Tool (MMAT) was used to assess the quality of 

included studies.12 An overall quality score was generated based on the percentage of quality 

criteria met, ranging from 0 to 100% such that the higher the percentage, the higher the study 

quality. Two reviewers (JL/MvM) independently assessed the quality of the studies and consensus 

was reached through discussion for any discrepancies.  
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2.3 Results 

A total of 581 studies were identified using the described search strategy. MEDLINE 

provided 282 studies, Embase provided 102 studies and CINAHL provided 197 studies.  

Forty-seven studies (n=47) were included in this review after assessing relevance. 

Geographic diversity was identified with the majority of studies being from the United States 

(N=22) and others originating from the United Kingdom (N=7), Australia (N=5), Canada (N=3), 

Jordan (N=2), Netherlands (N=2), Switzerland (N=1), France (N=1), Norway (N=1), Ireland 

(N=1), Israel (N=1) and China (N=1). Demographic information was variably presented in the 

reviewed papers and the majority did not specify details on participant demographics. However, 

eighteen of the studies reported a participant population that largely included Caucasian mothers 

who were married at the time of infant death and with some level of higher education. Table 1 

describes each included study in detail.  

Seven thematic considerations with relevant subthemes were derived from the analysis of 

included studies (see Table 2).  

 

2.3.1 Parents may experience a manifold of different emotions anticipating and following the death 

of their child  

 Shared between the included studies is the consideration that parents vary in how they 

identify and resolve their emotional reactions to the loss of their baby. Grief was described as a 

predominant constellation of emotions experienced by parents in coping with the acute loss of their 

baby. From a psychological perspective, grief may be specified as those emotions associated with 

loss (compared to mourning as those actions resulting from grief).13 Encircling grief is uncertainty, 

disappointment, shame, guilt, suffering, and helplessness.14-18 During an infant’s end-of-life, 
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parents often need to balance attachment to their infant with the impending separation.18 

Following, grief may be described as a social phenomenon that is resolved through interactions 

with various support systems.19 Severity of grief can be linked to the baby being acknowledged as 

a separate entity and the duration of postnatal bonding time.20-22 Finally, grief may be 

conceptualized as evolving through stages: denial, anger, bargaining, depression, and acceptance.23 

With a neonatal loss, parents may experience these stages partially or fully, in a variety of 

sequences, and acceptance may never fully transpire. 

Bereavement, like grief, is highly individual, yet also a recognizable human experience, as 

parents live with the loss of their child over time.13-16 Living with loss is a sense-making experience 

as parents come to terms with what their child’s life was like, their presence for their child as 

parents, and other value-judgements.16 Healthcare practitioners may anticipate, recognize, and 

respond to parental grief to support evolving and delayed emotional reactions that accompany 

bereavement.13,15 Focusing on attaching positive meaning to the life lost and maintaining hope – 

that suffering has ended or that the infant’s life had purpose – can support parental 

bereavement.13,15,23 However, this consideration cannot be generalized because parents’ wishes, 

values and other moral beliefs may vary.14,15 Generalizations can lead to a disconnect between 

healthcare practitioners and parents by influencing opinions on what the perceived right action 

may be in a difficult scenario.24  

 

2.3.2 Parents may experience a cascade of different losses shaping their bereavement and 

healthcare practitioners can affect this burden of loss 

The reviewed studies reflect the broader NICU literature describing the complexity of 

losses parents may experience when their child requires hospitalization in a NICU: physical 
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separation in the first days of life, parental role interruptions, and so forth.4,15,25-27 Parental 

bereavement unfolds against the backdrop of parents’ NICU experiences, which can include loss 

experiences before, and in addition to, the death of their child.11,12,24 Activities of healthcare 

practitioners that support parental involvement may potentially alleviate some of what is lost in 

these situations.4,14,15,27,28 From the void of loss, healthcare practitioners can support meaningful 

moments and memory-making, which is highly valued as part of bereavement.14-16,24,27,29,30-35 

Parents seemingly appreciate any opportunity to be involved in their infant’s care including 

bathing, dressing, diapering and taking on other parental responsibilities.4,14,15,27,35 Photographs 

and other media provide parents with tangible objects to relieve their worry of their baby’s memory 

fading over time.36 It also allows them to share memories and experiences with others who may 

not have been present for this difficult journey.14,29,34 Other objects include hand/foot molds, 

clothing, identification bands, or blankets.34 Photographs taken after death can depict loss and 

provide meaning to the experience as one of the most common forms of memory-making at 

neonatal end-of-life.36 Individualizing the extent of bereavement care is essential as some parents 

may not be comfortable with these opportunities and can feel pressure if nurses elude to any 

associated regrets that may arise in the future.24,32,34,35   

 

2.3.3 Parents live with their perspectives of the suffering their child experienced and their 

communication experiences with healthcare practitioners 

Families carry with them what happened in the NICU.4,15 In several studies, associations 

between the perception of infant suffering and the degree of parental grief, adjustment difficulty, 

and post-traumatic stress symptoms were clearly illustrated.17,26,37-39 Parents perceive suffering 

through their infants’ symptoms and based on information received from healthcare 
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practitioners.4,17,26 Distressing symptoms include skin breakdown, respiratory distress, pain, 

agitation, lethargy, feeding difficulties, and edema.4,17,39-41 A common finding illustrated that 

parents more often perceived suffering in their baby compared to healthcare practitioners.30,39  

How healthcare practitioners communicate with parents is highly consequential: the 

language used needs to be sensitive yet appropriate to the situation.14,16,25,41,42 Statements that 

presume understanding such as “I know how you feel” can be distressing. 16,25,42,43 Though parents 

often want to be told medical information in a sensitive, yet straightforward manner, ambiguity 

may be the reality regarding the timing of death and other less predictable events.41-44 A lingering 

prolonged death may undermine parents’ confidence in their decisions.41 Multiple studies portray 

the difficulties that arise for parents at the last moments of a baby’s life in the NICU. Ensuring 

privacy, comfort, and security are generally valued.14,19,28,31,36 Healthcare practitioners can support 

families by being deliberate yet flexible in end-of-life care practices.16,36,43 Some parents may not 

be comfortable being present for the final moments of their child’s life. In these cases, parents may 

still find comfort in speaking to their baby before death, holding their baby while still warm, or 

entrusting the care of their child to a friend or healthcare provider.27,36,43 For others, holding their 

child is deeply meaningful.15,27,31 Removing monitoring and medical devices may support a family 

to focus on their baby.15,27,31 Managing end-of-life symptoms can help parents achieve a “good 

death” for their child.39 Practitioners should be aware that the suffering perceived by parents can 

contribute not only to their end-of-life decision-making, but also to how they ultimately live with 

their decisions in bereavement.17 
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2.3.4 Parents may benefit from a variety of different supports in the NICU in anticipation of 

bereavement 

Several studies explored the support parents value when navigating the emotional 

complexities of neonatal end-of-life. The benefits of spiritual care, including prayer, rituals, clergy, 

and belief in the transcendent quality of the parent-infant relationship are well established; 

however, healthcare practitioners may feel uncomfortable broaching such subjects. 13,15,23,32-34,44 

Education in spiritual and religious concepts can help diminish the disconnect between parental 

values and provider discomfort.23 In comparison, palliative care consultation can offer expertise in 

psychosocial support, symptom management, and coordination of care.26 Neonatal practitioners 

find benefit in palliative care team members’ ability to learn about each family’s individualized 

priorities, circumstances, and wishes.30 Palliative care involvement is associated with an increase 

in the number of family meetings, the identification of more symptoms, and creating symptom 

management plans.40 

Developing bereavement expertise among a subset of NICU team members can support 

the provision of palliative care.32,42 Parents often look to nurses for support as the time spent at the 

bedside helps build trust and effective communication.4,9,15,20,35 Tailored education with a focus on 

communication, coping strategies, and enhanced exposure may help practitioners develop skills in 

enabling quality of care and supporting grief, navigating anxiety, and overcoming inexperience in 

end-of-life scenarios.13,14,25,28,42,45,46 Workshop initiatives have been piloted including the 

TEARDROP program (Teaching, Excellent, pArent, peRinatal, Death-related inteRactions, tO, 

Practitioners), which uses a SCORPIO (Structured, Clinical, Objective, Referenced, Problem-

oriented, Integrated and Organized) approach to teach practitioners bereavement care strategies.45  
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2.3.5 Parents live with their decisions in bereavement — with time, they may question, re-evaluate, 

or come to terms with the decisions they made 

In bereavement, parents live with their decisions from the NICU.4,15 As such, it is important 

to consider how parents are supported in their decision-making. Studies describe various models 

of decision-making including shared decision-making (parents and practitioners approach a 

decision together), medical/paternalistic decision-making (a decision made exclusively by 

healthcare practitioners), and informed parental/autonomous decision-making (parents make a 

decision after a provider explains the medical information).37,43 Shared decision-making is 

generally recognized as the most appropriate approach as it benefits from healthcare practitioners’ 

medical expertise and family members’ values and beliefs.37 These conversations provide 

opportunities to clarify understanding, align clinical care with care goals, and express compassion 

to families.9,10,43,47 Parents should have the opportunity to express their preferences for their role 

in decision-making.37 Continuity of care and relationships, veracity in communication, expressions 

of empathy, expertise and use of evidence, and clear documentation have all been identified as 

beneficial.4,9,10,25,26,39,43,46 Parents who experience shared decision-making seem to have less grief 

than those who experience medical or parental decision-making.37 

Included studies also highlighted how parents not only live with their decisions regarding 

goals of care and medical interventions, but also those decisions impacting how present they were 

for their child engaging in parenting actions, memory-making, and involving others in the lives of 

their child.4,15,16,27,34,47 There are also those decisions specific to end-of-life that parents live with 

in their bereavement. For example, whether to pursue an autopsy can be a challenging decision. 

Often the infant’s cause of death is known; however, errors in diagnoses may be found in post-

mortem evaluations.48 Parents may find benefit in an autopsy’s ability to assess obstetrical and 
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genetic risks for future pregnancies.48 Information may also be found that validates end-of-life 

decisions. These benefits are not always encountered as practitioners may be hesitant to offer an 

autopsy. 48  

 

2.3.6 Parental bereavement may benefit from support beyond the NICU 

It is well recognized that parents whose children died in the NICU have increased risks for 

physical health concerns, including hospitalizations and higher mortality.16,19 Bereaved parents 

also experience higher rates of clinical depression, anxiety, and post-traumatic stress.38,49 

Screening for pre-existing mental health concerns and developing support strategies before an 

anticipated death can be beneficial.26  

To support mental health, professional counselling, support groups, peer counselling, and 

community physicians have all been described as potentially helpful to support acceptance and 

adaptation to loss.16,33,40,50 For some families, spiritual or religious supports are significant; 

however, finding adequate support can be challenging.15,16,27,49 Additionally, there is a timeliness 

to the extent, interval, and duration of support.51 Parents may experience an abrupt loss of support 

following the death of their child as they lose the support of the NICU.30 Initiation of timely 

supportive care to where parents are in their grieving beyond the NICU is needed.18,30 

Most parents will attend a follow-up appointment with the healthcare team if offered.52 It 

would seem that these follow-ups should be scheduled six to eight weeks after the death and in a 

location outside of the NICU.52 These follow-up visits can help provide answers to parents’ 

questions and reassurance about end-of-life decision-making.52 Other options for bereavement 

follow-up involve familiar staff individualizing follow-up contact over time, sending a card on the 

first anniversary of the infant’s death, and telephone calls by the involved neonatologist.32 Parents 
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described benefit from being copied on the written summary from the NICU.51 Neonatologists 

should ensure that these summaries maintain sensitivity, use the baby’s chosen name if available, 

and simplify terms to ease parental understanding.51 Deficiencies in bereavement support include 

medical follow-up, autopsy discussion, sibling grief management, marital concerns, and 

expectations surrounding return to normalcy.48,49  

 

2.3.7 Understandings are needed for unique NICU bereavement experiences 

Bereavement following the loss of one infant from a multiple gestation pregnancy is a 

unique phenomenon that may be encountered in the NICU. Losses may occur before or following 

birth leading to varied bereavement experiences.15,44,53,54 At times, NICU healthcare practitioners 

may fail to acknowledge pregnancy loss as the focus is diverted to the surviving infant receiving 

care.15 It is essential to document and communicate pregnancy loss to NICU team members to 

acknowledge this grief potential.53 It can be challenging for parents to balance grieving the 

deceased while maintaining attachment to the living.53 Grief may be compounded by a failure to 

acknowledge the loss and/or by associated challenges of the surviving sibling.15,21,54 Some families 

will request aggressive treatment for the surviving child despite poor prognosis, while others are 

willing to stop when treatment is considered futile.43 The complexities of loss and survival of 

siblings may be challenging for families to navigate, recognizing mothers and fathers may vary in 

their bereavement.44 

Another unique phenomenon surrounding neonatal loss involves lactation. Studies reflect 

a movement to advocate for a holistic approach to supporting mothers with lactation through their 

bereavement.55 Pumping milk has been an outlet for grief and milk donations have been associated 

with acceptance and healing.42,53 Mothers may experience several emotions when pumping after 
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neonatal death including sadness, emptiness, anxiety and relief.53 They may find strength in 

believing that donating milk will help sustain their child’s legacy, maintain their parental identity, 

and keep the memory of their infant alive through helping others.33, 55 

Bereavement experiences can continue into future pregnancies.13 The decision to have 

another child after a neonatal loss may be very difficult.22,49 However, it would seem most parents 

have additional children following their loss and this is associated with fewer symptoms of 

prolonged grief and posttraumatic stress.13,22 It is suggested that healthcare practitioners should not 

discourage or provide recommendations for the timing of future pregnancies.22 Instead, they should 

approach such discussions non-judgementally with compassion and sensitivity. 

 

2.4 Discussion 

2.4.1 Key concepts of supporting parental bereavement in the NICU 

 Through conducting this review, several themes exploring parental bereavement after the 

death of an infant in the NICU were identified based on primary data gathered from direct 

communication with bereaved parents. Although the burden of neonatal death and the impact of 

provider support is well-established in the literature, this review revealed that the ability of parents 

to spend time caring for their child, their perception of infant suffering, their communication 

experiences with healthcare practitioners, and the access to alternative means of support is often 

suboptimal. These themes can be a starting point in enhancing the support healthcare practitioners 

deliver to parents experiencing the loss of an infant and their subsequent bereavement. Based on 

the reviewed studies, implementing additional methods of support including access to spiritual and 

palliative care, shared decision-making, lactation support, and ensuring ongoing bereavement 

support may have significant benefits. Although general themes have been identified, it is 
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important to appreciate that bereavement care both during and after an infant’s death should be 

individualized. Different values, cultural backgrounds and family circumstances can contribute to 

different wishes and coping mechanisms for a family during their bereavement. Recognizing these 

nuances, healthcare practitioners need to customize their approaches to ensure optimal outcomes.   

 

2.4.2 Gaps in the literature 

There is an abundance of literature surrounding bereavement care after pregnancy loss, 

stillbirth, and perinatal death, including the death of a fetus between the 22nd full week gestation 

(or 500g estimated weight) and 7 days after birth.56 While some of this literature appeared to 

include parental perspectives of those whose child died in the NICU, issues unique to perinatal 

bereavement for such families were left unarticulated. There is a clear need for literature which 

focuses exclusively, or at least forefronts some of the perspectives of parents whose child received 

medical interventions and admission to a NICU. The notion of perinatal death includes experiences 

that may resemble yet also differ from those occurring in the NICU.  

Given that the studies reviewed reported specific demographic information on participants 

being Caucasian, educated, English-speaking and married, uncertainty remains in the influence of 

familial and cultural diversity in contributing to parental bereavement after a neonatal loss. 

Broader populations including those who are geographically distanced, recent immigrants, or less 

educated may have different values in bereavement practices, satisfaction, access to care and 

involvement in decision-making. An attempt to close this research gap by diversifying inclusion 

in related research studies could impactfully contribute to the current literature.  
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2.4.3 Unresolved tensions in the literature 

Although several conclusions can be formed through similarities found in the reviewed articles, 

some discrepancies remain. Cultural differences when providing bereavement care is a complex 

area to navigate. In some cultures, burial and body preparation as well as seeing the body after 

death is not considered appropriate; however, mothers often find it difficult not to have this 

opportunity and the literature strongly supports inviting parents to participate.13 Additionally, in 

similar cultures, the delivery of news about prognosis and goals of care are often relayed through 

family members and not the mother directly – which is contradictory to what is considered 

beneficial to parents as described in most papers.13  Mothers often find lactation difficult when 

their neonate is critically ill and despite several papers focusing on pumping and donating milk as 

an emotional release, some mothers find the pressure to pump and produce milk adds to their 

burden of stress.14 Despite education surrounding communication in goals of care and end-of-life 

being described as rare and suboptimal, one paper explores how practitioners feel confident in end-

of-life care.16 Majority of other papers describe practitioners’ desire for further education and 

training in this area of neonatology.17,30 Moreover, despite the abundance of literature describing 

the benefit of pediatric palliative care consultations in the NICU, one paper illustrated palliative 

care as being nonsignificant when reporting parental satisfaction.40 These specific controversies 

remain unresolved but are crucial to consider when establishing bereavement practices and further 

emphasize the importance of individualizing care based on each family’s beliefs and values. 

 

2.4.4 Limitations of research 

 The majority of included studies were small-scale studies identifying themes and 

conclusions based on local trends. A narrative approach was chosen for this review to capture the 
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diversity of research methods employed. The analysis also included the use of the MMAT 

demonstrating the findings of the study as credible, meaningful, and relevant to neonatal practice. 

Given the small-scale studies and results from predominantly developed English-speaking 

countries, caution should be exercised regarding generalizations. However, appreciating that 

several studies identified similar conclusions, despite the results of each being subjective and 

individualized, the commonality of these opinions strengthens the review’s findings. 

 

2.4.5 Opportunities for future research, medical education & practice change 

 Future research into parental bereavement for those who have lost an infant in the NICU 

should include exploring the contribution of culture on optimal bereavement support. The 

geographic diversity of studies in this review alludes to the individualization of care for each 

family, but also for each culture – and investigating these nuances may be beneficial in further 

tailoring neonatal bereavement care.  

 Other areas for research involve expanding on education initiatives in equipping healthcare 

practitioners with communication and support skills to assist families in their bereavement as well 

as ensure they are getting the support they need, especially if there is a history of pre-existing 

mental health concerns. Additionally, understanding the influence of autopsy on grief, closure, and 

future pregnancies could indicate the importance of offering post-mortem examination in both 

confirming diagnoses as well as providing closure. Obtaining longitudinal follow-up data would 

also be a useful contribution to the literature as understanding how bereavement experiences 

impact families long-term can help prioritize areas for improvement.  
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2.5 Conclusion 

 This review is the first of its kind in the past decade to explore current perspectives on 

parental bereavement and what considerations ought to guide the caregiving practices of 

healthcare practitioners. Various methods of support have been identified based on first-hand 

parental experiences and routine implementation of these strategies may be beneficial in 

supporting parental bereavement. Future studies exploring the success of implementing these 

recommendations from parents’ experiences can help determine the usefulness of these strategies 

and provide the next steps to further enhance parental bereavement support in the NICU.   
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2.6 Tables 

 

2.6.1 Table 1: Included Articles Describing Support of Parental Bereavement in the NICU 
 

Author (Year), 

Country 

Design Population (N) Study Purpose Representative Findings MMAT Score 

Abdel Razeq & Al-

Gamal13 (2018) 

Jordan 

Phenomenology, 

thematic 

analysis: 

Interviews 

12 parents To understand bereavement and its 

associated meanings as lived and 

experienced by bereaved NICU mothers 

- 3 main themes: (1) Longing and grieving, as natural emotional response to the loss; 

(2) Adaptive work of coping, as the mother internalized meanings to cope with the 

loss; and, (3) Moving forward but with a scar, as the mothers moved on with their 

lives while they carried the unforgettable memories of their newborn’s death  

- Bereavement support services as essential services 

- practitioners can support through understanding parents’ spiritual values and 

coping mechanisms  

100% 

Abdel Razeq & Al-

Gamal19 (2021) 

Jordan 

Phenomenology, 

thematic 

analysis: 

Interviews 

12 parents To understand the lived experiences of 

mothers surrounding the time of being 

informed of neonatal death in the NICU 

- 3 main themes: (1) Minimize the hurt, which described how mothers intuited 

overprotection by their family; (2) The striking reality of death, which captured 

mothers’  distressing experiences while realizing the loss of their neonate; and, (3) 

Farwell my baby, which accentuated mothers’ needs and experiences while 

neonates’ bodies were honored and prepared for burial per the cultural norms in 

Jordan  

- Opportunities for parental involvement in care practices at the end-of-life 

- Need for specialized bereavement support at time of death  

100% 

Abraham & 

Hendriks14 (2017) 

Switzerland 

Ethnography, 

content analysis: 

Interviews 

20 parents To illustrate the parental perspectives of 

those who lost an extremely premature infant 

in the hours/days after birth in the NICU, and 

how healthcare practitioners can facilitate 

bonding between parent and child during this 

time 

- 2 main themes: (1) After the baby’ transfer to the NICU, a phase of uncertainty; 

and, (2) The end-of-life phase, when death is certain 

- Parental role may evolve from time of birth to time of death, from distant parenting 

to embodied parenting  

- Importance of parents being able to take on roles in providing care and parenting 

role  

- Ensuring privacy and opportunities to hold at end-of-life 

- Offering memory-making including photography is valued  

100% 

Akard et al.58 

(2018) 

USA 

Qualitative 

description, 

content analysis: 

Focus groups 

6 parents To explore bereaved parents’ perceptions of 

legacy-making interventions after infant 

death 

- 4 main themes: (1) Parents’ willingness to participate in legacy intervention; (2) 

Suggestions for feasible interventions; (3) Suggestions for acceptable interventions; 

and, (4) Parents’ perceived benefits of legacy-making 

- Parents support use of legacy-making interventions, finding them to be feasible, 

acceptable, and beneficial 

- Bonding can continue after loss and can be shared with extended family members 

- Barriers include timing of approach, sensitivity to uncertain prognosis and 

logistical barriers  

100% 

Alexander36 (2001) 

USA 

Qualitative case 

series, narrative: 

Interviews 

4 parents To understand the benefit of perinatal 

bereavement photography 

- Bereavement photography should be included in loss policies and procedures 

- Photography should be personalized  

- Photographs can assist in grief 

- Sharing photographs with other children to help with sense-making and 

understanding  

80% 

Armentrout47 

(2007) 

USA 

Grounded 

theory: 

interviews 

15 parents To describe parents’ experiences about life 

support decisions, infant death, and lives 

thereafter 

To report basic social processes parents 

revealed as vital to sustaining infant’s 

memory 

- 3 main themes: (1) Facing the decision - no real choice, time with the baby; (2) Life 

goes on – listen to your heart, an abiding loss, not left out; (3) Lives forever 

changed – new perspective, preparing to meet again 

- End-of-life decision making complex, often require prognostic information from 

healthcare practitioners to contextualize situation  

- Parents value choosing how to spend time with infant after difficult decisions – 

seemingly where regrets were found on parental reflection 

100% 
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- Concept of “shadow grief” - lessens with time but never forgotten  

- Important for families to maintain infant’s place as part of family long after death  

Armentrout15 

(2009) 

USA 

Grounded 

theory: 

Interviews 

15 parents To explore concepts identified by parents as 

factors in decision-making and on facilitators 

and barriers encountered in grieving process 

- Varied experiences of end-of-life decision making around in the NICU 

- Individualizing and personalizing care to each infant and family is appropriate 

- Parents may vary in their experiences of loss and bereavement 

- Cultural and social values may be expressed in coping strategies 

- Parents may appreciate encouragement to parent their child during NICU stay and 

end-of-life 

- Parental grief and loss become incorporated into parents ongoing lives and living 

with loss 

100% 

Armentrout & 

Cates25 (2011) 

USA 

Qualitative 

description: 

Interviews 

14 parents To explore parental perceptions of 

experience of being informed of infant’s 

inevitable death 

- Lack of education in palliative care poses stress to NICU practitioners 

- Transparency of practitioners in decision-making highly valued 

- ABCDE approach: Advanced preparation, Building therapeutic environment, 

Communicating well, Dealing with patient and family reactions, and Encouraging 

and validating emotions 

- Simulations of difficult conversations may increase comfort levels of practitioners 

20% 

Baughcum et al35 

(2017) 

USA 

Qualitative 

content analysis: 

Interviews 

45 parents To examine parent perspectives of infant’s 

end-of-life experience 3 months – 5 years 

after infant death  

- Themes: (1) Parents as partners in care; (2) Communication with health-care team; 

(3) Relationship with staff; (4) Bereavement support 

- Bereavement resources highlighted by parents as influential 

- Highlight of importance in relationship of trust between parents and healthcare 

practitioners, staff members compassion, and parental involvement in infant 

bonding 

- Areas for improvement included importance of participation in care and having 

space to do so optimally,  

- Fathers often had higher satisfaction of care compared to mothers 

100% 

Baughcum et al.26 

(2020) 

USA 

Mixed methods: 

Questionnaires, 

interviews 

69 parents To examine parent perceptions of infant end-

of-life experiences (e.g., symptom burden 

and suffering) and satisfaction of care in the 

NICU 

- Perceptions of infant suffering relate to lower satisfaction with care in the NICU 

- Satisfaction with care relate to parents’ partnership in care, communication, 

relationships with staff, and bereavement support 

- Families have various needs that are variably met: keepsakes, acknowledgement of 

loss, ability to say goodbye, treating infant with dignity, involvement in infant care, 

availability of neonatologist, mitigation of suffering, contact with team after death 

(follow-up) 

- Practitioners should consider: palliative care basics, palliative care team, screening 

for mental health concerns, discuss coping strategies  

100% 

Blood & 

Cacciatore29 (2014) 

USA 

Modified 

grounded theory,  

mixed methods: 

Questionnaires 

181 parents To examine the meaning, usefulness, and 

social context of bereavement photography 

in the eyes of NICU parents 

- Photography can foster sense of ongoing connection and help other family 

members (e.g., siblings) with understanding and coping 

- Photography practices should be individualized as some families and some cultures 

may not find them acceptable  

60% 

Bourque et al.50 

(2020) 

Canada 

Mixed methods, 

convergent 

analysis: Field 

notes, 

questionnaires 

8 parents 

16 healthcare 

practitioners  

To describe the ongoing involvement and 

bereaved parents’ perspectives in different 

activities in the NICU and practitioners who 

work with them 

- Identified benefit of using resource parents (those who have previously experienced 

NICU hospitalization of infant) to improve care and experience for current parents 

- Themes identified: family perspectives, helping bereaved parents, improving 

system, giving back, promoting empowerment, targeting improvement in 

relationship with practitioners 

- Mutual beneficial relationship – gain control of experience, help with coping and 

healthcare practitioners get parental viewpoints directly  

80% 

Caeymaex et 

al.37(2013) 

France 

Mixed methods: 

Interviews 

78 parents To investigate parents’ perceptions on type 

of involvement in end-of-life decision-

making and effect on long-term grief 

- Perceived suffering of infant associated with higher grief scores 

- Shared decision-making resulted in lower grief scores relative to medical or 

informed parental decision-making 

- Involvement in decision-making based on parental wishes 

100% 
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Calhoun20 (1994) 

USA 

 

Descriptive 

survey: 

Questionnaires  

23 parents To confirm appropriateness of nursing 

interventions that are commonly accepted as 

beneficial to parents during neonatal end-of-

life  

- Nursing interventions very impactful in parents’ experience at end-of-life 

- Parents valued interventions that dealt with acknowledgement of baby 

- Strategies employing educational/information/written material, general emotional 

support/communication, and general emotional support/interventions were valued 

- Parents may vary in how they grieve 

60% 

Clark et al.38 (2021) 

USA 

Qualitative 

cross-sectional 

survey: 

Questionnaires 

67 parents To explore associations between perceptions 

of infant suffering in NICU and parental 

adjustment after death 

- Parents perceptions of infant symptoms and suffering were linked with levels of 

grief 

- Symptom management may support parental coping  

- Parents may vary in how they grieve 

100% 

Clarke & Booth51 

(2011) 

United Kingdom 

Descriptive 

survey: 

Questionnaires  

13 parents 

53 healthcare 

practitioners 

To evaluate the opinions of bereaved parents 

on being provided written summary of 

infant’s care and death in NICU 

- Most bereaved parents welcomed a copy of the detailed medical summary that 

provides a complete record of the clinical course, brief life, and terminal events in 

the NICU 

- Post-mortem and bereavement follow-up visits may be helpful for parents 

60% 

Cortezzo et al.30 

(2015) 

USA 

Descriptive 

cross-sectional 

survey: 

Questionnaires 

7 parents 

104 healthcare 

practitioners 

To determine perceptions of end-of-life care 

practices in NICU from neonatologists, 

practitioners, nurses, and parents and identify 

areas for improvement and involvement of 

palliative care team 

- Most neonatologists and advanced practitioners comfortable with EOL care but 

think there would be benefit in having designated palliative care team 

- Parents stressed the importance of memory-making and follow-up/bereavement 

support 

- Palliative care team to spend time with the families enabling a true understanding 

of how significant the situation is and understanding their wishes/backgrounds 

would be beneficial 

- Value of consistency among practitioners, symptom management, early and clear 

communication, bereavement support, staff debriefing  

60% 

Cuisinier et al.53 

(1996) 

The Netherlands  

Qualitative 

description 

comparison 

study: 

Questionnaires 

142 parents To investigate differences between parental 

grief following death of neonatal twin in 

comparison to singleton 

- Bereaved twin parents did not differ in grief reactions from bereaved singleton 

parents in short or long them  

- Differences in grief experience as twin parents have to balance grieving loss of 

twin relative attachment to twin still living 

- Suggestions that parents make memories of twins separate and together 

- Important to document that live infant was product of twin pregnancy when dealing 

with parents and to examine potential consequences 

60% 

Currie et al.16 

(2019) 

USA 

Qualitative 

description: 

Interviews 

10 parents To explore parents’ bereavement coping 

experiences after experiencing infant death 

in the NICU where palliative care was 

provided  

- 2 main themes: (1) living with loss, as bereavement and grief over time, mental 

health challenges, spiritual suffering, personal growth after loss, and life changes 

after loss; and, (2) coping with grief over time as barriers to coping with loss and 

helpful strategies for coping with loss 

- Infant death was a tragic and life-changing loss for parents with feelings of loss 

evolving over time 

- Varied grief symptoms may be experienced 

- Parents navigate different parries to coping with varied supports  

100% 

Currie et al.4 (2016) 

USA 

Qualitative 

description, 

content analysis: 

Interviews 

10 parents To investigate how bereaved parents 

describe their experience related to NICU 

hospitalization, end-of-life care, and 

palliative care consultation  

- Primary theme: life and death in the NICU environment with categories of ups and 

downs of parenting in the NICU, decision making challenges in the NICU, and 

parent support 

- Parents appreciate the chance “to be a parent” regardless of how much they could 

be involved in the care of their infant, regardless off the strife endured, and 

regardless of how much time they ultimately had  

- Palliative care consultation often associated with some hesitancy but 

retrospectively appreciated as extra support  

- Standardized protocols involving palliative care consult may be of benefit 

100% 

Fortney et al.17 

(2020) 

USA 

Qualitative 

description: 

46 parents To examine bereaved parents’ perceptions of 

infant suffering in the NICU 

- 4 main themes: (1) the presence/absence of suffering; (2) indicators of suffering; 

(3) temporal components of suffering (trajectory); and, (4) influence of perceived 

suffering on parents, infants, and decision-making 

100% 
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Interviews, 

questionnaires 

- Perceptions of suffering are informed by infant observations and information 

received from healthcare team members 

- Suffering perceptions influence parental decision-making 

Gilmour et al.40 

(2017) 

Australia 

Retrospective 

cohort study: 

Chart review 

46 infant charts To characterise end-of-life care provided in a 

tertiary centre through assessing performance 

with known key components of palliative 

care 

- Indicators of quality palliative care varied with some activities routine such as 

family meetings, social worker involvement, and memory-making opportunities 

while others were infrequent antenatal resuscitation planning, discussion of 

preferred location of death, and access to bereavement care 

- Respiratory symptoms, neurological symptoms, and pain were most commonly 

identified distressing symptoms 

- Neonatal staff have significant scope to improve end-of-life care by providing 

psychosocial, emotional, and spiritual supports 

60% 

Harrigan et al.21 

(1993) 

USA 

Longitudinal 

study: 

Questionnaires 

27 parents To describe grief experiences of multi-

gestation pregnancies after loss, to compare 

differences between mothers and fathers, to 

analyze psychometric Perinatal Grief Scale 

for use in this population, and to develop 

foundation to study risk for pathological 

grief 

- Grief scales as instruments reliable in population but sensitivity reduced 

- Coping strategy effectiveness dependent on time since infant death and length of 

infant’s life 

- Longitudinal follow-up essential as grief is often prolonged when loss of one twin 

and surviving twin remains 

- Practitioners can help validate or refute relationships suggested in grief model and 

normalize development of perinatal grief  

60% 

Keim et al22 (2017) 

USA 

Qualitative 

description, 

content analysis: 

Interviews 

69 parents To examine relationship between parent 

perceptions of infant suffering, parental 

distress, and the decision to have more 

children after infant death 

- 4 main themes: (1) Impact of infant death; (2) Facilitators and barriers; (3) Timing 

and trajectories of decisions; and, (4) Not wanting to replace the deceased child 

- Mothers who had subsequent children following a loss had lower post-traumatic 

stress symptoms and fewer symptoms of prolonged grief  

- More positive NICU experiences was associated with willingness to have other 

children 

- Practitioners should not discourage parents having other children and be cognisant 

of the advice they give 

100% 

Kochen et al.42 

(2021) 

The Netherlands 

Qualitative 

exploratory 

study: 

Interviews  

22 healthcare 

practitioners 

To understand pre-loss care and challenges 

practitioners face in providing end-of-life 

care 

- 3 main themes: (1) Sustaining hope versus realistic prospects; (2) Obtaining 

emotional closeness versus emotional distance; and, (3) Exploring emotions versus 

containing emotions 

- Practitioners weigh strategies based on their perceptions of parental needs, the 

situation, and their own competencies 

- Uncertainties as to whether the pre-loss care they provided constituted optimal care 

may exist 

- Working as a team is beneficial to learn from one another, prevent burnout and 

diversify care 

80% 

Kymre & Bondas.31 

(2013) 

Norway  

Phenomenology:  

Interviews 

18 healthcare 

practitioners 

To describe how nurses enact skin-to-skin 

care at the end-of-life 

- Strong belief in the urgency of skin-to-skin care in providing mutual proximity and 

comfort for dying preterm newborns and their parents 

- Skin-to-skin care seen as the preferred caring practice at end-of-life by nurses 

- Often more comfortable with less tubes/wires both for parents and for baby  

100% 

Leitao et al.45 

(2021) 

Ireland 

Pilot workshop: 

Questionnaires  

95 healthcare 

practitioners 

To develop and implement a 

multidisciplinary perinatal bereavement care 

training to develop compassionate culture for 

bereaved parents 

- TEARDROP program = Teaching, Excellent, pArent, peRinatal, Deaths-related, 

inteRactions tO Professionals 

- Participants were satisfied with the workshop rating level of information and 

quality of teaching high 

60% 

Levick et al.32 

(2017) 

USA 

Qualitative 

description: 

Questionnaires 

36 families 

11 healthcare 

practitioners 

To describe an approach to delivering 

bereavement services to NICU families as 

well as education and support to NICU staff 

- Bereaved parents and caregivers find meaning and purpose in the act of creating 

keepsake memories at the time of an infant’s death 

- Individualized follow-up contacts by staff familiar with bereaved parents supports 

mutual healing 

- Families vary in their desired involvement in bereavement activities 

60% 
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Lizotte et al.46 

(2020) 

Canada 

Simulation 

session: 

Observation, 

scoring checklist 

6 parents 

13 healthcare 

practitioners 

2 standardized 

actors 

To identify core behaviours associated with 

good communication during and after 

unsuccessful resuscitation 

- Participants judged as good communicators more likely to introduce themselves, 

use the infant’s name, acknowledge parental presence, prepare the parents, stop 

resuscitation without asking parents, clearly mention death, provide or enable 

proximity, sit down, decrease guilt, permit silence, and have knowledge about 

procedures after death 

- Many simple behaviors, identified by parents and practitioners, are associated with 

good clinician-parent communication 

80% 

McHaffie9 (2001) 

United Kingdom 

Qualitative 

description: 

Interviews 

108 parents To explore the perceptions of responsibility, 

burden and helpfulness or participation of 

parents in care withdrawal decisions 

- Nurses play a key role in providing emotional support for families during the 

process of treatment withdrawal 

- Key elements include expressing compassion, demonstrating expertise and 

evidence, and consistency and honesty in information sharing 

- Parents valued nursing and staff attendance at funeral  

100% 

McHaffie et al.48 

(2001) 

United Kingdom 

Qualitative 

description: 

Interviews 

108 parents To determine parental views on autopsy after 

treatment withdrawal  

- Autopsy may be helpful even if cause of death known or expected as may provide 

additional information 

- Main reasons for declining autopsy were concerns about disfigurement, a wish to 

have the child left in peace, and a feeling that an autopsy was unnecessary 

- Parents did not appear to express regret about their autopsy decisions 

- Commonest cause for not receiving autopsy was not being asked 

- Consent and disclosure recommended to be done by neonatologist or trusted team 

member  

100% 

McHaffie et al.52 

(2001) 

United Kingdom 

Qualitative 

description: 

Interviews 

108 parents To explore parents’ experiences of 

bereavement care after withdrawal of care in 

an NICU 

- Appointments should be scheduled soon after death, certainly within 2 months of 

the death regardless of whether or not autopsy results are available; with the 

attending neonatologist; and, in a setting away from the hospital 

- Parents value efforts to find out how they are coping, honest information given 

sensitively; and, reassure where possible  

100% 

McHaffie et al.41 

(2001) 

United Kingdom 

Qualitative 

description: 

Interviews 

108 parents To explore parents’ experiences with 

treatment withdrawal of their baby and the 

dying process 

- Parents often had regrets on lacking information to support decision making and the 

length of time it took to make decisions to withdraw medical interventions 

- Length of the dying process could undermine parents confidence in their decisions 

or otherwise contribute to their distress 

- Medical predictions of time to death often were inaccurate 

- Better to give uncertain answer vs. committing to a time frame of death after 

withdrawal  

100% 

Oreg33 (2020) 

Israel 

Phenomenology: 

Testimonials, 

interviews 

88 parents To discover ritual structures and embodied 

processes that occur during milk donation 

after loss 

- 2 main themes: (1) Extracting milk and continuing bonds with the lost baby; and, 

(2) The transformation in meaning through the milk extraction process 

- Bereaved mother may experience ambiguity in loss as the combination of physical 

absence and psychology presence of their baby 

- Producing (through the process of lactating), extracting (through repeated 

pumping), and donating milk may be understood as a grief ritual, allowing mothers 

to maintain and reconstruct bonds with their babies 

- Milk seen symbolic gift from deceased infant and donating it to other babies could 

be way of their own infant living on in others 

100% 

Pector43 (2004) 

USA 

Mixed methods 

survey, 

grounded theory: 

Questionnaires  

71 parents To assess the experiences of bereaved 

parents of multiples with resuscitation and 

life-support discussions, process of dying, 

and conversations with healthcare 

practitioners about death 

- Parents of multiples exhibit diverse and at times divergent opinions regarding 

resuscitation, coping styles, and approach decisions from varied perspectives 

- Careful, clear, and summaries of conversations supported parental decision-making 

- Language used to express empathy or support decision making is meaningful 

- Time with the deceased was valued 

- Death notification is a sensitive task  

40% 
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Rosenbaum et al.49 

(2015) 

USA 

Randomized 

controlled trial, 

mixed effects 

model: 

Questionnaires  

73 parents To evaluate the impact of viewing 

bereavement support DVD on parental grief 

compared with standard bereavement care 

- Limited numbers of parents watched the DVD 

- Analyses based on intention-to-treat did not demonstrate significant differences 

- Analyses of viewer compared to nonviewers showed differences in anxiety   

40% 

Rosenbaum et al.23 

(2011) 

USA 

Case 

descriptions: 

Narratives  

not specified To increase awareness of spiritual and 

existential distress and to provide strategies 

to cope at end-of-life 

- Families may rely on their faith and spirituality to assist them through end-of-life 

journey 

- Incorporating spiritual support can support parental bereavement 

- Spiritual support benefits from certified chaplain, clinician trained in spiritual care, 

or other individual with such expertise 

- Health care practitioners may become more acquainted with the meanings of 

spiritual and religious concepts that emerge for patients and families in their 

clinical practice 

20% 

Shultz et al.39 

(2017) 

USA 

Mixed methods: 

Questionnaires 

67 parents To compare reported/documented symptoms 

at end-of-life and associations with parent 

perceptions of infant suffering 

- Parents report symptoms of respiratory distress, agitation, pain, and lethargy most 

commonly 

- Parental perceptions of infant suffering were correlated with total number of 

symptoms 

- Managing end-of-life symptoms is part of establishing “good death” 

- Discrepancies may exist between parents and medical team regarding perceptions 

of pain and other symptoms 

60% 

Skene24 (1999) 

USA? 

Qualitative 

description: 

Interviews 

9 parents To evaluate existing research and 

contribution to current bereavement practices 

and illustrate individual nature of 

bereavement experiences by hearing 

individualized stories  

- 10 main themes: (1) Relationship with the baby; (2) Staff; (3) Conflict over baby’s 

treatment; (4) Information; (5) Discontinuation of treatment; (6) Time in NICU 

following the baby’s death; (7) Holding and bathing the baby; (8) Support at home; 

(9) Partners; and, (10) Photographs and reminders 

- Individualization of care is needed for varied bereavement experiences  

100% 

Swanson et al.44 

(2009) 

Australia 

Mixed methods 

study: 

Questionnaires, 

interviews 

104 parents To compare coping among couples who 

experience the death of a twin and who have 

a surviving twin or higher order multiple  

- Gendered differences in reports of grief and depression 

- Parental spiritual beliefs may increase after loss, with some parents turning to 

spiritual support 

- Parents value support from partners, talking (especially with each other), family 

and friends offering acknowledgement/understanding, spiritual and religious 

beliefs, surviving twin and other children  

80% 

Swanson et al.54 

(2002) 

Australia 

Mixed methods 

study: 

Questionnaires, 

interviews, focus 

groups 

66 parents To explore the nature of bereavement in 

losing one or more infants in a multiple 

pregnancy, how mothers cope and how they 

can be better supported  

- Mothers show higher levels of active grief than difficulty coping, and more 

difficulty coping than despair  

- Spiritual beliefs may increase after loss, with some parents turning to spiritual 

support 

- Helpful themes: surviving children, acknowledgement from family and friends, 

support from father of twins, spiritual/religious beliefs 

- Unhelpful themes: Unacknowledged grief, insensitive comments, social workers’ 

interaction and attempt to give advice on how to grieve, seeing live twin pairs, lack 

of support from twin father, being blamed  

80% 

Thornton et al.27 

(2021) 

Australia 

Grounded 

theory: 

Interviews 

18 parents To explore the significance and impact of 

memory-making on parents’ experience at 

end-of-life 

- Core category of “Affirmed parenthood” was underpinned by: (1) Creating 

evidence; (2) Needing guidance; and, (3) Being a parent 

- Parents value being supported to have contact, engage with, and provide care for 

their baby in end-of-life care as critical elements of memory-making and being a 

parent in a situation where many “normal” parenting activities were not possible 

100% 

Thornton et al.34 

(2020) 

Australia 

Grounded 

theory: 

Interviews 

18 parents To explore the significance and impact of 

memory-making on parents’ experience of 

loss following neonatal loss 

- "Creating evidence” was a key theme of memory-making involving taking 

photographs, creating mementos, as well as involving friends and family during 

their baby’s time in the NICU 

100% 
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- Memory-making may affirm the life of the baby and the role of the parents to 

ultimately support parental bereavement 

- Creating evidence does not just take the form of tangible artefacts but also social 

interactions and other memories 

Welborn55 (2012) 

USA 

Phenomenology: 

Interviews 

21 parents To explore the lived experience of milk 

donation in bereaved mothers  

- 4 main themes: (1) Identifying as a mother, grieving the loss of motherhood; (2) 

Meanings associated with the experience of pumping milk; (3) Finding meaning in 

and integrating the experience of perinatal loss; and, (4) The importance of 

addressing lactation with bereaved mothers 

- Bereaved mothers benefit from support and education regarding lactation following 

loss  

- Pumping milk was a way of grieving loss, donating milk was a way of accepting 

and healing from loss  

- Advocacy for more holistic approach to lactation including physiological and 

emotional aspects, and supporting bereaved mothers in lactating needs 

100% 

Williams et al.18 

(2009) 

Canada  

Qualitative 

description: 

Interviews, 

questionnaires 

11 parents To develop and pretest a questionnaire on 

withdrawing life-sustaining interventions in 

NICU based on bereaved parents’ 

experiences 

- 6 domains: (1) Communication; (2) Quality of care; (3) Quality of life; (4) Shared 

decision-making; (5) Withdrawal of life-sustaining treatment process; and, (6) 

Bereavement care 

- Withdrawal of life-sustaining treatment process needs were identified as most 

likely met while those related to quality of care and bereavement care were not 

consistently met 

100% 

Wool et al.10 (2018) 

USA 

Descriptive 

survey: 

Questionnaires 

405 parents To assess parental satisfaction with care 

received in context of a life-limiting fetal 

diagnosis and subsequent birth 

- Parents value being supported by their healthcare team and describe components of 

care 

- Predictors of parent satisfaction include: provision of compassionate care, 

physicians taking time to talk to parents, and help with emotional coping  

- Parents value clinicians listening to them, incorporating their perspectives in 

decision-making, and supporting choices (continuing pregnancy with life-limiting 

condition) 

- Bereavement support available to help parents cope which is highly valued – 

includes navigating anticipatory grief after infant is born 

60% 

Yam et al.28 (2001) 

China 

Qualitative 

description, 

content analysis: 

Interviews 

10 healthcare 

practitioners 

To explore experiences of neonatal nurses 

caring for dying infants, their perceptions on 

palliative care and factors influencing care 

- 8 categories: (1) Disbelieving; (2) Ambivalence and helplessness; (3) Protecting 

emotional self; (4) Providing optimal physical care to infant; (5) Providing 

emotional support to family; (6) Expressing empathy; (7) Lack of knowledge and 

counseling skills; and, (8) Conflicting values in care 

- Need for professional development in palliative care nursing education  

- Implementation of bereavement support team may support practice improvements 

- Small changes can make a big difference: flexible visiting hours, multipurpose 

rooms for family members, private room for family privacy and religious activities  

100% 
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2.6.2 Table 2: Mixed Methods Appraisal Tool (MMAT) 
 

 

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

1.1. Is the qualitative 

approach appropriate to 

answer the research 

question? 

 

1.2. Are the qualitative 

data collection methods 

adequate to address the 

research question? 

 

1.3. Are the findings 

adequately derived from 

the data? 

 

1.4. Is the interpretation 

of results sufficiently 

substantiated by data? 

 

1.5. Is there coherence 

between qualitative data 

sources, collection, 

analysis and 

interpretation? 

 

 

 

 

Y = yes 

- = no 
 
 

 Paper 1.1 1.2 1.3 1.4 1.5 Total Score 

1 Abdel Razeq et al 2018 Y Y Y Y Y 100% 

2 Abdel Razeq et al 2021 Y Y Y Y Y 100% 

3 Abraham et al 2017 Y Y Y Y Y 100% 

4 Akard et al 2018 Y Y Y Y Y 100% 

5 Alexander 2001 Y - Y Y Y 80% 

6 Armentrout et al 2007 Y Y Y Y Y 100% 

7 Armentrout et al 2009 Y Y Y Y Y 100% 

8 Armentrout et al 2011 - - Y - - 20% 

9 Baughcum et al 2017 Y Y Y Y Y 100% 

10 Baughcum et al 2020 Y Y Y Y Y 100% 

11 Blood et al 2014 Y - Y - Y 60% 

12 Bourque et al 2020 Y Y Y Y - 80% 

13 Caeymaex et al 2013 Y Y Y Y Y 100% 

14 Calhoun 1994 Y - Y - Y 60% 

15 Clark et al 2021 Y Y Y Y Y 100% 

16 Clarke et al 2011 Y - Y - Y 60% 

17 Cortezzo et al 2015 Y - Y - Y 60% 

18 Cuisinier et al 1996 Y Y Y - - 60% 

19 Currie et al 2019 Y Y Y Y Y 100% 

20 Currie et al 2016 Y Y Y Y Y 100% 

21 Fortney et al 2020 Y Y Y Y Y 100% 

22 Gilmour et al 2017 Y Y Y - - 60% 

23 Harrigan et al 1993 Y - Y - Y 60% 

24 Keim et al 2017 Y Y Y Y Y 100% 

25 Kochen et al 2021 Y - Y Y Y 80% 

26 Kymre et al 2013 Y Y Y Y Y 100% 

27 Leitao et al 2021 Y - Y - Y 60% 

28 Levick et al 2017 Y - Y - Y 60% 

29 Lizotte et al 2020 Y Y Y Y - 80% 

30 McHaffie 2001 Y Y Y Y Y 100% 

31 McHaffie et al 2001 Y Y Y Y Y 100% 

32 McHaffie et al 2001 Y Y Y Y Y 100% 

33 McHaffie et al 2001 Y Y Y Y Y 100% 

34 Oreg 2020 Y Y Y Y Y 100% 

35 Pector 2004 Y - - - Y 40% 

36 Rosenbaum et al 2015 Y Y - N N 40% 

37 Rosenbaum et al 2011 - - Y - - 20% 

38 Shultz et al 2017 - - Y Y Y 60% 

39 Skene 1999 Y Y Y Y Y 100% 

40 Swanson et al 2009 Y - Y Y Y 80% 

41 Swanson et al 2002 Y Y Y Y - 80% 

42 Thornton et al 2021 Y Y Y Y Y 100% 

43 Thornton et al 2020 Y Y Y Y Y 100% 

44 Welborn 2012 Y Y Y Y Y 100% 

45 Williams et al 2009 Y Y Y Y Y 100% 

46 Wool et al 2018 Y - Y - Y 60% 

47 Yam et al 2001 Y Y Y Y Y 100% 
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2.6.3 Table 3: Primary and Secondary Themes 

 
 
 
 
  

Parents may experience a manifold of different emotions anticipating 

and following the death of their child  

1. Grief as an emotion and as a constellation of emotions 

2. Evolution of grief and bereavement 

3. Individualizing bereavement care  

Parents may live with a cascade of different losses, including the loss of 

their child, shaping their bereavement  

4. Complexity of loss and losses 

5. Parental presence and involvement in care 

6. Meaning and memory-making 

Parents live with their perspective of the care their child and they 

received through their NICU journey  

7. Perceptions of pain and suffering 

8. Supportive communication 

9. Care at the end-of-life  

Parents may benefit from a variety of different supports in anticipation 

of bereavement 

10. Spiritual/religious support 

11. Pediatric Palliative care and bereavement services 

12. NICU team support 

Parents live with their decisions in bereavement; with time, they may 

question, re-evaluate, or come-to-terms with the decisions they made 

decision-making 

13. Individualizing involvement in shared decision-making 

14. Autopsy  

Parental bereavement benefits from support beyond the NICU 

15. Physical and mental health outcomes 

16. Bereavement follow-up 

17. Future pregnancies/children 

Understandings are needed for unique NICU bereavement experiences 

18. Loss of single twin  

19. Breastmilk production after loss 
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2.7 Figures 

2.7.1 Figure 1: Article Selection Flow Diagram 
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III. Chapter 3: Exploring and supporting parents’ stories of loss in the NICU: a 

narrative study 

 

3.1 Introduction 

With the high acuity seen in neonatal intensive care units (NICUs), death is an inevitable 

phenomenon. Most of these deaths occur following a decision to withhold or withdraw life-

sustaining medical interventions, which differs from the general pediatric population where death 

more often occurs despite escalating intensive care.2,3 With advancements in healthcare 

technologies, the survival of extremely premature infants or those with significant medical and/or 

surgical issues is improving; therefore, quality-of-life considerations are moving to the forefront.4 

These complexities create significant challenges in decision-making as the burden of 

hospitalization or permanent medical issues may be perceived as less favorable relative to intensive 

care’s anticipated benefits.3 

Using a shared decision-making model is the gold-standard for approaching medical 

intervention, end-of-life, and other consequential discussions.59 There are, however, various 

difficulties that healthcare practitioners face when engaging in conversations surrounding goals of 

care such as diagnostic uncertainty, prognostic ambiguity, and differing sociocultural beliefs of 

parents and practitioners.60 The most appropriate manner to deliver information in an unbiased 

manner with well-defined choices based on possible outcomes remains unclear.6 

People seem to think about the value of preterm infants lives differently compared to those 

born at term, independent of predicted survival and developmental outcomes.61 For instance, 

preterm infants are more likely to receive in-hospital cardiopulmonary resuscitation shortly before 

death compared to mature infants, despite having a higher-associated mortality, and psychosocial 
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factors within the healthcare team may contribute to this finding.62 These nuances in care 

perspectives and practices can add to the complexities of end-of-life decision-making in the 

NICU.62 Although national guidelines exist for decision-making, physicians are often unaware of 

how to implement them into practice, and personal opinions may differ.59 

The perspectives of parents who ultimately chose palliative goals of care are relatively 

absent from the NICU literature. Supporting parental bereavement is an essential aspect of holistic 

NICU care, yet understanding how to assist parents to reach their goals and support their 

bereavement is incomplete. The heavy burden of infant loss and the impact of healthcare provider 

support has been well-described, whether it be through shared decision-making approaches, 

memory-making strategies, or intricate communication techniques.14-16 In a recent systematic 

review exploring strategies for healthcare practitioners to support parental bereavement, the ability 

of parents to spend time caring for their child, their perception of infant suffering, their 

communication experiences with healthcare providers, and their access to alternative means of 

support such as palliative and spiritual care appeared to be suboptimal.63 In the included literature, 

parents described inconsistently being supported to hold their child, to participate in their daily 

care as parents, and to share their thoughts and ideas with the healthcare team. These omissions 

may lead to additional felt losses compounding their grief and bereavement.  

Involving parents in each aspect of caring for a critically ill infant is essential and can be 

enhanced through family-integrated care. This collaborative model integrates families as partners 

in the NICU healthcare team to effectively provide a structure that supports the implementation of 

family-centered care.64 Family-centered care in the NICU incorporates mutual respect and shared 

decision-making between the healthcare team and families, ensures quality psychosocial supports, 

promotes resource allocation focused on family wellbeing, as well as encourages families to 
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directly deliver care to their infants, which can contribute to improved parent and infant outcomes 

related to bereavement.5 

Attached to the loss or impending loss of a child is a plethora of emotions: grief, 

helplessness, guilt, and sadness. Parents, particularly mothers, may feel that when the focus is 

primarily on their child’s medical management, there is no space for them to express these feelings 

and this can impact their developing sense of parenthood.65 The importance of building rapport, 

providing clinical updates, maintaining communication, and supporting parents through decisions 

following a family-centered and shared decision-making approach is invaluable and can be 

considered best practice in the NICU.5,37 However, goals of care discussions surrounding end-of-

life and understanding how to best to support bereavement may be challenging for parents and 

healthcare professionals. Consequently, there is a need for research that gives voice to parental 

perspectives to inform the reflective practice of healthcare practitioners. 

The purpose of this study was to elicit and represent NICU parents’ stories of goals of care 

decision-making and experiences that support their bereavement. Goals of care include decisions 

about specific treatments, the intensity of care, and planning for future care needs. Bereavement 

describes parents’ sense-making and living with the loss of their baby. 

 

3.2 Methods 

This explorative study employed a narrative research design.66,67 Narrative inquiry 

understands stories as meaningful representations of people’s lives.68 In the telling and retelling of 

stories, people make sense of their past in the present. Stories are paradoxically both our own and 

shared as they reflect both our own sense-making as well as draw on the sense-making of others. 

To share a narrative means to articulate truths, find meaning in common experiences, and 
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transform one’s identity in a social context.69 The reflection taking place through narrative inquiry 

creates a story that can be filled with meaning, allowing the creation of self-identity while 

examining the underlying social and cultural contexts.69 

 

3.2.1 Narrative ethics 

At the core of narrative inquiry is an understanding of ethics whereby moral truths are 

founded and expressed in narratives.70,71 A narrative is not simply a story encompassing characters 

and events, but rather a means of sense-making of human life, and specifically, moral life. We can 

understand moral sense-making by attending to how a narrator is situated within a story; a story’s 

beginning, plot, and ending; the relationships between characters of a story; and, how a story is 

shared over time in the telling and retelling of a story.72,73 We seem able to accept those moral 

situations which we can talk about as ‘good’ stories, not in the sense of entertaining stories, but 

rather moral stories that we can recount without a sense of regret, despair, or wrongdoing. For this 

study, the stories of NICU parents were recognized to express normative aspects of NICU care 

that affect their living with the loss of their child. Following, aspects of care that speak to 

supporting bereavement are those which can be remembered, shared, or otherwise told; in 

comparison, those aspects of care that challenge bereavement are those which are recounted with 

sorrow, distress, or cannot be spoken of. 

 

3.2.2 Recruitment 

Bereaved parents, who experienced a loss in the last five years, were approached by an 

intermediary through the Aid for Symptoms and Serious Illness Support Team (ASSIST) Program. 

Exclusion criteria included a loss in the preceding six months or identified psychosocial distress. 
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If consent to contact was obtained, a member of the research team contacted the potential 

participant by telephone or e-mail (based on the participant’s preference) to provide details of the 

study, review the study information, and obtain consent for participation as appropriate. None of 

the members of the research team had ongoing clinical involvement or responsibilities to the 

families. 

 

3.2.3 Data collection 

Interviews were scheduled virtually (based on the participant’s preference) to elicit the 

stories of parents who had lived the experience of losing a child in the NICU, recognizing that the 

parents’ present telling of their stories reflected their bereavement. In situations where both parents 

agreed to participate, we offered the opportunity to conduct interviews separately or together. 

While the interviews were oriented to participants’ stories, there were no specific initial or probing 

questions. Typically, the conversation started by asking participants: “Why don’t you tell me about 

the experience you and [your baby] had in the NICU.” The purpose of using an unstructured 

method was to ensure parents had the autonomy to share stories that were impactful to them 

regarding their experience with their child in the NICU. Participants were invited to share any or 

all aspects of the journey they had in the NICU as well as details on the pregnancy and post-NICU 

bereavement care. The interviews should be considered dialogic in the sense that the interviewer 

engaged in discussion with participants around their stories to elicit details and clarify 

understandings.72,73 The interviewer had no previous clinical contact with the families, specifically 

in their clinical care during their time in the NICU. Interviews were conducted from June to 

October 2022. Discussions were audio-recorded and transcribed verbatim with identifying features 
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removed. Participants were also informed and provided consent for medical charts for their infants 

to be reviewed to contextualize demographic and clinical details after the interviews took place.   

 

3.2.4 Analysis and interpretation 

Participants’ stories were read to explore normative aspects of their storied experiences 

that supported their bereavement. The stories that the parents recounted were read both 

wholistically in the sense of the story of their child and family’s life, and piecemeal as composed 

of fragmented stories, happenings, and anecdotes that stood out in their family’s journey. 

Qualitative data analysis software was not utilized. A typology of stories was used to thematize 

the interview material, reflecting the methodological commitments of dialogical narrative 

analysis.72,73 The analysis of the raw interview material, including the articulation of thematic 

aspects and selection of key quotations, was completed by Author #1 and Author #4. All listed 

authors contributed to the development of the narrative text. In the writing of the findings, we 

aimed to amplify and connect the themes from the participants’ stories. We included short, 

anonymized quotes with the use of pseudonyms to support the reader’s contextual understanding 

yet also preserve participants’ anonymity. The quotations can be read to provide supportive 

evidence for the validity of themes and to help convey contextual meanings of the findings of the 

study to the reader. From a positionality perspective, the authors have clinical backgrounds in 

medicine, nursing, and ethics. 

 

3.2.5 Ethical considerations 

This study was reviewed by [the Authors’ institutional] Research and Ethics Board. Before 

conducting interviews, participants provided consent for the study investigators to contact them 
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regarding participation. They were made aware that the study was to uphold confidentiality and 

that no identifying information would be disclosed. All participants signed an informed consent 

document prior to the interview after receiving verbal and written information about the study. 

Participants were also informed that they could stop the interview at any time or refuse to answer 

any questions. When each interview ended, the interviewer attempted to understand the state of 

mind and emotional wellbeing of each parent. Additionally, parents were advised they could 

contact the interviewer or study team if they had more information to share, needed psychosocial 

support, or if they wanted to meet again for any reason. Given the sensitive nature of the 

conversations and the experience these parents have had losing a baby in the NICU, there could 

be a degree of distress felt by the participants in the telling of their stories. By providing the option 

to have multiple meetings rather than a single very long meeting, the interview was paced to the 

participants’ comfort. More so, this approach supported the participants to speak to their 

experiences in more comfortable pieces rather than an exhaustive whole.  

 

3.2.6 Participants 

Seven parents, five mothers and two fathers, of five different infants who passed away in 

a Northern Alberta Canadian NICU program, participated in the study. Specifically, three mothers 

were interviewed on their own; while two mother/father dyads were interviewed as a couple based 

on their requests. This number of participants supported a depthful engagement in their storied 

experiences. Like others, we would argue that saturation has differing relevance across traditions 

of qualitative inquiry.74 Specifically, for narrative inquiry, saturation has limited relevance as 

experiences themselves are considered rich with a manifold of lived meanings that are variably 

disclosed through narrative descriptions. In other words, narrative studies cannot achieve 
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saturation because there is always more meaning at the heart of experiences that in the telling and 

retelling of stories could yet be disclosed. 

To provide additional context, participating parents had all experienced the loss of a child 

in the NICU within the preceding five years. They varied in their identified race and religion. Two 

families included parents that were newcomers to Canada. The duration of admission of the 

participants’ infants in the NICU ranged from three hours to four months. In three of the cases, 

there was an antenatal diagnosis of a significant life-limiting condition, whereas in the other two 

cases, diagnoses were made or confirmed after birth. Several syndromic diagnoses were made 

including, but not limited to, conditions of aneuploidy. Most of the infants underwent surgical 

interventions with the aims of prolonging their lives. A minority of families had a plan for comfort 

care in place before their children’s birth. All the infants passed away following a decision to 

withhold or withdraw life-sustaining medical interventions, such as mechanical ventilation. This 

demographic information is provided in narrative form to preserve the anonymity of the 

participants. 

 

3.3 Findings 

Parents recounted stories and perspectives related to experiences with the NICU from 

before birth, to time in the NICU, to time after the death of their child. Narratives from parents 

contained many similar elements including having experienced an antenatal consultation, the use 

of medical interventions by the NICU team, and the loss of a child in the NICU setting. Variability, 

however, existed in the nature of each infant’s conditions, the number of subspecialists involved 

in decision-making, the need for transfer to different NICUs, the duration of admission, the 

chronological age of their child at the time of death, and ultimately, the wishes of each family as 



 38 

they redirected care to comfort and palliation. From the parents’ experiences, we offer the 

following typology, recognizing that these normative aspects of care should not be read as 

thematically isolated, but rather as converging on one another. 

 

3.3.1 Parents recounted stories of the time they had with their children . . .  

“At that time, we only wanted to hold her . . . to have that time.” 

 

Parents’ stories spoke to how their bereavement was supported by memories of being with 

their children. With relative ease, parents affectionately recounted watching over their children, 

holding their children, feeding their children, reading to their children, and other moments of being 

present for them in the NICU. Even in the context of illness, various critical care technologies, 

multiple healthcare practitioners, and so forth, parents’ stories of togetherness were celebrated as 

sources of meaning. Together is from Old English togaedere, “so as to be present in one place, in 

a group, in a body.” 

“We sat the chair right beside the window, so we could hold him, and they brought in his 

bed. They had taken out his catheter, and then we went to the room, and I could just hold 

him. It was around 10 pm. And it was . . . it was a beautiful day. A beautiful day outside. 

There were no clouds in the sky. And the sun was setting, and we were just sitting there, 

the three of us.” 

 

Stories included moments facilitated, affected, or otherwise mediated by unit technologies, 

healthcare provider practices, and other happenings in the NICU. 
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“They had a camera setup so even when we were at home, we could see him. So that was 

a really amazing thing. I think I had that camera open the entire time that we were at home.” 

 

“And the nurse in the evening shift. She came in. And she said, ‘Can we give him a bath?’ 

So, we gave him a sponge bath. And after that, I just said to her like, ‘Can I just hold him? 

Because I had never held him freely attached from tubes or anything.’ So we just held him, 

and walked around the room. And we were in there for probably about a half hour just 

holding him, and then put him back down on the bed.” 

 

Parents’ living with the loss of their children was storied by having had time together: time 

not just in the quantitative sense of a particular amount of time, but rather time in the relational 

sense of having had the time to be with their child as their child’s parent, to come to know them, 

and for their child to know their family. In this way, parents’ stories of bereavement reflected their 

ability to ‘be there’ to enact their felt need to care for their child in their child’s time of need; and, 

their stories spoke to how the loss of their child left them with the memories they had of their time 

together, as they experienced their role of being a parent, as an enduring and continuing bond. 

“God let me hold my baby for fourteen days . . . I can still hold him, and he can hold my 

hand. I see him smile at me and his daddy, and he holds our hand, like this is my mama, 

you know what I mean? And when he, every day I [didn’t] leave my son from the moment 

he [was] born until his time he passed away . . . he knows his mama always be there for 

him, yeah, that's it.” 
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In comparison, those moments of separation and disrupted togetherness were recounted 

with disease, discomfort, and distress. For example, parents reflected on having their baby 

experience an ambulance trip without having a parent present and those moments of leaving their 

baby in the hospital when they were discharged home from postpartum:  

“So the first time he ever went outside, the first time he was ever in a vehicle, no parent 

was with him, and it's really hard for me to remember because he was by himself, and I 

don't like that.” 

 

“It was hard definitely for when I was discharged from the hospital to leave him there and 

not come home with a baby in my arms.” 

 

Regardless of whether the full diagnoses and extent of illnesses were known prior to 

delivery or not, parents’ stories expressed the depth and varied emotions parents experienced when 

their child was taken to the NICU or away from them so soon after delivery. The etymology of 

bereavement is founded from the Old English bereafian, “to deprive of, take away by violence, 

seize, rob.” Following, stories of separation may be understood to have anticipated bereavement. 

In other words, at a time when parents were still fostering connections to their children, separation 

anticipated their longer term living with loss as bereavement.  

 

3.3.2 Parents shared stories of the healthcare practitioners doing what they could and should do 

for their children . . .  

Each parent wanted to know that the practitioners were doing what they could do and all 

that was going on with their child, to ensure that everything was being done and that nothing was 
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being hidden. In this way, parents’ stories expressed the impact that healthcare practitioners had 

on their child’s NICU journey prior to their loss, and the effects these relationships had on their 

bereavement. Generally, parents fondly recounted the conversations they had with members of the 

healthcare team and the relationships that were built over their time in the NICU. Although there 

were distinctions, nuances, and other individual aspects of valued communication, all parents 

shared stories appreciated timely and honest communication supporting confidence and trust in 

the healthcare team.  

“The communication piece [with hospital staff], I would say through it all, was definitely 

above and beyond than what we would ever expect.” 

 

“And whatever questions I had they gave me the answers. And they made me feel that they 

were taking care of him the best that they could.” 

 

Tailoring care to each family’s beliefs of what was in their child’s interests based on their 

individual, family, and cultural background was something that parents described as invaluable. 

However, their stories also reflected how consideration needed to be given to varied 

understandings of their beliefs that may or may not align with healthcare practitioners’ 

interpretations of them:  

“I [had] a proper Muslim doctor tell me to take off oxygen from my son, because it doesn't 

help him . . . [that] he will not survive. But in my beliefs, doctors come to save people, they 

don't try to give up [on] the patient’s life . . . but this doctor, [a] proper Muslim doctor tells 

me, even [he] tells me, he wants to bring my Imam.”  
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Practitioners doing what they should do is related to notions of confidence and trust. While 

the etymologies of confidence and trust intersect, distinctions can be made. Confidence is based 

on evidential skills, knowledge, and qualifications. In comparison, trust has a normative quality, 

which may or may not be based in perceptions of skillfulness, reflecting how we feel towards the 

moral character of another. Following, not only did parents positively recount doctors, nurses, and 

other healthcare practitioners’ expertise, but also that they appropriately acted in the interests of 

their child. More so, parents felt like they were part of the medical team, and that their opinions 

were acknowledged and valued. Parents’ stories recognized that they knew their child in a 

different, and arguably better, way than the healthcare team – allowing parents to feel they could 

and should contribute to the care of their children. Moments, whereby parents were less engaged 

in both extraordinary and everyday moments of care, were recounted as missed opportunities, at 

times with regret and sorrow. 

“I think I had only held him on one occasion before he passed away . . . Or they let us and 

gave us the opportunity to help like change his diaper, even though he had a colostomy bag 

and catheter anyways . . . We did have those options, but I wish it would have been more, 

offered to us again and again.” 

 

Although the medical interventions undertaken in support of a child’s condition were not 

always successful, parents’ stories highlighted how having done all that could and should be done 

supported parents’ living with their end-of-life decisions. In addition, the storied accounts of the 

medical team’s exhaustive efforts, not to change the outcome or alter the prognosis for their child, 

but to ensure each infant was comfortable and supported were valued.  
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3.3.3 Parents told stories of living with uncertainty, ambiguity, and indecision. . .   

Uncertainty is an inherent challenge of prognostication in the NICU, and parents’ stories 

reflected this difficulty when receiving information about their children’s diagnoses and prognoses 

and facing subsequent decision-making. Nothing in medicine is ever one hundred percent certain, 

and this not only troubles the healthcare team as they attempt to support parents’ decision-making 

on how to proceed, but it can also cause a significant mental burden for families as they attempt to 

make decisions that will impact the fate of their child’s life.  

“It would have been [nice] to know the prognosis like way in advance and know what we're 

looking at. Because it was like, it was frustrating and it was hard like emotionally and 

physically, everything, just not knowing what's going on. Right? And people want to reach 

out, they want to ask, we just didn't know anything, right?” 

 

Parents recounted with sensitivity and, at times, difficulty, stories of receiving unexpected 

news that contributed to further ambiguity of their child’s condition. The etymology of ambiguity 

is from Old French ambiguite, encompassing aspects of doubt, indecision, and hesitation. An 

ambiguous situation is open to varied interpretations in its equivocality. While uncertainty was 

resolved in time for some of the parents, for others, bereavement encompassed living with 

unresolved ambiguity. This was difficult and burdensome for families.   

“I remember like when they brought him back and then we're like, oh his lungs looked 

irregular like, he knew like something else was not good . . . there’s something else that’s 

going on . . . to us he looked like perfect . . . And then the condition that he was diagnosed 

with is super rare.” 
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Stories of uncommon, undifferentiated, or unknown diagnoses wore on families as they 

lacked an ending. And yet, even in the face of uncertainty and ambiguity, some parents reflected 

on specific events or even just a moment when they realized that it was time to change the course 

of their infant’s care and accept palliation as an appropriate next step. 

“They actually said to us that he is not strong enough to have that surgery. And when we 

heard that we said, we just thought, okay, well, the decision that we can make for him is to 

let him be in peace as compared to continuing to suffer in the hospital like he is.” 

 

Parents reflected on the difficulty in making this decision; most did not seem to regret their 

choice, but some continued to question, in recounting their stories, what would have happened if 

they had one or two different choices along their journey. 

“I think there's always going to be that what if question of, what if we decided to not put 

them in comfort care? Obviously, he would still be here living with [his] syndrome. But 

like, how sick would he be? Would he be okay? Would he need specific medication? What 

would have his potential life expectancy be?”  

 

3.3.4 Parents shared stories that expressed values of caring . . .  

Parents’ stories spoke of the difficult and emotional moments they experienced in the 

NICU. These onerous moments were at times alleviated by, or at least eased by, the caring actions 

of the healthcare team. Specific bedside nurses stood out as key characters in the parents’ stories 

who were supportive in both day-to-day care and those exceptional events in their children’s lives. 

Virtues of honesty, compassion, trust, resourcefulness, and patience were recognized in the skillful 

manner that these healthcare practitioners worked with them.  
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“Nadine was definitely a rock that day. Whatever we needed she was there.” 

 

“Stephanie literally thought of everything that we didn’t. She had all his stuff packed, like 

she helped organize, she helped just get everybody just be there and fill in everything that 

we needed. They moved a couch for us at one point.” 

 

Parents’ stories emphasized how the close relationships that were built over time in the 

NICU created an outlet of support within the medical team. Being able to release the mental and 

emotional burden to someone you trust is something that was storied as highly valuable to parents. 

Familiar personnel that understood not only their child’s medical history, but also their family’s 

circumstances, their wishes for their child, and their coping abilities were fondly described by 

several parents through their stories. For example, one family spoke highly of the primary care 

team that they chose for the infant and the role this had in supporting them through the difficult 

moments in their child’s course: 

“[The neonatologist] understood it was important to us to have him actually physically talk, 

instead of getting it third party . . . so he made times on weekends to meet us up at the 

[hospital] or calls at night . . . and that made everything better.”  

 

Of all the encounters parents reflected on through their stories, receiving direct, open, and 

honest updates expressed through care about their children’s clinical status and prognosis often 

helped parents cope with the news they were receiving and eased the mental burden of decision-

making. Parents’ stories spoke to the value of candid and timely conversations that necessitated a 

caring relationship of trust.   
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“Hearing that as a parent, it’s very, very hard. But we also put our complete trust into the 

doctors and the nurses and the people who are caring for him to do the best that they can 

do.” 

 

3.3.5 Parents talked about what their child’s life was like . . .  

Regardless of the number of days, hours, or minutes spent with their child, parents 

described the significance of their child’s life and the experiences their children were afforded 

before their death. While the time had with their children was highly valued, parents’ stories 

expressed the tension between affording time together and potentially prolonging pain, suffering, 

or discomfort.   

“I would go to touch his head, and he would kind of like, I don't know what the word is, 

but make a face that that wasn't comfortable for him. It was painful.” 

  

“. . . as we got like further along and I remember like towards the end he was so swollen 

and just looked like sick and uncomfortable.” 

 

“. . . is that like humane? . . .  [to] sedate him so much? So he doesn't pull out his tube, and 

then tie him – like have him restrained.” 

The events leading up to the redirection of care towards palliation, withdrawal of life-

sustaining medical interventions, and the resulting final moments of their children’s lives were 

often recounted in great detail, illustrating the impact these events have had on parents over time. 

Perceptions of suffering often lead to a change of heart and shifting treatment goals towards 

comfort care.  
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“And then, so Jeff and I came home and talked. We spent all day Thursday up there going 

through everything. And then we came home again and decided that . . . ‘We can’t see him 

suffer anymore.’” 

 

“They had asked us if we wanted to wait . . . but Aliyah was just, at that point, suffering, 

and you could see it.” 

 

Parents’ stories illustrated the difficulty in deciding to redirect the care of their infant as 

one of the toughest decisions they have had to make in their lives; however, seeing their child at 

peace after their final moments validated these decisions and provided them with comfort.  

“Yeah. And I think the one thing that helped us – well I guess not helped us, but kind of 

just reassured [us] was time, was that he didn’t last long without the breathing tube.” 

 

“I think like, she wasn't kind of like gasping for air . . . so she looked at peace.” 

 

3.3.6 Parents shared stories of living with loss . . .  

Often healthcare practitioners do not have a chance, or fail to think about, the moments just 

after a baby passes away in the NICU; however, through parents’ stories, it is clear that these times 

are some of the most challenging for parents as they come to the realization that they will be 

leaving the hospital without their baby. The time spent in the NICU working towards comforting 

and supporting their child is no longer part of their daily life – their world as they know it will be 

entirely different from that point forward. 
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“After she had passed away, I didn’t know what was next. I have no idea like what happens 

now. And she was given to me. She stayed with us in the room. Like she was kind of like 

put in kind of like a cold crib. And then like, I was like, my husband was saying like ‘I'm 

arranging for burial.’ And I was like what do we do? Do we just go out? Do we just – I 

don't know.” 

 

It is more than knowing the next steps of identifying a funeral home, planning a service, 

and so forth. Families’ stories expressed the lasting impressions they were left with of their 

children and the care they received.  

“There's one thing that I regret. And that's when I was leaving, I just took one more glance 

into the room. And it's a very weird being and seeing situation, where for the past three 

weeks, your son is in a room and he's got these tubes, he's got these monitors, he's got 

everything and everyone that’s looking after him. There's always somebody in the room 

watching him. And then when you leave, he's the only one in the room. There are no 

monitors on, he’s sleeping in his bed, and that's all you see. And that's one memory that I 

wish I didn't have to experience. It's really painful to think back to.” 

  

Parents’ stories shared the various emotions that arise when living with loss over the 

coming days, weeks, months, and years including sadness, emptiness, guilt, grief, regret, 

uncertainty, and, in some cases, acceptance. Parents describe these emotions as connected, 

interspersed, and ongoing.  
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“And like, but I think I knew that deep down but it's still I still like will go back and forth 

and be like, you know what, I wish I could have . . . And that's just how I am in my daily 

life.” 

 

Finding appropriate support, from both personal contacts and health practitioners, was 

described through parents’ stories as being appreciated and helpful in not necessarily overcoming 

their loss, but learning to live with it. Through follow-up with the hospital team, having a chance 

to ask questions and seeking support from a bereavement counsellor long-term, parents’ stories 

spoke of the ability to process grief and learn to live with it individually as well as within the 

context of their relationships with one another.  

“[The bereavement counsellor] helps a lot with like the milestones. So, like when we 

reached [his] first birthday, the anniversary of his passing, and like going through the 

holidays and that . . . ” 

 

“What was really better for us was bereavement counseling that was offered to us through 

the [hospital]. Because she helped us understand the way that each other was grieving.” 

 

Regardless of the duration of their children’s lives, parents’ stories spoke to how their 

bereavement, both in the short and long-term, has been supported by tangible memories they could 

keep, display, or share with loved ones. With positivity and happiness, parents’ stories expressed 

their love for their children while describing or presenting these mementos as a chance to share 

their quality time with their infants through long-lasting physical objects. These objects and the 

memories they sparked were recounted as continuously cherished by families.  
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“They brought us a little memory box, with his prints in it, the card with his name on it, his 

wristbands, he had a comb, his nose apparatus, breathing things, just like the personal 

things that they could put into the box for him . . . it was hard, definitely. But they 

personalized it . . . and that was really special.” 

 

3.4 Discussion 

This study sought to explore NICU parents’ stories of goals of care decision-making and 

experiences that helped support their bereavement. Through interviewing a diverse group of 

parents who have gone through such an experience in a Northern Alberta Canadian NICU, we 

were able to identify areas of ‘value’ (moral sense-making). We learned how their stories reflected 

on the importance of having meaningful time with their children, maintaining direct and frequent 

communication with the healthcare team, acknowledging uncertainty, and emphasizing the 

positive impact of compassion as helpful to navigate their bereavement. The storied experiences 

described by parents provide unique insights for healthcare practitioners in supporting 

bereavement in the NICU as individualizing support is an essential component to family-centered 

care.  

The stories told by bereaved parents and the unique experiences they had in the NICU 

parallel the values and recommendations of bereavement care seen in the neonatal literature, thus 

unveiling similar strengths and weaknesses in neonatal bereavement care.63 For example, parents’ 

stories emphasized the importance of participating in their child’s care, whether it be changing 

diapers or assisting with feeds, as well as the opportunities they had to hold their infant and create 

an emotional connection. This correlates with several studies where early involvement in care and 

taking on the parenting role is an essential method of support for parents of critically ill 
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children.4,14,15,34,35 Recognizing that early physical bonding experiences can have formative 

impacts on parents as they navigate the uncertainty of their infant’s prognosis, healthcare 

practitioners should attempt to support early experiences such as skin-to-skin, hand holds, and 

other physical contact whenever safe and appropriate to do so to limit early physical separation 

and the associated burdens. Similarly, the appreciation parents felt for photographs and tangible 

mementos to maintain their child’s legacy is one that has been well-described.30-33,36 Parents’ 

stories alluded to how the care they received in the NICU contributed to sense-making in the time 

following the death of their infants, and some explicitly described the importance of tangible items 

in assisting that healing process. Being able to make sense of the experienced loss can help parents 

navigate grief and move towards acceptance.75 

Bereavement is a long-term process that involves optimizing communication, promoting 

shared decision-making, and individualizing care to help parents grieve, find closure, and move 

toward acceptance after loss.16,30,33,51 The stories told by parents did elicit some unexpected 

discrepancies in methods of support that have been previously identified in the literature. For 

example, while the benefits of cultural relatability and alignment have long been well-

described;13,15,23 it is important to consider individual understandings and interpretations of 

cultured values and beliefs, which may not have such a positive impact. Although a religious or 

cultural similarity may exist between a family and members of the healthcare team, priorities and 

values regarding patient care may not be aligned and this can cause additional stress and turmoil 

for parents. These discrepancies help emphasize the importance of individualizing bereavement 

care to each family and their sociocultural circumstances. 

Though individualizing care is an essential component to providing effective bereavement 

care, parents’ stories wholly illustrated the impact healthcare providers had on their bereavement 
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in the short and long-term. There are several supportive measures, as seen in the literature, that 

healthcare practitioners should provide that help support families – frequent communication with 

the healthcare team, encouraging parents to participate in daily rounds, involving ancillary 

services, and supporting parents to spend quality time with their infants.5,16,30,33,51 This study 

illustrated additional ways healthcare practitioners could enhance family-centered care and 

provide parents with other realms of support in their bereavement. Some techniques gathered 

through parent stories contribute new understandings to the existing literature on neonatal 

bereavement support and these include offering additional points of contact to discuss medical 

updates and decisions, appointing a primary care team to take the lead in their child’s care, and 

providing guidance on steps to take in the immediate moments after death. These added supportive 

measures, not as prominently seen in the existing literature but seen as highly valued as recounted 

through parents’ stories noticeably illustrate the variety of ways healthcare practitioners can 

contribute to not only the care of a critically ill child, but also assist in the support of their families 

as they navigate their grief and bereavement during, and after their loss. These themes found 

through parents’ stories can ultimately be used to further develop healthcare providers’ reflective 

practice and training techniques for healthcare professionals to help optimize bereavement support 

and communication in the NICU. 

Limitations of this study relate to the number and diversity of parents interviewed from a 

single institution. All the participants had a partner to share these experiences with. Some stories 

recounted the comfort and support that their significant other provided both during the critical 

decision-making period as well as during their bereavement. Future work should consider the 

experiences of single parents, parents affected by poverty, siblings and extended family, 

Indigenous families, and other groups that have traditionally not been engaged in empirical 
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qualitative NICU research studies. The small number of participants from a single geographical 

area may limit the generalizability of the gathered stories; however, the ability to obtain in-depth 

reflections from the participants elicited important insights and unique contributions to the current 

literature.  

From exploring bereaved parents' stories, we are offered understanding into aspects of 

NICU care that may support their bereavement. Supporting parents to have meaningful time 

together with their children, orienting care towards what we can do for a child, acknowledging and 

dealing with uncertainty as able, focusing on values of caring, and fore-fronting what a child’s life 

is like may ultimately support parent’s living with the loss of their infant. At the same time, we 

may recognize bereavement as “an ever-open wound”.76 Care for these families does not end with 

discharge from the NICU. Instead, they have ongoing needs that may benefit from coping 

strategies and work towards acceptance as opposed to dissolving the emotions surrounding grief 

and loss.  
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IV. Chapter 4: Conclusion and Future Directions 

 

 

4.1 Common and divergent themes from systematic review and narrative study 

 

Existing neonatal literature on supporting parental bereavement, seen through the 

systematic review, gives insight into the variety of ways in which healthcare practitioners can 

attempt to ease the immense burden parents face when losing a child in the NICU. This review 

clearly and consistently describes some of the effective methods including supporting parents to 

spend time caring for their child, understanding their perception of infant suffering, and optimizing 

their communication experiences with healthcare practitioners with frequent and direct contact. 

This, in addition to offering ancillary supports including palliative and spiritual care and longer-

term bereavement support, can help optimize the care families receive during such a challenging 

time in their lives.  

Narrative inquiry provides unique perspectives and has the potential to provide essential 

insight and additional information from the existing literature. Eliciting parents’ stories has helped 

develop further understanding on what strategies in end-of-life and bereavement care are valued 

by parents including specific planning focused on a child’s final moments and using a primary 

care team to optimize the individualization of care and strengthen communication.  

The perspectives described through parents’ stories paralleled the reviewed literature and 

contradictions were few and far between. There was higher cultural variability seen through 

parents’ stories allowing the contribution of diverse perspectives of religious and faith 

backgrounds compared to that seen in the existing literature. This diversity provided additional 

insight on how care was perceived in the context of familial sociocultural beliefs and the impact it 

can have on family-integrated care, shared decision-making, and psychosocial support.  
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The depth of information gathered from the telling of stories provides invaluable insight, 

not only into the events surrounding each child’s end-of-life as recounted by parents, but also 

illustrates the impact of time and reflection on processing grief – a feature that is not as easily 

illustrated on review of the existing literature. In this way, the narrative inquiry study ultimately 

enriches understanding of the findings of the systematic review with respect to meaning and 

meaningfulness with respect to loss and bereavement. 

 

4.2 Considerations for practice  

Death is a not an infrequent occurrence in the NICU, yet the difficulties that exist in 

supporting families through the associated decision-making, uncertainty, and bereavement 

continue to be a challenge for healthcare practitioners. Through conducting the systematic review 

identifying what considerations ought to guide the caregiving practices of healthcare practitioners 

as well as leading interviews with parents who have had their own firsthand experiences with loss, 

several methods have been described as valuable in enhancing bereavement support. These 

findings have the potential to change how we, as healthcare practitioners, support families as they 

navigate bereavement after infant loss. Prioritizing family-centred care through constant 

communication, shared decision-making and understanding parents’ individual values and wishes 

is highly recommended.  

Understanding the commonly identified aspects of care valued by parents is an essential 

step in to optimizing and developing strategies to providing the most effective bereavement care 

to these patients and families. Although specific themes have been identified through the 

systematic review and the narrative inquiry study, arguably the most important approach is to 
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individualize bereavement care to each family through learning their hopes, goals, wishes and 

beliefs.  

 

4.3 Strengths and limitations  

Identifying common themes and value areas of end-of-life care and bereavement support 

through the several articles seen in the systematic review of the recent neonatal literature provides 

solid guidance for the future bereavement care that can be delivered by healthcare practitioners in 

the NICU. These identified methods of support are strengthened by the paralleled descriptions of 

parents’ stories seen in the narrative inquiry study. The ability to obtain first-hand experiences 

provides invaluable understanding as these stories provide descriptions of nuanced and personal 

experiences, illustrating the importance of individualizing care that parallels the general themes 

seen through the reviewed literature.   

Limitations to this research includes the subjectivity that can arise through conducting 

qualitative research. The use of small sample sizes, seen in the existing literature as well as the 

number of participants in the narrative inquiry study can limit the generalizability of the findings. 

Research in neonatal bereavement care is a specialized area that has an inherent tendency to focus 

on a specific demographic - predominantly well-educated, married, Caucasian Canadian families 

- as seen in both the articles selected for the systematic review as well as through some participants 

of the narrative inquiry study. The glimpse of diversity seen through the parent interviews briefly 

introduced the impact of geographic and cultural differences, a consideration that can significantly 

contribute to optimizing and individualizing bereavement care and guide future research 

endeavours.  
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4.4 Recommendations for future research  

Future research investigating differing perspectives that exist because of sociocultural 

diversity is one of great importance. Specifically, beginning to understand the diverse values and 

beliefs that may guide care of various Indigenous populations is an area that may bring new insight 

and strategy into neonatal bereavement care, particularly in Canada. Additionally, investigating 

the differences in care priorities based on marital status, geographic background and educational 

variability could have great implications as this diversity is not well described in the current 

literature. The added insight of pursuing future research in these areas can have great implications 

on contributing to optimal family-centred care through prioritizing individual family values, 

cultural beliefs, and psychosocial circumstances.   

 

4.5 Considerations for education  

The insights into providing high-quality bereavement care to families in the NICU can help 

establish tools that can be utilized in, not only assisting healthcare practitioners supporting families 

through the loss of an infant, but also to incorporate the aspects of providing this care into training 

programs for healthcare practitioners. With a future research focus on individualizing care, 

understanding the role of sociocultural diversity on bereavement care needs, as well as 

understanding the comfort levels, barriers, and hesitancies of healthcare practitioners in providing 

neonatal bereavement care, there will be immense potential in establishing support for future 

practice through consistent training and guideline implementation, while simultaneously 

promoting individualized family-integrated care. Ideally, using current and future research 

initiatives to create a set of tools to guide bereavement support would give practitioners a higher 
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level of comfort, experience, and assistance in navigating the nuances and difficulties of providing 

neonatal bereavement care in the NICU.   
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Appendices 

 

Appendix 1: Search Strategy Outline 

 

1. MEDLINE/OVID:  

a. Exp infant, premature/ OR exp infant, newborn/ OR neonat* OR perinat* OR baby OR exp 

premature birth/ OR babies OR exp infant, diseases/ OR newborn* OR exp intensive care, 

neonatal/ OR NICU or exp intensive care units, neonatal AND 

b. (Bereave* OR grief OR grieving OR loss) adj3 (Parent* OR caregiver* OR mother* OR 

father*) AND 

c. Exp palliative care/ OR palliative OR exp palliative medicine/ OR comfort care OR exp patient 

comfort/ OR terminal* OR exp terminal care/ OR “end of life” OR exp death/  

*1990-current, English language, excluding comments, editorials, reviews or systematic reviews  

= 282 results  

 

2. EMBASE: 

a. Exp neonatal intensive care unit/ OR exp prematurity/ OR neonat* OR perinat* OR exp 

newborn/ OR baby or exp baby/ OR babies OR exp newborn period/ OR newborn OR exp 

newborn death/ OR exp newborn/ OR exp newborn mortality/ OR newborn intensive care or 

NICU AND  

b. (Bereave* OR grief OR grieving OR loss) adj3 (Parent* OR caregiver* OR mother* OR 

father*) AND 

c. Palliative OR exp terminal care/ OR exp patient comfort/ OR comfort care OR terminal* OR 

“end of life”  

*1990-current, English language, excluding editorials, reviews or systematic reviews  

= 102 results 

 

3. CINAHL 

a. (MH "Intensive Care Units, Neonatal") OR (MH "Neonatal Intensive Care Nursing") OR (MH 

"Intensive Care, Neonatal+") OR (MH "Infant, Newborn, Diseases+") OR (MH "Perinatal 

Death") OR (MH "Infant, Newborn+") OR (MH "Infant, High Risk") OR (MH "Infant 

Mortality") OR "neonat*" OR “perinat*” OR (MH "Infant, Newborn, Diseases+") OR "baby" 

OR (MH "Infant, Premature") OR (MH "Infant, Postmature") OR (MH "Infant, Premature, 

Diseases+") OR (MH "Infant Death+") OR "babies" OR "newborn*" OR "NICU" AND 

b. (Bereave* OR grief OR grieving OR loss) N3 (Parent* OR caregiver* OR mother* OR father*) 

AND 

c. (MH "Palliative Medicine") OR (MH "Palliative Care") OR (MH "Terminal Care+") OR 

"palliative" OR (MH "Comfort Care (Saba CCC)") OR "comfort care" OR "terminal*" OR 

""end of life""  

*English language, peer reviewed journal, 1990-present, abstract available  

= 197 results  
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Appendix 2: Participant Letter of Information              

Letter of Information  

  

End-of-life decision making in the neonatal intensive care unit (NICU): understanding parental 

stories of goals of care decisions to support parental bereavement.  
  

Study Investigators: Dr. Michael van Manen & Dr. Jenna Lakhani   
  

Dear  ,  
  

Introduction  
You are being invited to participate in a research study. The aim is to understand the experiences of 
parents who have had a child pass away in the NICU. We appreciate that for many parents that these 
experiences are very challenging to live through and talk about. We hope that through hearing about 
your experiences from your perspective that we will be better able to support future parents living 
through their child's death in the NICU.  

  

What are the objectives of the study?  
The specific objective of this study is to explore parents’ stories surrounding goals of care and end-of-life 
discussions in the NICU. We want to hear what it was like from those who have lived through this 
experience. We hope that through hearing these personal experiences, we can find ways to better help 
support parents through bereavement and other challenges they face as they go through these difficult 
times.    

  

Who can participate?  
All parents or primary caregivers that have experienced the loss of an infant in the NICU at one of the 
Edmonton-zone hospitals (Royal Alexandra Hospital, University of Alberta Hospital, Misericordia 
Hospital, Grey Nuns Hospital, and/or Sturgeon Community Hospital) in the past 5 years are eligible to 
participate. This excludes those who have undergone this difficult time in the last 6 months.   

  

What is involved in the study?   
This study will involve participating in a one-on-one interview with the study investigators either via 
telephone, videoconferencing, or in-person (pandemic restrictions permitting). It is up to you with 
regards to how you would like to participate. We hope to conduct 2 to 3 interviews with you that will 
each last approximately 1 to 2 hours.   

Potential benefits  
This study offers an opportunity for us to gain a sense of parents’ experiences when discussing goals of 
care, including both positive and negative aspects. This will contribute to informing us how we are able 
to optimize these difficult encounters to support bereavement efforts for families and work towards 
implementing a guideline and education strategy.  

  



 69 

Potential risks  
We appreciate that discussing the difficult time of having a very sick infant in the NICU can be a 
challenge and difficult emotions may arise during the interview process. You may refuse to answer any 
questions, take a break, or postpone the interview to a later date whenever you choose. The recording 
device can be paused at any point if a break is requested. If you need additional support, resources can 
be made available through the Stollery Bereavement Program, and we will do our best to help in any 
way we can.   

  

While we will do our best to make sure any information you share is private and secure, it is important 
to acknowledge that no videoconferencing tool is entirely secure. There is a risk that your information 
may be intercepted or disclosed to third parties when using videoconferencing. To help keep your 
information secure, we will use a password-protected video-conference link and use a University of 
Alberta Zoom account.   

Voluntary Participation  
Participation in this study is voluntary. You may refuse to participate, refuse to answer any question 
during the interview, or withdraw from the study at any time. The result of the study can be provided to 
you at your request when the study is finished.     

Confidentiality  
All information will be kept private, except in the unlikely case when professional codes of ethics or the 
law require reporting. If you agree to participate, the conversation will be transcribed (transformed into 
written text). All names and other identifiers will be removed. Parts of the responses may be used in 
future discussions with parents and health care practitioners to develop resources to support families 
and health care practitioners in navigating these difficult conversations. Responses may also be used in 
public discussion, presentation, or publication.   

  

The information gathered for this study will be stored in a locked filing cabinet for a minimum of 5 years. 
The data may be looked at again in the future to help us answer other study questions. If so, the ethics 
board will first review the study to ensure the information is used ethically. During research studies it is 
important that the data we get is accurate. For this reason, your health data, including your name, may 
be looked at by people from the University of Alberta or the health research ethics board.   

Contact Information  
You may contact Dr. Jenna Lakhani by email at jenna.lakhani@albertahealthservices.ca or Dr. Michael 
van Manen at michael.vanmanen@albertahealthservices.ca at any time if you have any questions or 
concerns about the study.   

  

If you have concerns about any part of this study, you may contact the University of Alberta Research 
Ethics Office at 780-492-2615. This office has no affiliation with study investigators.  

 

 

John Dossetor Health Ethics Centre  
Faculty of Medicine & Dentistry  

5-00 University Terrace   
Edmonton AB  Canada  T6G 2T4  

  

T 780.492.6676     
dossetor.centre@ualberta.ca  

  



 70 

Appendix 3: Participant Consent Form  

Consent Form   

PROJECT TITLE: End-of-life decision making in the neonatal intensive care unit (NICU): 
understanding parental stories of goals of care decisions to support parental bereavement.  
    

RESEARCHERS:  Dr. Jenna Lakhani       jenna.lakhani@albertahealthservices.ca     

Dr. Michael van Manen.        michael.vanmanen@albertahealthservices.ca  

     

  Department of Paediatrics, Faculty of Medicine & Dentistry  

  

  YES  NO  

Do you understand that you have been asked to participate in a research study?      
Have you read and received a copy of the attached Letter of Information?      
Do you understand the benefits and risks involved in taking part in this study?      
Have you had an opportunity to ask questions and discuss this study?      

Do you understand that you are free to refuse to participate or withdraw from the study at any 

time? You do not have to give a reason.   
    

Has the issue of anonymity and confidentiality been explained to you?      
Do you understand that the interview data you provide for this study may be analyzed in future 

studies?  
    

Would you like a report of the research findings sent to you when the study is completed? If yes, 

e-mail address:  
    

  

This study was explained to me by:                

  

  

                          

Signature of Research Participant     Printed Name  
  

                      

                  Date  
  

I believe that the person signing this form understands what is involved in the study and voluntarily 
agrees to his/her child participation.  

   

                          

Signature of Researcher or Designee    Printed Name  
  

                       

                  Date  
 


