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1. INTRODUCTION

The analysis of the loss and grief experiences of healthcare professionals including the study
of coping strategies and competencies to cope with work related loss events is a relatively
new field of research at international and Hungarian levels, too. Although literature reviews
and research studies on loss and grief have been produced extensively, assessments of the
effect of loss and mourning on medical staff have seemingly been rather ignored so far, even
though traumatic, adverse outcome events influence their professional and personal attitudes
as well. This problem is all the more significant if one considers the fact that grief and trauma
caused by perinatal loss, if not assisted and confronted properly, may easily develop into a
phenomenon of complicated grief. As such, it represents an increased burden for the affected
families, their immediate environment and also for the professional staff helping them. Yet
this phenomenon remains an underrepresented field in analytical studies.

The above-mentioned complex issue deserves greater attention, which should result in the
establishment of dynamic, up-to-date support programmes on all professional levels. The
personal and professional challenges experienced by healthcare personnel when facing
perinatal loss have only been acknowledged recently. The majority of the relatively few
scientific publications in the field cover study reports of individual researches, whereas a
small number of them venture to provide a systematic critical reading of theoretical and

research-based studies of the last two decades approximately.
Perinatal loss in figures

On the basis of the available data it is well worth looking at the single numbers of the
different loss events connected to the whole perinatal period, as indicated in the infogram
below, to see how many families and through them, in connection with them, wavelike, a

multitude of other people in their surroundings must face the difficulties of loss and grief.



—

Live births:

QQ.ZOO

Neonatal |
death:

: Stillbirth:

\391

Figure 1 UNICEF, KSH data for Hungary (2019)

Even ethical and sepulchral problems may arise at the loss of infants who die in the womb or
are stillborn. Moreover, the impact of the loss events may take its toll on the personal lives of
the healthcare specialists. The objective, therefore, is to systematically explore the influence
of adverse outcome perinatal events on healthcare professionals affected by pre- and perinatal
loss. The research aim has been to explore the potentially underlying practice-related factors
and personal psychological modes and present the results so that they could serve as a starting

point for improvement in care and support.

Ethical dilemmas

The high standards of contemporary peri- and neonatal care allow for the appropriate cure of
children to be born or born with complex congenital malformations, according to their needs,
as early as possible, thus improving their quality of life and their life prospects significantly.
The ethical dilemmas of the pre- and perinatal periods include genetic screening,
malformations, termination of pregnancy, the conditions of premature babies as well as
curative treatment vs palliative care options. The generally applicable questions are related to
the special moral status of the child to be born and the dilemmas of parental authority. The
objective of perinatal palliative care is to find individually tailored solutions by understanding
specific conditions and circumstances. All this can be the result of a high level, synchronised
and outstanding professional and personal medical activity, which, at the same time involves
an increased demand of professional and ethical responsibility in everyday practice, which

may be defined as moral distress.



Legislative measures and guidelines for perinatal bereavement

Regarding sepulchral options and bereavement procedures, the conditions are largely defined
by cohesive legislative measures in the studied countries. As for institutional regulations, in
general, the situation is characterised by the option for the individual institutes to design their
own regulations and proceedings within the limits of the national legislative frame.

The different, available national and organisational guidelines for perinatal bereavement care
all underline the potentially adverse emotional effect of perinatal loss events on healthcare
professionals as a risk factor in their high standard vocation. The importance of education
regarding perinatal loss and bereavement care, with special focus on communication, empathy
and support throughout continuous trainings starting with early involvement is essential to
provide high quality and adequate individual care. For staff care and support the level may
come from different sides. Debriefing occasions for the care-providing team, with special
focus on signs of fatigue and extreme reactions are as significant as peer consultation for team
members, formal and informal support opportunities, too. Last, but not least, self-care skills

and competencies must also be accentuated.

2. OBJECTIVES

A fundamental purpose of the PhD research has been a more profound understanding of the
emotional involvement, impact and encumber of healthcare professionals in perinatal events
with adverse outcome.

To this end the main objectives of the research are

(1) to present an overview of the international research activity and achievements in the topic
which later can serve as a starting point and reference for future research interest,

(2) to outline the presently valid and applicable legal measures and institutional regulations
applicable in cases of pre- and perinatal death events with a focus on bereavement options,

(3) to collect relevant recommendations of national and organisational guidelines, where
available, with the focus of support and attention to healthcare professionals’ needs in adverse
outcome pre- and perinatal events,

(4) to study the presently applied institutional practice in the relevant Hungarian and Italian
healthcare institutions, in order that the applicable and valid guideline recommendations can

be compared to the effective support provided to the patients;



(5) to analyse how the adverse outcome events and losses affect the care-providing personnel,
what professional and personal challenges, difficulties they encounter when facing these
situations,

and on the basis of all the findings

(6) to propose interventional strategies and educational programmes aimed at providing
adequate individual and team development opportunities and support for the involved care
providing personnel.

The research material is a reflection of the personal narratives of the interviewees regarding
experienced perinatal loss events. While the applied semi-structured interviews provided a
certain thread to their narration, it also allowed for them to express themselves freely. It was
the task of the researcher to reflectively discover the complexity, the potential associations,
the characteristic features in them, while striving to be an outsider observant of the

phenomenon.

Hypotheses
To complete the research | formulated the following hypotheses:

1. | presume that the healthcare professionals whose attitude regarding grief and loss is
negative tend to escape from loss situations, as well as to avoid the involved families,
and may provide less support for them.

2. I presume that the healthcare professionals’ knowledge of perinatal death related legal
measures is inadequate.

3. | presume that the inadequacy of healthcare professionals’ knowledge of perinatal death
related legal measures will affect the applied/suggested burial and bereavement care
opportunities.

4. | presume that the lack of national and/or institutional guidelines regarding perinatal
bereavement care creates challenging situations in case of perinatal death events.

5. | presume that the management of the perinatal death cases depends on the attitude of
the healthcare professionals, resulting in differences of available support for involved
families.

6. | presume that healthcare professionals do not receive satisfactory communication and
psychological formation during their education and continuous trainings to adequately

help the related patients, or to elaborate their own feelings of loss and grief.



7. 1 presume that the lack of communication and psychological skills influences the
previously mentioned factors and strengthen the healthcare professionals’ avoidance
behaviour patterns.

8. | presume that the emotional effect of a perinatal loss event can be identified in the
healthcare professionals’ private life, as well, with consequences regarding their

physical and mental wellbeing.

3. METHODS

Interpretative phenomenological analysis - IPA

Interpretative phenomenological analysis (IPA) is an approach to qualitative, experiential
inquiry, used in psychology, human, social and health sciences. The design of a research
using IPA puts special emphasis on collecting events which elicit stories, feelings and
thoughts from the participants. To this aim, semi-structured, one-to-one personal interviews

are the preferred ways to collect the sample data.

NVivo 12 Pro

To realize the study and the analytical steps the NVivo 12 Pro software was chosen, allowing
thus the accomplishment of several research tasks, moreover, the whole research project can
be carried out by using the programme. Thus it became possible to manage the collected data
and ideas, to query the data and visualise it as much as the results while one can keep a
journal of the analysis by taking memos and notes. Mind maps and concept maps facilitated
connection of the ideas and reflection on the results. The units of analysis, the core structural
elements in the programme are cases, regarded as a specific instance of a selected
phenomenon in correlation with anthropological and sociological literature. Attribute values
(e.g. demographic and numeric data) were connected to each case, and classify the cases.

Research design, sampling, data analysis

A qualitative approach was adopted when carrying out the research. The main aim of the
explorative research was to discover and understand the underlying notions regarding HCPs
emotional involvement and difficulties in adverse outcome events of the pre- and perinatal
period.

Research data was collected from individual interviews between Sept 2016 and Nov 2019 in

Hungarian and Italian healthcare institutions. Interviewees were contacted individually after a



formal administrative process of permission and consent, the time and place of the interviews
were agreed one by one. The semi structured interview questions were grouped into 4
thematic sections, each of them addressing diverse aspects of the personal and professional
challenges of perinatal death events in healthcare context. While the Hungarian healthcare
context remained the main focus of the research, the Italian sample provided a background for
an intercultural interpretation, too.

The final number of interviews included in the thesis is 18. Out of the total, the proportion of
Hungarian and Italian interviews was 2:1, Hungarian being more accentuated (HU N=12, IT
N=6). In the Hungarian context the gender proportion is 10:2, while in the Italian 5:1. The
involved professions are: midwives (N=4), neonatologists (N=2), OB-GYNs (N=2), perinatal
specialists (N=3), physicians (other) (N=1), psychologists (N=3) and child care counsellors
(N=3).

Template analysis was employed, with deductive and inductive approaches. The interview
questions and the structure of the interview allowed developing a preliminary deductive code
framework a priori, establishing nodes and coordinating major themes contemporarily. The
primary coding arch covers a spectrum of the professional experiences of adverse outcome
perinatal events to personal feelings and private life interferences.

Further themes and nodes emerged from the thorough reading and re-reading of the
transcripts, with the hierarchy of parent and child nodes reaching more levels. From the
secondary, inductive analysis, through abstraction and de-contextualisation, a concept

framework of the studied phenomenon emerged as a result.

4. RESULTS

Primary, deductive coding

The primary, deductive coding structure follows and is based upon the interview structure,
where the arch of thematic questions leads from the professional experiences of adverse
outcome perinatal events to personal feelings and private life interferences. The interview
questions were grouped into 4 main question sections, each of them addressing diverse
aspects of the personal and professional challenges of perinatal death events in healthcare
context, from the point of view of the care providing personnel.

The questions and the structure of the interview allowed for developing a preliminary code

framework a priori, setting codes and themes, since the different sections approached the topic



from diverse points of view, even though some questions could treat relevant elements from
other parts, too. The analysis of the transcripts then revealed further themes and codes.
Having finalised the coding structure, the primary, deductive coding principal themes, parent
nodes took forms in the following 7 principal parent nodes: Loss events in numbers, Personal
experiences, Present institutional practice, Professional experience, Skills and competencies,
Support and coping for HCPs and Training and structural needs for best care altogether with

31+80+17 child nodes on 4 hierarchical levels.
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Figure 2. Deductive coding structure of the analysis

Secondary, inductive coding
The secondary, inductive code tree (SI1) emerged through a ‘bottom-up’ structuring from the

hierarchy of the dynamically changing nodes, providing the concept framework to chronic
professional loss experiences. The inductive analytical approach through the identified main
concepts allows for a more profound understanding of the professional and personal
challenges and difficulties HCPs face in perinatal death events. Through abstraction and de-
contextualisation the following 5 governing super-ordinate nodes could be defined: Perinatal
death, Cognitive elements, Emotive elements, Own, personal loss experiences and Functional

behaviour patterns. The ‘bottom-up’ structuring thus results in 5 principal governing nodes,

altogether with further 20+31 child nodes on 3 hierarchical levels.



The presentation of the secondary, inductive hierarchic structure was planned in an order
which reflects how a perinatal death event triggers in HCPs cognitive, emotional, and
accordingly functional, behavioural patterns, as well. As the schematic concept map has taken
form, the conceptual framework places the own, personal loss experiences on the same level
with the perinatal death event in hierarchy, since, as it appears from the interviews, its
influence and effect cannot be separated and disregarded concerning the level of emotional
involvement and potential professional responses. While the effect of the personal life
element was not taken into consideration as a possible influence when planning the research
activity, it must be recognised how essential it is to offer responses to this emerging need in

order to facilitate optimum professional performances.
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Figure 3. Conceptual framework of chronic professional loss experiences

Proposals for future education, research and policy making solutions

The research results have indicated the directions concerning what intervention strategies
could be implemented to achieve optimum performance in perinatal bereavement care and
adequate support for healthcare personnel. On the basis of the findings, it is possible to
propose possibilities for a continuing education programme with a focus on skills,

competencies development as well as support for HCPs, for future research activities to



further investigate the effect of perinatal death events on the care-providing staff and last but
not least, considerations for policy measures of national perinatal bereavement care
guidelines.

The overall objective of the proposed Perinatal Bereavement Care In Everyday Practice
continuing education programme is to outline the most important elements of optimum
bereavement care in a small group (max. 15 participants) setting within the arch of a one-day
training programme. The target audience involves any HCPs related to perinatal working
contexts, from national and private healthcare services simultaneously. In the planned course
programme relevant information regarding prevalence and causes, psycho-social aspects of
perinatal bereavement, national and institutional guideline recommendations and their
adoption to local realities, bereavement care possibilities are as accentuated as the emotional
effect and burden perinatal loss events may convey for the care-provider personnel.

Further research, using the findings of the present one, should be implemented, with
quantitative and qualitative methods, to investigate the potential prospective aspects of the
PhD research.

Nationally available guidelines in perinatal bereavement care may guarantee a minimum
standard of provided support for families facing perinatal loss all over the country’s
healthcare institutions, regardless of their level or their geographical position. With the
renewal and update of the currently available guidelines from 2010 national perinatal
bereavement care minimum standard recommendations should propose measures regarding
care characteristics and tasks, local, institutional facilities for care, perinatal bereavement care
team or reference specialist among staff members, with definition of tasks and
responsibilities, bereavement care options, administrative and social support and, last but not
least, staff support (organisational formal and informal options, both educational and

psychological skills and competencies development options).
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5. CONCLUSIONS

The main objective of the PhD research has been the study of the emotional involvement,
encumber of healthcare professionals when facing perinatal events with adverse outcome, by
exploring the underlying practice-related ethical, legal and guideline factors together with the
personal psychological challenges.

1. During the analysis in Hungarian and Italian healthcare organisations it was possible
to identify the legal measures in both countries which provide the legal framework of the
death events during pregnancy and child-bearing. In both studied countries the same
possibilities are available for the families who lose their children in the early periods.
Perinatal bereavement care guidelines on a national level are not available in Italy,
institutional protocol measures provide a frame in specific healthcare institutes only. In
Hungary a policy formulated in 2010 is waiting to be revised, yet it is still not widely known
among the professionals working in perinatal fields. The possibly harmful, negative impact of
the adverse outcome events on staff has already been acknowledged, however, the available
guidelines do not formulate recommendations for support and self-care.

2. Due to multifactorial differences, related to relevant knowledge of legal possibilities,
guideline recommendations, theoretical knowledge regarding death and dying, and to the
recognition of the importance of perinatal bereavement care and institutional facilities,
differences can be identified concerning institutional practices in perinatal or intrauterine
infant death, especially in burial and bereavement opportunities. No general perinatal
bereavement care frameworks are available in the studied countries, but good examples and
growing awareness of its importance can be identified.

3. For healthcare professionals, working in perinatal departments, the experience of
perinatal and intrauterine death is an emotionally and professionally demanding task, they
face challenges in providing adequate care, being able to say the right words at the right time,
moreover in coping with their own feelings. Especially traumatic experiences (intrapartum
death or stillbirth, losing a twin, while the other survives) generate intense professional and
psychological requirements. A better management of the cases could be provided with proper
skills and competencies development, thus easing the mental and psychological burden.
Referential bereavement care team or specialist with defined tasks and responsibilities could
potentially ease staff’s emotional impact and facilitate care providing.

4. The institutions which formulated a local protocol for perinatal bereavement care, with

the contribution of their own personnel, have adequate support means, whereas where no local
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protocol or national guidelines are followed, support options are largely limited by the attitude
and attention of the HCPs, with important inadequacies. A regional or national framework,
which also allows local adjustments on the basis of available facilities, a minimum standard
may guarantee optimum care potentials on all levels of healthcare. With organisational
support and continuing education opportunities local bereavement care teams, with clearly
defined tasks, could contribute to the provided care. The identified ‘one-person care’
examples represent the core of the support.

5. In both countries the lack of organisational responses to support staff, in both formal
and informal channels, limits the self-care measures of professionals, they need to find own
strategies of elaborations and coping, in adaptive and maladaptive ways, depending on their
own personal choices and possibilities. The presence of the psychologist at the department
may offer informal help, in the context of a more friendly collegial relationship. The informal
discussion between colleagues is limited by the available time and their busy schedule.

6. Personal loss experiences precondition the attitude and the provided support healthcare
professionals demonstrate in perinatal death cases, the non-elaborated private grief may
negatively impact the required professional behaviour patterns, regardless of working
experience, specialisation or nationality. Education programmes in thanatology and individual
support solutions may proposition alternative means to resolve the conflict between personal
life and professional self-standards.

7. Personal loss experiences, especially if not elaborated, can be of high influence as a
component of personal element in secondary trauma for HCPs. The elements related to
professional and personal attitudes mutually affect each other, enhancing each other’s effect
as well. The experienced secondary trauma will bear more serious consequences regarding
higher risks of compassion fatigue and burnout.

8. On the basis of the research results, the studied international guideline measures, and
formative training programmes proposals to a continuing education programme, to future
research activities and to national guidelines of minimum standards in perinatal bereavement
care regarding the required up to date information, skills and competencies and support for
staff could be made, offering alternative ways for personal and professional development and

optimum care.
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