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Objective The birth of a premature or critically ill newborn can be a traumatic event for
the entire family. In these situations, the neonatal intensive care unit (NICU) diary is a
relevant coping intervention to support family members. However, a profound theoretical
concept is lacking, and there is little evidence about how it is applied by nurses in clinical
practice. Therefore, this study aims to investigate how NICU diaries are used by nurses to
support family members cope with their experiences and to develop an evidence-guided
and theory-based framework for conceptualizing diary usage in the NICU.

Study Design A qualitative study design containing 12 narrative interviews with
nurses from six different hospitals and two focus group interviews with nine parents
from two different hospitals was chosen. The qualitative data were analyzed via
content analysis inductively and separately and brought together via graphical coding
in a second step.

Results Four main categories emerged from the analyzed data to describe the NICU
diary in nursing practice. Regarding diary (1) “usage,” three different types of NICU
diaries were identified, which seem to be established largely intuitive. The (2) “content”
is constituted by the diary’s title, introduction, textual, and nontextual components.
Taking into account the diary (3) “function” for the parental coping process, three
subcategories emerge: (a) strengthening the parental role, (b) supporting understand-
ing of events, and (c) bringing joy and normality to the situation. (4) “Challenges”
address an appropriate writing style, the reading of parental entries by nurses and
limited resources. Based on these results and taking into account relevant literature, a
framework for conceptualizing NICU diaries was developed.

Conclusion NICU diaries show great potential to support the parental coping process.
Nevertheless, diary conceptualization should be based on a theoretical framework to
clarify its usage for nurses and parents.

» NICU diaries are an established intervention used by nurses to support parental coping.
* In nursing practice, different types of NICU diaries emerge.

» Writing styles, content, and reading of entries are reported heterogeneously.

» A conceptualizing framework for NICU diaries is needed.
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Premature birth and the infant’s admission to a neonatal
intensive care unit (NICU) can be a traumatic event for the
entire family.'~3 Studies show that up to one-half of family
members of admitted children suffer from postintensive care
syndrome family, abbreviated as PICS-F. PICS-F “refers to the
acute and the chronic psychological effects of critical illness
on the family of the patient and includes the symptoms that
are experienced by family members during the critical illness
as well as those that occur following death or discharge of a
loved one from the [N]ICU.”* The symptoms are sleep dis-
turbances, posttraumatic stress, personal or family conflicts
during and after treatment, or depression®~’ and can last for
years.® Furthermore there is a risk that PICS-F can negatively
affect parent-child interaction and attachment.®~'" In addi-
tion, the need of treatment can demand considerable human
and financial resources from the health care system.'?

Coping is a dynamic process during stressful encounters
or situations. It is performed problem- or emotions-fo-
cused'® and when being effective encourages parents to
react health-promoting for themselves and their infant.'*
One nursing intervention to support family members coping
with the intensive care unit (ICU) stay is the ICU diary."'® An
ICU diary can reduce posttraumatic stress disorder, anxiety,
and depression in relatives.'” This coping intervention has
become increasingly established in NICUs, too.''?

However, the question arises whether the ICU diary
concept, originally designed for adult patients of an ICU,
can be directly expanded to the NICU for relatives of prema-
ture or critically ill newborns.

As described by Pavlacic et al?® diary writing is an
intervention to help parents organize their intimate
thoughts and feelings. However, we do not know whether
additional entries by nurses or other caregivers—as it is
common for ICU diaries?' —could violate the privacy of family
members. Moreover, a study by Perier et al?? showed that it
can be challenging for caregivers to read the touching entries
of patients’ relatives, especially if they do not know how to
deal with them. Based on reports of experiences with the
NICU diary, a setting-related concept is assumed.'®1%-23
However, to the author’s knowledge, there is no overview
of how NICU diaries are established in clinical practice and
how different forms of diaries affect parents in coping with
their experiences.

Therefore, the aim of this study was to investigate the
NICU diary in Germany, as well as its meaning for parental
coping. This leads to the research question: (1) How is the
NICU diary established by nurses? (2) How can a diary help
family members cope with their NICU experiences?

Materials and Methods

Study Design and Methods

A qualitative exploratory design considering a two-step
approach was conducted based on a study protocol and
scientific standards.?* The two-step approach consisted of
(1) narrative interviews with nurses followed by (2) focus
group interviews with parents whose newborns were ad-
mitted to the NICU.
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The interviews were conducted via telephone or video
conferencing software (depending on the preference of the
interviewee). There was no contact to the interviewees prior
informed consent.

1. The qualitative narrative interviews were performed
according to the procedure for qualitative interviews
described by Rosenthal and Loch.?> The first two inter-
views were used as a pretest and resulted in minor
adjustments. The narrative interview procedure was cho-
sen to achieve a comprehensive insight into NICU diaries
established by nurses.

2. The qualitative guideline-based focus group interviews
followed the procedure described by Misoch.?® The inter-
view guideline was developed according to the four
quality criteria of focused interviews identified by Merton
and colleagues (1956) in Hopf.?” For each group interview,
parents from different hospitals were brought together to
stimulate exchange about their experiences and which
concept of the diary they would prefer.

Recruitment of Participants

For the narrative interviews with nurses, homepages of all
NICUs throughout Germany?® were screened in July 2020 for
using an NICU diary. The first contact was made via the head
of nursing management of the respective clinic by e-mail,
and further contacts were made with the clinic and/or ward
management who were asked to distribute the information
material on participation in the interviews to their nursing
teams. Regarding the interviews with parents, the associated
follow-up care facilities of these hospitals were asked to
inform and recruit parents. To avoid undue burden on
parents, only those who met the inclusion criteria
(=Table 1) should be asked to take part in the interviews.
To have as little inconveniences as possible with the recruit-
ment by distribution of the information material, ward
managers and follow-up care facilities were not asked to
document the number of nurses and parents asked to
participate in the interview. =Supplementary Material 1
(available in online version) shows the details of the recruit-
ing process.

Data Analysis

The interviews were transcribed in full on a rule-governed
basis.?®30 Field notes were made for each interview
tremscript.31

Table 1 Inclusion criteria for group interviews with parents

Parents, ...

» who had received a diary during their child’s admission to
the NICU

who lived in a stable family situation (e.g., no obvious
problems in partnership, no major problems with the
siblings)

whose newborn had been discharged home healthy
after the NICU stay

who were of legal age

who spoke the German language fluently

Abbreviation: NICU, neonatal intensive care unit.
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Data analysis using the software MAXQDA 2020 followed
the rule-guided steps (determining the coding unit, para-
phrasing, generalizing to the level of abstraction, first
reduction, second reduction, formation of a category sys-
tem) of the qualitative content analysis according to Mayr-
ing.32 Both datasets were analyzed independently, taking
into account an inductive approach. The synthesis of the
results was done in a separate analysis step via graphical
coding based on the main categories of interviews with
nurses. Combined results were presented in tabular form.
Data saturation®> was achieved after analysis of three-
quarters of the interviews, as no new main categories
were identified.

Ethical Considerations

For the interviews with nurses local permission was
requested and granted by the nursing management and
the nurse in charge of the NICU. For the interviews with
parents an ethical review was requested and approved
(2020-655-f-S). An informed consent was secured in accor-
dance with the Ethical Code of Nursing Research of the
German Society for Nursing Science>* by participating
nurses and parents: both received written information about
the research project and the possibility to contact the
researcher for further question before they agreed to partic-
ipate. Privacy and confidentiality were ensured by pseudo-
nymization of files, anonymization of prepared data, and the
option to revoke participation at any time prior to anonym-
ization of data.

Results

Participants

A total of 12 individual interviews (npuses = 12) were
conducted with 2 male and 10 female nurses (N1-N12)
from six different NICUs (see =Supplementary Material 2,
available in the online version). The interview duration
varied between 28 and 74 minutes (M = 44). Four of the
clinics state on their homepage that they work according to
concepts of developmental care. Two of them also report
implementing a family-centered concept. Five of the six
clinics indicate that they train parents in the care of their
newborn during NICU stay.

All participants were registered nurses specialized in
pediatrics. The professional experience ranged from 4.5 to
30years (M =16). Experience in using the NICU diary existed
for 3.5 to 15 years (M = 7.6), although two participants could
not give any information about the time of implementation
of the diary. All diaries had paper form and were
handwritten.

In addition, a total of six mothers (M1-M6) and three
attendant fathers (F1, F3, F4) took part in the two focus group
interviews (Nparents =9). The interview durations were 56
and 70 minutes.

Their infant’s births occurred between October 2017 and
July 2020, so the NICU stay was a few weeks to 3 years ago at

the time of interview. The infants were born between 26 and
30 weeks of gestation and all weighed less than 1,500 g. They
were treated in two of the five eligible hospitals. No parent
dropped out of the interview due to severe psychological
stress.

In total the four main categories NICU diary (1) “usage,”
(2) “content,” (3) “function,” and (4) “challenges” were
identified. With regard to the research question, the results
are presented from the nurses perspective supplemented by
the parents’ view.

1. NICU diary usage: three types of NICU diary

The category “usage” includes all nursing actions or
specifications for issuing or keeping the diary in everyday
nursing routine as well as the way parents are handling it.
The analyzed data show that depending on the main respon-
sibility for diary writing in nursing practice three different
NICU diary types emerge. A detailed overview of similarities
and differences of the diary types is given in =Table 2.

Nurses’ Perspective
All diaries are initiated by nurses at the infant’s admission to
the NICU, further “usage” varies between settings.

Type I remains at the patient’s bedside throughout the
entire NICU stay and is written mainly by the nurses with the
possibility for parents to participate (N1, N2, N4, N9, N12).In
type II, parents are free to decide whether they want to keep
the diary on their own after the initial input of the nurses or
whether the nurses should participate in it, too (N3,N11, M1,
F1, M2, M4, F4). Characteristic for type Il is a handing over to
the parents in the first days of the infant’s life after initiation
by nurses through one or more entries (N5, N6, N7, N8, N10,
M3, F3, M5, M6).

Introductory talks about the NICU diary are occasionally
mentioned by nurses and parents. Nurses who have more
detailed conversations with parents explain about the re-
sponsibility for the diary and that it is kept for the infant with
the possibility for parents to process the NICU events (N2).
Others hardly explain anything about the diary, even if the
parents indicate difficulties in dealing with it:

Then [the parents] naturally say: “What should I write
down?” Then I say: “Either the daily routine, your feelings,
what you did ... like writing in a diary [...] But I won’t really
say more about it, that’s their own [responsibility]” (N8).

Parents’ Perspective

Diary usage from parents perspective involves two main
activities: writing and reading the NICU diary. Regardless
of the diary type, there are both mothers and fathers who
take part in the diary writing. Reasons for writing can be
based on the more frequent presence with the infant (M2,
M5, M6), a preference for writing (F4), or the attribution of
writing skills by the partner (M1). In some cases, the other
partner keeps the writer company, so that both parents are
involved in the writing process (F1). Shared authorship is
also possible (M3, F3).
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responsibility for diary writing, own presentation

Table 2 Overview of the characteristics of the identified neonatal intensive care unit diary types depending on the main

NICU diary type
Responsibility |
Nurses
Categories of usage

Premature child <32 WG
Newborns in need of
intensive care

Target group

Level of participation of Nurses write continuously
nurses during the NICU stay

No specification

1l
Parents supported by
nurses

[l
Parents

Premature child <32 WG
Newborns according to
individual case decision

Premature child <32 WG

F f i
requency of entries Tx/day

Craft materials such as
colored paper, cardboard,
stickers, punches and
stamps have become
established

Creative design of entries

Writing perspective Optional

Simple language,

(i) S no medical jargon

Reading of parental entries Yes

Newborns in need of
intensive care > 1 week

All preterm infants with a
positive prognosis

Initiation through initial
entry Further participation
at the request of parents

Initiation through first entry

Isolated participation of
individual nurses

No specification No specification

First entry is decorated

No
No
. First person perspective of
Optional the nZwbornp P
Simple and cute
Optional language, no medical
jargon
No
Partially -
Partially

Abbreviations: NICU, neonatal intensive care unit; WG, weeks of gestation.

Note: - - - Marks NICU-specific differences within a diary type.

Handing over snapshots of the infant to the parents can
motivate them to write diary entries:

And when they took pictures and put some of them in the
diary, [...] that was a bit of an incentive, [...] to write
something directly about the day (M2).

Not seldom, the first diary entry of nurses is seen as a
model that encourages diary writing from the infant’s first-
person perspective, which is experienced as very beautiful,
but also demanding (M1, M3, F4, M5, M6). Writing from the
parents’ perspective (M2) or using bullet points (F3) was also
reported. Sometimes parents use their mobile phones to
record information about the infant promptly and correctly
(M1, M4, M5). However, having the diary in paper form has a
special meaning to the parents (M1, F3, M4, F4, M5). In one
particular case a couple was inspired by the NICU diary but
designed their own one (M4, F4). In retrospect, parents
report that diary writing can decrease over time (M1, M2,
M3, M6).

Reading the diary takes place during and after the NICU
stay. During the time in the NICU, reading the first diary entry
was described as particularly touching (F1, M2, M5). After
discharge, there are parents who do not look at their NICU
diary much (F3, M5) and others who enjoy reading the diary,
whereby special days such as World Prematurity Day or the
infant’s birthday can encourage rereading (F4, M3).

American Journal of Perinatology © 2023. Thieme. All rights reserved.

One mother is deeply moved by diary entries even years
after the birth, so that it’s impossible for her to read them
aloud to her infant (M1).

Regarding reading by nurses, there are parents who knew
that their diary was read, but this was not equally clear to
everyone. The basis for reading parental entries is a trusting
relationship:

They [the nurses] were also leafing through it from time to
time. But we found it totally ok because we got along with
most of them really well (M1).

In contrast, some parents cannot imagine making their
NICU diary accessible (F3, M6):

Little pictures [...] from the nurses - just nice, [...] but the
diary belongs to the parents (laughing)! (M3).

Others consider it a valuable approach (diary type III):

I think that it would actually be important if they even read
it CONSCIOUSLY, [...], because then they simply learn better
from the parents what is important to whom, [...]. To ONE
only data, numbers, facts are important and the OTHER is
perhaps more emotionally burdened, then one can probably
intervene better or simply give help (M5).
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Table 3 Overview of the contents of identified NICU diary types, own presentation

NICU diary type
Responsibility |
Categories Nurses
of content

Material shape Flexible ring binder

Poem or photos of
the setting

Name and photo of

Introduction .
the infant

Initial care and
people involved

Milestones and
positive experiences

Regressions and
negative experiences

Parents’ feelings

Textual elements

Photos of the infant
and setting,
postcards, letters,
pictures, bag with
souvenirs

Non-textual elements

Parents supported by 1

Parents
nurses
Booklet Booklet
Name and photo of the
Name and photo of the child
infant

Initial care and people

Initial care and people involved

involved ]
Footprints

Milestones and positive Milestones and positive

experiences experiences
Regressions and negative Regressions and
experiences negative experiences

Photos of the infant and

setting, pictures of siblings Nurses hand over

photos to parents for

Weight curve the diary

Abbreviation: NICU, neonatal intensive care unit.
Note: - - - Marks NICU-specific differences within a diary type

2. NICU diary content: textual and nontextual
components

The category “content” includes the diary’s external ap-
pearance, structure, textual, and nontextual components.
Overall, it can be seen that the NICU diary types are similar
in terms of the content described, although the integration of
nontextual elements seems to be more common for types I
and II (~Table 3).

Nurses and Parents Perspective
One aspect of the external appearance of the diary is its “title.”
Here, different designations emerge: “premature baby diary,”
“diary,” or “intensive care diary.” One nurse stresses that the
title should not refer exclusively to preterm babies, as it would
exclude mature babies who receive NICU treatment (N1).

The structure of the NICU diary consists of an intro-
duction and subsequent entries. Across all types, the
diary is started by the infant’s name and a photo, as
well as information on primary care. Hereby, parents
receive information about the infant’s situation and get
positive feedback on their parental behavior (N1, N3, N7,
N8, N11). Furthermore, depending on the setting, the
introduction is supplemented by an introductory poem
(N2) or photos of the NICU with explanations of the
equipment or footprints of the infant (N1, N2, N4, N8,
N12).

Textual elements refer to milestones and positive expe-
riences (N1, N4, and N11), regressions and negative events
(N3, N12) as well as the presumed state of mind of the

parents (N1, N12), whereby some diaries are free to create
(N1, N3), others have prestructured pages (N5, N11). It is
noticeable that some of the parents report on progress and
regression (F3, M5), whereas others need time to write about
negative events (M6), mention them shortly (M2) or omit
them altogether:

So what I didn’t write in at all were steps backwards, [...]
don’t want to write that in there because it was somehow
very stressful (M1).

Nontextual elements of the diary are photos of the infant,
charts that record the infant’s data (e.g., the weight), painted
pictures of siblings, postcards and letters from relatives, as
well as a pocket integrated into the diary for collecting
mementos (N1, N3, N6, N11, N9).

3.NICU diary function: strenghtening the parental role,
supporting understanding of events and bringing joy
and normality to the situation

The category “function” of the NICU diary includes strat-
egies used by nurses or parents with positive effects on the
family members’, especially the parents’ coping process. The
consequences expected or hoped for by the nurses are taken
into account as well as positive effects described by the
parents.

During the analysis process, the individual diary types
were considered. Three main functions could be identified,
which are covered by each diary type, although in different
amounts. ~Table 4 describes to what extent the identified
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This document was downloaded for personal use only. Unauthorized distribution is strictly prohibited.



Nurses’ and Parents’ View on Neonatal Intensive Care Unit Diaries Willmeroth

functions of the diary are achieved through different forms of
usage and by which group of people (nurses or parents) this
perception is expressed. The following explanations illus-
trate this by way of example.

a. Strengthening the parental role

Nurses highlight joint activities between parents and
infants as particularly positive in their diary entries:

Table 4 Subcategories of the main category neonatal intensive care unit diary (3) “function,” own representation

1. Strengthening
the parental role

Identified function of the NICU Diary

persons

Showing parents how
to respond
appropriately

Nurses writing

Showing parents that
they are perceived in
their role

Creating memories for
child and parents

Building appreciation

Being a medium of
communication

Parents writing

Giving a task when
feeling helpless

Acting group of

Achieved through
Nurses

Highlighting joint activities
between parents and
infants by focusing on
actions where parents
respond appropriately to
the infant’s need

Addressing the parents as
“Mum” or “Dad” X

Giving detailed information

about what happened in X
the NICU

Expressing sympathy to
the parents

Talking to the infant
through the diary, X
expressing one’s thoughts

and feelings

Being encouraged in
writing the diary on a
regular basis (at a self-
determined interval).

Reported by

Parents

2. Supporting
understanding of
events

Informing about the
infant’s situation

Nurses writing

Identifying the need for ~ Nurses reading
counselling

Sensitizing the nurses

Reducing Nurses
misunderstanding and  communicating
unnecessary worries

of the parents

Gaining an overview of  Parents writing
the situation

Parents reading

Writing diary entries about

events when parents

weren't present or by

explaining medical X
equipment or procedures

in more detail and easy

language

Analyzing parental entries
on further need of
clarification, need for
counselling, a doctor’s
consultation or
psychological care

Identifying content that
encourages or comforts
parents, thus enabling
them to tailor their posts to
parents’ needs

Talking to the parents
about discrepancies
between the actual
situation and parental
interpretation read in the
diary

Concretizing and

organizing their thoughts X
through writing

Reading informative

entries when a lot of

information has to be
absorbed

American Journal of Perinatology © 2023. Thieme. All rights reserved.
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3. Bringing joy and Bringing joy to the
normality to the parents
situation

Giving courage and
confidence

Strengthening parents
by stimulating
involvement of family
and friends

Instilling confidence

Nurses writing

Parents, family and
friends writing

Parents, family &
friends reading

Designing creative
and colorful diary
entries by using
stickers or making
footprints and thus
setting a counterpoint
to the clinical-
technical environment

Presenting photos

and reports from the

infant’s perspective X X
about positive events

on the NICU while

parents were absent

Highlighting the

infant’s developmental

steps in general to X X
give parents courage

and confidence

Encouraging others to

write in the diary,

integrating them into

the situation and

strengthening the X
parents through

positive

encouragement and
congratulations.

Reading about past
developmental steps X X
of the infant

Seeing footprints and
photos of the infant

Abbreviation: NICU, neonatal intensive care unit.

So from the infant’s perspective, it’s described as [...]: “I'm
glad that you're heredad...”[...] and then when it goes out for
bonding: “Oh, it’s nice to lie on your breast again mum...” and
“... your breast milk tastes so good” (laughs) (N8).

Being addressed as Mom or Dad shows parents that they
are perceived in their parental role by the social environment
of the NICU. One father reports that reading the first entry
helped him quickly bond with his infant (F3).

Nurses of all NICU diary types strive to create memories
for the parents. It is reported that there are infants who are
intensively interested in their diaries at a later time (N1):

Our daughter, who has now turned three, is very interested
in the photos and to hear [...] Why did she look like that?
(M1).

In order for parents to grow into their parental role, it is
important to be perceived by the social environment as
mothers and fathers, to build a social relationship with their
infant, and to respond appropriately to the newborns
needs.>>=37 Therefor the identified functions are summa-
rized under the subcategory “strengthening the parental
role.”

b. Supporting understanding of events

The nurses mention that writing by parents seems to help
them to concretize and organize their thoughts as well as
gain an overview of the situation (N6, N2), which is con-
firmed by parents:

Writing also helped a bit, first to review the day and to think
again about what really happened, what we did today (F4).

One mother even ascribes a therapeutic function to the
diary writing:

Really as therapy, to write down what you experienced
every day, to be able to process it a bit better, simply because
it was so much (M2).

Some nurses appear impressed by how openly and
honestly the parents communicate with them indirectly
through the diary. This sensitizes the nurses to under-
stand the needs of parents and in individual cases iden-
tify the need for counseling, a doctor’s consultation, or
psychological care (N3, N9) and is valued by parents, too
(M1, M2):
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We have parents who are very quiet, [...] [but] when you
read [...], you think: “Oh, wow, what'’s going on in their
minds” [...] - what they can’t express is written down and
you can pick up on it (N9).

c. Bringing joy and normality to the situation

Nurses design NICU diary entries creatively and colorfully.
They photograph particularly cute situations of the infant
and are thus setting a counterpoint to the clinical-technical
environment. One nurse who initiated a diary of type I
reports:

We only had these checkered sheets, then I started with
stickers and I brought colorful paper and at some point, that
got out of hand, so that we now have this handicrafts
corner! (laughs) (N4).

A reduced feeling of having missed out on the infant’s life
due to the parents’ absence is reported if there are photos
and areport in the diary from the infant’s perspective, so that
the situation can be followed despite the enforced separation
(N4).

Moreover, the diary allows other family members to be
involved. This is considered valuable especially under the
visiting restrictions due to the coronavirus 2019 crisis (N3).
One couple even printed the diary for close family members
and friends. They valued the ability to “catch up on the
missed time” (M4) by reading the diary.

Integrating childlike elements into the NICU’s daily rou-
tine through the diary, closely following the infant’s devel-
opmental steps and allowing siblings and other relatives to
participate in the infant’s birth can be a way for parents to
bring some normality into the stressful situation. These
functions are therefore summarized under the subcategory
“bringing joy and normality to the situation.”

Overall, it appears that the majority of identified func-
tions of the NICU diary can be observed, at least to some
extent, in each of the three diary types. Two of the biggest
differences seem to be how much or over what period of time
parents receive information about their infant from the
nurses through the diary and to what extent nurses read it
and derive consequences from what they have read. The
function of giving information through the diary is hardly
pursued in diary type [ll in favor of parental privacy. Here, the
parental writing process as a coping-strategy is highlighted.

4. Neonatal Intensive Care Unit Diary Challenges: Ap-
propriate Writing Style and Reading by Nurses

Nurses’ and Parents’ Perspective

In addition to the positive functions, nurses and parents also
mention challenges in using the NICU diary. One is writing
appropriate diary entries for the parents by nurses (N1):

Maybe [1don’t keep it much] because it’s public (laughs)[...]
because you could trace it back to my writing [...] I
personally find [writing] incredibly difficult from the
infant’s perspective (N6).

American Journal of Perinatology © 2023. Thieme. All rights reserved.

Writing about particularly critical situations can be chal-
lenging for some nurses (N9), for others it has a healing,
sometimes even therapeutic (N4) character. Parents get
around the difficulty by not recording unpleasant develop-
ments in the diary (M1) or only writing about them after a
few days (F3).

However, not only writing, but also reading diary entries
can be stressful. If nurses do not have a professional intention
for reading parents’ entries, they sometimes feel like
intruders (N4, N5). Even though some parents report that
there is no content in the diary that is unpleasant to read (F3,
M5, M6), some of them tell elsewhere that reading churns
their feelings (M5, M6) and could be “insanely emotional,
really bad” (M5).

Another challenge could be the strongly defined structure
of the diary, e.g., through developmental milestones. These
are appreciated by parents (M5), but also lead to parents
whose infant deviates from the usual development or even
dies not receiving a diary from the nurses because they
consider it inappropriate (N6):

At the end of this book is: “Yay, I get to go home!” and of
course it is also incredibly difficult to take this page out, [...]
because it is a bound book (N5).

As a further challenge, nurses report a lack of acceptance
sometimes by parents or more often in the interdisciplinary
team:

The doctors are also required to write in there, but nobody
does it. [They] only ever see it that way, that’s tinkering, we
have nothing to do with it (laughs) (N4).

Finally, insufficient resources, e.g., for printing adequate
photos or not handing over diaries to each patient can
complicate dealing with the NICU diary (N1, N5). If parents
are openly informed that nurses do not have time to write
diary entries due to a high workload, they seem to accept this
quite well (F1, M2, F4). However, it seems to be problematic if
mothers compare their diaries with one another and differ-
ing participation by nurses is noticed:

But on the other hand it’s “dangerous” [...] [when] mothers
then meet and talk to each other and it’s like: “Are you
something better?!” and then I said to the other mum,
because she was really hysterical [...] that I was sorry for
her, but I guess there’s a difference, [...] you stayed a week
and we 103 days in the end (M5).

To summarize the results and answer the question (1)
How is the NICU diary established by nurses? data show three
different types of NICU diary depending on the responsibility
for diary keeping with mostly similar contents. Challenges
include formulation of appropriate diary entries, reading of
parental entries by nurses, and limited resources.

Addressing the research question (2) How can a diary help
family members cope with their NICU experiences? three
functions (a) Strengthening the parental role, (b) Supporting
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understanding of events, and (c) Bringing joy and normality
to the situation are achieved, addressing different coping
strategies. They are covered by each NICU diary type, al-
though to a different extent, depending on the conceptual
usage of writing, reading, and communicating.

Discussion

Currently, the NICU diary established by nurses is no rigidly
used intervention but a flexible tool to support the parental
coping process, as is reflected in a recent review.?> Therefore,
in practice, more than the identified three types may emerge
over time. Even if it’s used profitably, it lacks a theoretical
foundation that systematically describes the addressed (3)
“functions” in context of the coping process covered by
different ways of writing, reading, and communicating
depending on diary (1) “usage” and (2) “content.” The
described (4) “challenges” show that there is need of clarifi-
cation on how to conceptualize diary writing.

Therefore, based on the key findings presented and taking
into account current literature, 23739 3 framework Concep-
tualizing NICU diaries was developed by the author to guide
nursing practice directly at the bedside and maintain a
flexible, setting-related use of the tool (~Fig. 1). To have a
coherent link between the presented results and the pro-
posed conceptual framework, the following discussion will
be based on NICU diary (A) writing, (B) reading and (C)
communicating by nurses and parents.

A. Conceptualizing NICU diaries: writing by nurses

Davidsons (2010) theory of facilitated sensemaking, a
middle-range theory “to be used in the ICU to assist patients’
family members™>” with the aim of preventing PICS-F*°
provides a theoretical framework which can be used to
clarify the writing process of NICU diaries by nurses: diary
entries can support parents if they assist them in making
sense (a) of what happened and (b) of their new role.
“Sensemaking is iterative and must be readdressed as the
patient’s condition changes.”>’

Davidson’s theory suggests that entries can be particularly
meaningful if they describe (in simple language) what is (a)
happening with the infant. The given information also has to
provide a proper interpretation: nurses should prioritize the
information for parents and classify its significance for the
infant’s condition or further treatment. It would assist
parents to appropriately understand the situation if some
more details were mentioned (see =Supplementary
Material 3 for an example, available in the online version).

Parents’ struggles with changing role expectations can be
traumatic.?> This suggests that supporting the adjustment to
the changed parental role could also lead to the reduction of
negative consequences and prevention of PICS-F. To help
parents adjust to their role (b), it is important to show
parents how to perceive and respond appropriately to their
infant’s needs. This can be identified in reports of nurses who
positively emphasize, e.g., bonding or obtaining breast milk.

4 R
Introductory talk
(Responsiblity) WRITING
Follow-up talk
(Getting by/assistance needed)
Final talk
(Feedback)
Conceptuallzmg Parents/Family
Nurses NICU diaries members
I READING T
J
Derived from interviews . According to Davidson‘s (2010) * . According to Surd-Biichele‘s (2013) *® model of Writing-thinking Relatlonshlp Accordlng to Widulle‘s (2009) **
with nurses and parents theory of Facilitated Sensemaking and the concept of Expressive Writing by Pennebaker and Beall (1986) *! intervention "Leaming journal"
G

Fig. 1 Framework of Conceptualizing NICU diaries to support the parental coping process and thus contribute to the prevention of PICS-F in
NICU settings, own representation. NICU, neonatal intensive care unit; PICS-F, postintensive care syndrome family.
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Parents’ reports suggest that positive descriptions from
the infant’s point of view have a particularly touching
character. In order not to further strain the parents’ emo-
tional involvement by describing negative events, the
observer’s perspective seems more appropriate here, as it
follows a more sober style of language, which can make it
easier to cope with the given information.

B. Conceptualizing NICU diaries: reading by nurses

A heterogeneous picture emerges on reading of parental
entries. Some nurses (diary types I and II) seem to consider
the reading as self-evident and inoffensive, especially if
parents were informed about it in advance. In contrast, other
nurses (NICU diary type III) are concerned about violating
parental privacy by reading entries and show a critical
attitude toward it. Both findings are valid aspects mentioned
in current literature for ICU diaries.??

Nurses who seem to be less critical of reading parental
diary entries make targeted use of what they have read:
based on it, they offer individual and family-oriented sup-
port or adapt their writing style to the individual preferences
of the parents. This is why the proposed framework Concep-
tualizing NICU diaries requests an analytical reading of the
parental entries by nurses. It includes looking for misinter-
pretation of events with clarifying follow-up talks and thus
supporting the parental sensemaking process.

Overall, it is hoped that this professional approach to
reading parental diary entries will lead to a lower burden on
nurses and increase the quality of individual parental
support.

However, the present study shows that there are parents
who strictly reject reading of their NICU diary by nurses. This
reflects that reading is a highly sensitive act, which should be
well thought through and purposefully decided upon when
conceptualizing the NICU diary. Additionally, clear commu-
nication to the parents seems indispensable to enable them
to engage with the diary in the way it is actively supported by
nurses. Since it is conceivable that reading of parental entries
by nurses can influence the parents’ acceptance of the diary
in general, a less rigid but more parental-preferred approach
(e.g., diary type Il) seems advisable. A ring binder would offer
the possibility to write diary entries by nurses without
getting access to the diary itself.

A. Conceptualizing NICU diaries: writing by parents

Surd-Biichele®® identifies four processes that are stimu-
lated by diary writing and, based on this, designs the model
of a writing-thinking relationship, which can be seen as
closely related to the sensemaking process.

(1) Writing promotes memory processes. This is also
perceived by the parents and nurses interviewed. (2) Fur-
thermore, writing helps parents to concretize and organize
their thoughts and to gain an overview of the impressions
and situations. This is linked to Surd-Biicheles>® self-forming
processes which can be strengthened as well by the parents
use of the NICU diary as a medium of communication with
the infant. This special significance of the diary as a medium
of communication is also evident in Hofbauer et al.'® (3) In
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addition, parents report that writing helps them to process
the events and even has a therapeutic function for some of
them. This shows a combined form of problem-focused
(sorting, understanding) and emotion-focused (writing the
events off your mind) coping.'>' It gives them the oppor-
tunity to be active and to take on a task. This could be related
to the promotion of self-directed processes and have a
liberating effect.®® Pavlacic et al?® describe a similar effect
in relation to their concept of expressive writing pioneered
by Pennebaker and Beall.*! However, it is considered benefi-
cial to explicitly describe emotionally stressful events, which
some parents rarely or never do. It is possible that differen-
tiated counseling is needed to make this function of NICU
diary writing accessible to them. (4) Surd-Biichele®® already
emphasizes that reflexive processes can be but are not
necessarily stimulated by diary writing itself. Here, reflexive
questions as they were used for learning journals*® or
proposed by Davidson®” can be adapted to the parents
situation to stimulate a reflexive writing process.

Studies on the ICU diary have shown that writing can be
perceived as stressful by relatives if they visit less often than
desired and can therefore write fewer entries than
hoped.*?>*3 Since the parents interviewed reported that
they were usually present in the hospital every day, this
aspect of dealing with the NICU diary is not evident in the
available data material.

B. Conceptualizing NICU diaries: reading by parents

A special feature of reading is that parents can take the
time needed to absorb information, especially about regres-
sions or negative events.

It turns out that filtering information can help parents
understand the situation. For example, by specifically
highlighting the infant’s developmental steps, the nurses
are able to encourage the parents and diminish an exclusively
negative perception of the situation.

Using the diary to reduce misinterpretations by informing
parents not only about the successful outcome of the nurses’
care (drinking a complete bottle meal by the premature
baby), but also about the gradual attempts and favorable
circumstances helps parents to develop reasonable expect-
ations. One nurse observes that this information can have a
calming effect on the parents and relieve them of a negative
feeling if they do not achieve the same successes promptly.

Additionally, the diary acts as a medium of communica-
tion between parents and infant. This can go as far as nurses’
entries being perceived as encouraging statements from the
infants themselves and thus reducing grief.

If parents allow other family members or friends to read the
diary, it can meet their need for information,* facilitate the
exchange for the parents, and support more sensitive feedback,
which can prove helpful for the parents’ processing.

Despite the positive effects of reading NICU diary entries
as highlighted here, it is also important to note that reading
entries, particularly about critical events, can be emotionally
challenging for parents and family members. Herrup et al®
also point out that reading can be perceived as difficult and
painful. However, the pride and joy expressed by parents in
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owning the diary during the interviews indicate that the
positive aspects of the diary outweigh the negative, at least in
retrospective.

C. Conceptualizing NICU diaries: communication be-
tween parents and nurses

A final aspect is the communication between parents and
nurses about the NICU diaries’ (1) “usage,”, (2) “content,”
proposed (3) “function,” and potential (4) “challenges.” Here,
information about the handing over by nurses remains
largely unclear. Interviews with parents show a lack of
information on how to write diary entries, what content
could be mentioned and whether their entries were read. It
seems not totally clear if the diary is a coping tool for them or
(just) a memory book for their infant. In addition, some
parents take the initial entries formulated by the nurses as a
model. However, writing such particularly informative and
affectionate entries is considered very demanding. In addi-
tion, the emotional closeness of the first-person formula-
tions seems to make writing about negative events even
more difficult and can result in an interruption or end of the
writing process. That way, the relieving function of the diary
would be lost. Therefore, an introductory talk should offer
transparency about the aim and purpose of the NICU diary as
a coping tool for parents®. Additionally, information about
the parents' previous experiences with diary writing are
needed to provide them with the necessary support.

Follow-up talks on the NICU diary also seem to take place
rather rarely and only by initiative of individual nurses.
However, they are considered useful to inform nurses about
how parents get on with the diary®. Some nurses report that
talking about parental diary entries is seen in the respon-
sibility of psychologists. Here, the competence of the
individual nurse is called upon to decide where conversa-
tions with them can help to support the sensemaking
process and at which point a therapeutic conversation is
needed. Current research suggests that relatives value
talking about the diary.*>43

Final talks on the diary are not mentioned in any of the
interviews. In contrast to ICU diaries, NICU diaries are often
handed over to the parents after initiation (diary type Il and
III) by nurses, which may lead to a lacking sense of respon-
sibility for the intervention. A final talk at discharge could
be used to get an overall assessment of the parents’ opinion
of the diary. Regular feedback can also reveal strengths and
weaknesses in NICU diary usage. Another aspect to discuss
in a final talk could be the offer to visit the NICU if this is
necessary or desired to process the events at a later time.
This is already implemented several times for ICU
diarjes.!”-21:43

All in all, the explanations show that conversations about
the NICU diary seem to have an innovative character. This

2 In which form and about which contents do the parents/nurses
write? Who has access to the diary? Who reads the entries?
What is the purpose of reading and writing?

b s it perceived helpful? Does it cause stress? Do the parents need
further suggestions on how to write the diary?

calls for a reflection on the way the diary is currently dealt
with. As nurses hardly described theoretical knowledge
about the NICU diaries, there might be a lack of knowledge
to explain the diary in its complexity to the parents and
clarify its objective (coping or memory tool). A training
concept such as the one presented by Huynh et al*® appears
to be recommendable due to its comprehensive and well-
thought-out approach.

Limitations

The present study was based on established scientific meth-
ods and the chosen approach was explained and justified in
detail. To the author’s knowledge, this was the first study that
explored the NICU diary across multiple settings. The sample
size was small (Nqyrses = 12, Nparents = 9), yet large enough for
no new categories to emerge. Additionally, the chosen in-
ductive approach for analysis enabled a comprehensive
insight of relevant aspects regarding to NICU diaries in
clinical practice. The proposed framework was derived
from both an inductive (qualitative data) and deductive
(relevant literature) developmental process and can form a
starting point for theory-building discourses on the appro-
priate usage of NICU diaries.

However, some weaknesses have to be pointed out: The
narrowly defined recruitment period for parents led to
missing interview participants for diary type I. Unfortunate-
ly, a consensual coding31 was not possible, which may
influence the internal validity of the results and limit their
transferability. A communicative validation was not per-
formed due to missing resources.

Conclusion

Results show that the NICU diary as used in clinical practice
is a flexible tool that can achieve different functions
depending on its usage and content. Nurses intuitively
use the diary but only a theoretical foundation allows the
NICU diary to become substantiated and enables a con-
scious reflection and alignment of the diary. If nurses
already have experiences with the NICU diary, these results
can help to reflect on the established concept in nursing
practice.

Future research should address the issue of writing per-
spectives (child or third person) to present positive or
negative information. Furthermore, data on the situation
of siblings are limited, which seems problematic when
considering family-centered approaches. Also, the question
arises if palliative situations need a special form of diary
usage: Which content is needed to cope with deep grief?
How should corresponding diary entries be formulated?
Overall evidence for the effectiveness of NICU diaries in
preventing PICS-F would be desirable and could provide a
reasonable argument for offering diaries to all parents af-
fected by an NICU stay.
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