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1 | INTRODUCTION

The birth of an extremely preterm infant, before 24 weeks of gesta-
tion, is a profound challenge for parents and immerses them into
a multifaceted and often overwhelming healthcare journey. As ad-
vancements in medical science enable the survival of infants born
at earlier gestational ages, caring for these fragile lives becomes in-
creasingly complex.! Extremely preterm birth has been associated
with both long- and short-term disabilities and medical complexi-
ties?™> as well as uncertainty and emotional distress.®” It is crucial
to understanding how parents navigate the healthcare system. It has
been found that preterm parents receive more professional support
although 28% felt that it was insufficient compared to 4% of refer-
ence parents to children born at term age.®

A previous quantitative study, using the same population as the
present article, revealed that parents experienced significant fatigue
and a decline in their satisfaction with care following hospital dis-
charge.9 The current study qualitatively analysed parents' experiences
within the healthcare system following the birth of an extremely
preterm born child, with the theoretical framework of salutogenesis.

Antonovsky's salutogenic theory, focusing on the origin of health®®

even during difficult conditions,'**2

is well suited to experiences like
parenting an extremely preterm born child. An individual's capacity
to comprehend, find meaning and effectively manage challenging life
circumstances® is affected by a person's generalised resistance re-
sources, referred to as resources from here on. Resources are internal
and external factors like social support, access to health care and fi-
nancial stability that contribute to an individual's ability to cope with
stressors and maintain their health. On the other hand, a person is
also affected by generalised resistance deficits, from here on referred
to as deficits. The deficits represent an insufficiency of resources like
lack of access to health care, discrimination, social isolation or trauma.
Deficits can lead to pathogenic impairment processes like health de-
terioration and disease if not balanced by the resources.'>14

This article sought to unravel the intricate interplay between paren-
tal experiences and their expressed resources and deficits during their
healthcare journey. Through an inductive and deductive content analy-
sis, the aim was to analyse the challenges faced by parents of extremely
preterm infants born before 24 weeks of gestation and the potential

buffering effect of perceived resources on the family's health continuum.

2 | METHODS

2.1 | Study population and data collection

This prospective study used data from a questionnaire completed by
parents of singleton children born before 24 weeks of gestation in
Sweden between 2007 and 2018. Children were identified through

Key Notes

e |t is essential to comprehend how parents of infants born
before 24 weeks gestation navigate the healthcare system.

e Parents reported exemplary neonatal care, inconsistent
support and participation, extensive difficulties in relation
to the child's health, and in transition between care levels.

e We recommend national monitoring, family-centred
care, education and support to enable healthcare pro-
fessionals and policymakers to strengthen adaptability
in parents of extremely preterm infants.

the Swedish Registry for Retinopathy of Prematurity and have been
described elsewhere as the TINY cohort study.15 The questionnaire
included questions about parents' characteristics, satisfaction with
care, children's GA at birth and current age, parents' sense of coher-
ence and other factors not analysed in this paper. The surveys were
mailed in June 2022, with a reminder sent in October 2022. Of the
349 parents invited to participate, 131 (37.5%) completed the sur-
vey anonymously. This study specifically analysed responses from
70 participants who provided answers to open-ended questions in
the survey.

2.2 | Design

This study employed an inductive and deductive qualitative design
(Figure 1) with integration and interpretation of the qualitative re-
sults with the salutogenic theory to interpret and deepen the under-
standing of the themes and patterns that emerged in relation to this

complex research question.*

2.3 | Data analysis

Inductive content analysis'® was used to analyse the open questions
and free-text answers to make sense of the data and the whole. The
qualitative analysis was conducted using NVivo 14 (Lumivero, Victoria,
Australia), and the analyses started with making sense of the text as
a whole. Then, open coding was conducted to create coding sheets.
Next, the codes were organised and grouped into sub-categories,
which were classified under higher-order headings. The main cat-
egories emerged by categorising and abstracting the data into an
overarching conceptual category (Figure 2). The first author primarily
performed the analysis but in constant reconciliation with the second
and last author and, later in the analysis process, with the other co-
authors to ensure trustworthiness and credibility.*
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FIGURE 1 Theinductive and deductive qualitative design.
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FIGURE 2 The overarching category
living in a bubble and its subcategories.
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Following the completion of the inductive analysis, relevant the- explored. A conceptual framework was developed by combining
oretical frameworks were considered to enhance the interpretation the inductively derived categories with salutogenic theory, demon-
of the emergent themes and their effects on the family's health. strating their interrelation (Figure 3). Finally, the theory was used to
The identified patterns and how they aligned with, supported or situate the results within a broader context, allowing for a deeper

challenged the salutogenic concepts, resources and deficits were analysis of the underlying mechanisms, processes, and structures
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FIGURE 3 The conceptual model of the integrated results living in a bubble with the salutogenic theory.

TABLE 1 Children's characteristics.

Variable Total N=70
Children
Born in gestational week
21 3(4.3%)
22 12 (17.1%)
23 55(78.6%)
Current age (years) 9.2+3.7
9 (4-16)
Sex
Girl 40 (57.1%)
Boy 30 (42.9%)

Note: Data are presented as mean +standard deviation, median (range),
or number and percentage.

that explained the observed patterns of parents' experiences.
Subsequently, the findings were deductively integrated for interpre-

tation in relation to the theoretical foundation of salutogenesis.

3 | RESULTS
3.1 | Children's and parents' characteristics

At the time of the data collection, the 70 prematurely born children had
a median age of 9 years, ranging from 4 to 16, 57% were girls, and 79%

were born at 23 weeks gestation (Table 1). Of the parents choosing to
answer the open questions in the survey, 74% were females, and the
mean age for the parents was 43 years (range 28-58), 70% had full-time
employment, and 81% were married or living with the child's other par-
ent. Most of the parents were born in Sweden, 81% of the mothers and
84% of the fathers. The mothers (56%) reported university as the most
common education level. However, fathers reported a lower level of

education (40% high school) as their main education level (Table 2).

3.2 | Overarching category and subcategories

The overarching category living in a bubble emerged as an expla-
nation of the parents' experiences of health care after having an
extremely preterm born child born before 24 weeks of gestation.
Living in a bubble was a symbolic image several parents expressed
to describe living in a parallel world centred around the preterm born
child's well-being and care. One parent expressed it this way: ‘I lived
in a bubble for a long time, and only much later, when | understood that
everything would be fine, did | suffer burnout’. Another parent said: ‘I
were like in a bubble, not daring to feel anything at all because | didn't
know if our child would survive or not’. The bubble was a place of limbo,
filled with uncertainty and impotence where the rest of the world
just lived on as if nothing had happened. The families had to watch
the outside from within the bubble and could not participate in the
real world. Living in a bubble was indicated by four subcategories:
best possible neonatal care; support and participation; the child's
well-being; and transition barriers between levels of care (Figure 2).
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TABLE 2 Parents' characteristics.

Variable Total N=70
Parents
Current age (years) 43.1+71
43 (28-58)
Age at birth of the child (years) 33.8+5.9
33(23-47)
Female 52 (74.3%)
Male 18 (25.7%)
Relation to the child
Mother 52 (74.3%)
Father 16 (22.9%)
Other 2 (2.9%)
Employment
Employed full-time 49 (70.0%)
Employed part-time 15(21.4%)
Student 2(2.9%)
Parental leave 2(2.9%)
Unemployed 2(2.9%)
Marital status
Married/living with the child's other parent 56 (80.0%)
Married/living with another partner 1(1.4%)
Live apart 1(1.4%)
Sole guardian 7 (10.0%)
Other 5(7.1%)
Mother born in Sweden 56 (81.2%)
Father born in Sweden 59 (84.3%)
Mother's highest education
Elementary school 3(4.3%)
High school 14 (20.0%)
1-2years after high school 14 (20.0%)
University 39 (55.7%)
Father's highest education
Not finished elementary school 2(2.9%)
Elementary school 8 (11.4%)
High school 28 (40.0%)
1-2years after high school 10 (14.3%)
University 22 (31.4%)

Note: Data are presented as mean +standard deviation, median (range),
or number and percentage.

3.2.1 | Best possible neonatal care

Parents express gratitude for the Swedish healthcare system and
acknowledge and appreciate the exemplary neonatal care. The
overall satisfaction with the care and attention received is empha-
sised, encompassing general care and specialised treatment dur-
ing the admission. The use of terms such as ‘pure professionalism

throughout the neonatal period’, ‘top-notch’ and ‘fantastic’ under-
scored the positive perception of healthcare personnel in neona-
tal care. Explicit mention of the patience and informativeness of
the staff signified a comprehensive and compassionate approach
to patient care by the professionals. The recurring theme of con-
fidence in receiving highly specialised and best possible care
permeates the experiences. The assertion that if the staff at the
initial location could not aid, no one else could, underscored the
high level of trust in neonatal healthcare professionals. Neonatal
units were characterised by round-the-clock supervision and care,
a quality parents positively acknowledged for fostering security
and attention. Positive experiences were enhanced by transparent
communication and assurance that parents were fully informed
about medical procedures and neonatal care progress. The con-
sistently high level of competence and professionalism experi-
enced across different facets of neonatal care, including medical
and nursing care, made the parents feel safe and reassured.

3.2.2 | Supportand participation

On the one hand, the analysis highlighted a predominant theme of
support and active participation, including emotional support, guid-
ance on a preterm born child's needs, advocacy in education and
compassionate care during difficult decisions. The emphasis on feel-
ing respected and involved highlighted the importance of healthcare
professionals' support in facilitating parents' participation in deci-
sion making about their children's care.

On the other hand, parents also provided a critical perspec-
tive based on their experience of a lack of support, information
and participation in later care settings, like primary care centres.
They emphasised the absence of comprehensive support for
parents dealing with the stress and emotional challenges associ-
ated with parenting an extremely preterm born child. The lack of
empathy and understanding, especially in school settings, contrib-
uted to a sense of isolation and distress among the parents. The
metaphorical comparison to being ‘alone in the jungle’ underscored
the perceived lack of support and understanding from the care-
giving and school systems. The findings emphasised the critical
need for parents of extremely preterm born children to have ro-
bust psychosocial support networks and enhanced professional
understanding of the complexities of caring for and living with
the tiniest survivors. One parent stated: ‘In hindsight, | think there
should perhaps have been a psychosocial team to follow-up with
the parents. It is a very traumatic event, and you remain in shock for
a long time’. The post-neonatal care support was criticised as in-
adequate, with parents having to consistently seek information,
understand protocols and guide healthcare professionals in tasks
expected to be handled automatically. It was expressed by one
parent: ‘I found out by chance that | could apply for a care allow-
ance when, about 1.5 years after discharge, a staff member asked how
things were going for us with the Social Insurance Agency and that
type of support’.
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3.2.3 | The child's well-being

How the families perceived care and life, in general, was also af-
fected by the extremely premature born child's health and well-
being. Many children were reported to suffer from significant
health issues related to different factors; neuropsychiatric devel-
opment ‘My child is diagnosed with ADHD, dyslexia, language disorder
and is under investigation for autism’ ‘My child is unable to articulate
speech and communicates solely through making sounds’ ‘My child is
also dyslectic which has made school difficult’, food intake ‘My child
has been tube fed since birth and has never been fed orally’, ‘My child
refrains from consuming any food orally and has minimum water in-
take’, visual perception ‘The child has a severe visual impairment’,
lung capacity ‘Our child has reduced lung capacity’, dental health
‘Several teeth have cracked when my child chewed on something hard.
The explanation we received is that the teeth started to form early,
and that my child's body was stressed’. The consequences of hav-
ing an extremely preterm born child with often multiple adverse
health issues, regarding both physical and psychosocial health,
were described to impact the whole family's health and well-being

significantly.

3.2.4 | Transition barriers between levels of care

The open answers outlined a substantial gap in knowledge and
understanding about the difficulties faced by extremely premature
infants outside of the university hospital's neonatal unit. One
parent stated: ‘Knowledge of extremely preterm infants is still very low
outside the neonatal unit’. There was a deficiency in the knowledge
of healthcare professionals in primary care centres, resulting in
challenges when seeking assistance, and the families felt insecure
in the transition between different levels of care. Consequently,
the transition to lower care levels was overwhelming for parents,
as they needed to establish a relationship with new staff, treatment
routines, new health care contexts and cultures. It was described
by one parent: ‘It was a big step for us parents when the children were
going to be relocated’. The care management paradigm shifted from
being primarily overseen by neonatal staff to increasingly expecting
parents to take on greater responsibility in lower levels of care.
Leaving the hospital was described as distressing, with notable
geographic differences across Sweden. Families' locations greatly
impacted the quality and accessibility of care, highlighting disparities
in healthcare services nationwide. One parent said that: ‘Instead, as a
family, we must accept that it just has to be the way it is when we know
that others have received better care at other hospitals. It completely
depends on where you live’. Although the neonatal follow-up was
deemed satisfactory, parents reported facing challenges such as
seizures, feeding difficulties and balance issues, for which they had to
seek solutions independently. They had to persistently advocate for
the health care they perceived their child needed and were entitled
to. The parents' expressed frustration as they repeatedly had to
explain their child's medical history at new physician appointments,

ACTA PEDIATRICA RYVIE S ey

highlighting a lack of continuity in their care as another transition

barrier between levels of care.

3.3 | Integrating living in a bubble with the
salutogenic theory

The overarching category, living in a bubble, encapsulated the
experiences of families navigating the complexities of caring for an
extremely preterm born child and the associated continuum of health
and well-being. Drawing on the salutogenic theory, this analysis
illustrates how resources and deficits significantly influenced
families' progression along the health continuum (Figure 3).

According to salutogenic theory, the sense of coherence in fam-
ilies is influenced by the dynamic interplay between resources and
deficits. Resources, compass biological, material, and psychosocial
resources and function as protective factors that facilitate the fami-
ly's ability to perceive life as comprehensible, manageable and mean-
ingful.''® These resources are integral to salutogenic motivational
processes that promote adaptability and the family's health.* In this
study, parents consistently identified best possible neonatal care as
a significant resource that reinforced comprehensibility. The high
standard of neonatal care enabled families to manage the complex
stressors associated with preterm birth more effectively. It provided
a foundation that buffered their capacity for coherence in the face
of adversity and promoted salutogenic motivational processes that
enhanced health and well-being.

The subcategory support and participation occupied a complex,
intermediary position on the health continuum. Effective participa-
tion and support characterised by meaningful inclusion in decision-
making processes and involvement in the care of the preterm born
infant could act as buffering resources fostering a greater sense
of manageability and meaningfulness. Conversely, insufficient or
inconsistent participation and support may introduce deficits, di-
minishing the family's perceived control over the situation and po-
tentially undermining their adaptability and family health.

Other key identified deficits included the child's fluctuating
health and transition barriers. These deficits obstructed the family's
ability to effectively utilise available resources, maintain coherence
and adapt to stressors. The deficits contributed to pathogenic im-
pairment processes, diminishing the family's capacity to view their
circumstances as comprehensible, manageable, and meaningful and
adversely affecting adaptability and the overall health and well-

being of the families.

4 | DISCUSSION

4.1 | Main findings

The integrated results revealed that parents described profound dif-
ficulties following the birth of their extremely preterm born infant.
It affected the strategies available to an individual to cope with life's
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challenges and tension effectively. A diminished sense of manage-
ability emerged when individuals perceived a lack of control or in-
fluence over their life circumstances.’’ The experience of parenting
extremely preterm born infants was characterised as living in a bub-
ble with comprehensive neonatal care and varied access to support
and participation. At the same time, they had to manage a preterm
born child with disabilities and medical complexities, and they en-
countered significant barriers between care levels. Starke et al.?°
presented compliant results, from a long-term perspective, where
parents of extremely preterm born children expressed profound ef-
fects on the family life, where healthcare professionals could serve
as an essential support to feel safe in the roller coaster bubble they
perceived they were living in.?° Syltern?! advocated for the inte-
gration of parental involvement in decisions regarding life support
when the optimal course for the child's well-being was uncertain,
particularly when such decisions profoundly impacted the family.
This resonates with the present results where parents highlighted
the need to be included in the decision-making processes regarding
their child's care. Consequently, there is an urgent need for com-
prehensive Scandinavian guidelines addressing complex ethical
medical dilemmas, such as initiating active resuscitation as early as
22 weeks of gestation, a practice most prevalent in Sweden among
the Scandinavian countries. These guidelines should reflect societal
moral values and be developed through inclusive collaboration with

parents and stakeholders from outside the medical community.?!

4.2 | Resources

Antonovsky's salutogenesis theory, which emphasises the role of
resources and deficits in coping with stress and maintaining health,
provides a valuable framework for understanding the experiences
of parents of extremely preterm infants. Resources that enhanced
meaningfulness included high-quality neonatal care, adequate
support, active parental involvement and effective collaboration
with healthcare providers. This result is consistent with prior
research indicating that finding meaning in difficult circumstances
can be a powerful coping mechanism for parents of preterm infants.
This means helping them navigate the challenges and uncertainties
associated with their child's medical conditions.?? Graungaard
et al.Z® reported a positive relationship between external support
resources and parental adaptability which underscores key areas for
targeted interventions to bolster parental support.

However, parental expectations may play a critical role, as the
high-quality care experienced in neonatal units often sets a standard
that may not be consistently met in subsequent care stages, creating
a disparity in expectations versus experience.

Our findings also align with previous research demonstrating
the importance of family-centred care in promoting adaptability
among parents of preterm infants.?*?> The present study's results
highlighted that resources were essential for fostering salutogenic
motivation and meaningfulness, positively influencing family health
outcomes. Resources contribute to individuals' ability to cope with

stressors and maintain their health and well-being effectively.?
Thus, interventions aimed at bolstering resources and mitigating the
impact of deficits hold promise for promoting adaptability and im-

proving overall family health and well-being.

4.3 | Deficits

The integrated results identified resource shortages and excessive
demands, contributing to pathogenic processes that harmed family
health outcomes. The absence of adequate support and participa-
tion from healthcare providers and support networks represented
a significant deficit that adversely affects parents. Our results
align with Franck and O'Brien's findings, which highlighted the im-
portance of structured and informal support in fostering parental
involvement, empowering strengths and building confidence in mak-
ing decisions about their infant's care.?> Esbjgrn et al. underscore
that unmet support needs not only reflected the vulnerabilities as-
sociated with preterm birth but also related to parents' experiences
of psychological distress, such as loss and grief. They highlight that a
lack of connection with other parents and access to knowledgeable
professionals exacerbated these chaIIenges.8 These and the present
findings indicate the importance of reassessing follow-up proce-
dures for parents of prematurely born children.

Another notable deficit in our findings is the child's ill health,
which represented a significant stressor for parents of preterm born
infants. Coping with these challenges can lead to a lack of control,
strain parents' resources, and contribute to feelings of helplessness
and uncertainty, ultimately compromising their ability to manage
their situation effectively. This finding aligns with previous research
that has highlighted the stress and uncertainty experienced by par-
ents of preterm infants in managing their child's medical needs and
hospitalisation.27

Transition barriers between levels of care represent another
deficit. Navigating the healthcare system and coordinating care
across different providers and settings can be overwhelming, partic-
ularly in the context of preterm birth. These barriers may hinder par-
ents' access to necessary resources and support services, weakening

their sense of manageability. Spence et al.?®

presented similar find-
ings where parents expressed anxiety in relation to transition and
feeling a loss of control and support from the healthcare staff. It is
important to prepare the parents for the transition between levels of
care as they are the primary carers of the infant; this can further en-
hance the attachment and cohesion within the family.?’ The parents
in the present study expressed that the quality of care varied de-
pending on geographical location in Sweden. Thus, justice, equal ac-
cess and equal outcomes are critically important. Distributive justice
raises fundamental questions about how resources are allocated and
how access to care can be equitable. While all families should have
equal access to high-quality healthcare for their infants, achieving
equal outcomes remains a significant challenge. Continuity of care
and effective resource allocation are essential factors that seem to
influence access to necessary services. Addressing these disparities
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e Allocate resources and create prerequisites to implement the continuous monitoring and evaluation
systems nationwide. These systems should provide consistent oversight to improve the quality and

consistency of care.

e Review the transition between levels of care, as there are fragile periods where parents feel insecure
and lose confidence in the care system and their own capacity.

e Establish dedicated long-term multiprofessional follow-up centres with specialised expertise.

e Include parents in decision-making processes regarding their child's care and regarding life support.

e Structured family-centred transition planning. Provide well-organised preparation for the transition
between care levels, as healthcare shifts from highly specialised and professionally controlled settings

to increased parental responsibility.

e Implement gradual and well-prepared transfer of responsibility from healthcare staff to parents.

 Offer educational programs to parents to informing them of their rights and the key factors that
impact family well-being following the birth of an extremely preterm child.

e Early support, information and education for parental empowerment, enhancing parental capacity and
promote family well-being. This requires comprehensive policy development and integration across
social, health, and educational sectors to ensure cohesive, accessible support for families.

FIGURE 4 Recommendations.

requires a comprehensive approach that prioritises healthcare eqg-
uity. This involves implementing policies that facilitate seamless
transitions between different levels of care and ensure that re-
sources are fairly distributed across the healthcare system. By fo-
cusing on both access and outcomes, we can work towards a more
just healthcare system that supports the well-being of all extremely
preterm born infants and their families.

The continuum of resources and deficits highlights the dynamic
interplay between factors that promote adaptability and factors
that increase vulnerability to stress. Individuals and communities
with robust resources are better equipped to withstand life's chal-
lenges and maintain health, and those experiencing deficits may
face greater difficulties in coping and preserving the family's well-
being.’®2% When individuals have access to sufficient resources,
they are more likely to perceive critical life events as comprehensi-
ble, manageable and meaningful, which promotes better health out-
comes. Antonovsky argued that addressing deficits is essential for
promoting health equity and reducing disparities.'® Interventions
to mitigate deficits may involve providing family-centred care and
resources such as access to healthcare services with sufficient in-
formation and education about the preterm born child's health,
structured preparation for transition between care levels, and so-
cial support networks.

Thomson et al.2® emphasised that providing family-centred care
requires addressing the sense of coherence from both professional
and parental perspectives to promote well-being and health in the
neonatal context. This research integrates parental healthcare expe-
riences with salutogenic theory to provide insights for professionals,

policymakers and researchers in supporting parents facing the com-
plex journey of caring for extremely preterm born infants. We pro-
pose the following recommendations (Figure 4).

By implementing these recommendations, healthcare providers
and policymakers can contribute to the enhancement of resources,
mitigation of deficits and ultimately promote a strong sense of co-
herence and positive health outcomes for families with extremely

preterm infants.}7:30:31

4.4 | Strengths and limitations
This study's strength lies in its unique design, which combined induc-
tive and deductive content analysis with the salutogenic theory. This
integration allowed for the thorough investigation of the research
question by incorporating a theoretical framework with qualitative
data.'®®? This combined inductive-deductive approach offered sev-
eral advantages: It enabled unexpected findings to emerge from the
data while leveraging existing theoretical knowledge. The inductive
phase ensured the analysis remained grounded in the participants'
experiences. The open-ended responses provided rich qualitative
insights into participants' experiences, attitudes and behaviours.
The deductive phase, guided by salutogenic theory, offered a struc-
tured framework for deeper interpretation and potential theory de-
velopment. This approach provided a comprehensive analysis that
was both data-driven and theoretically informed.

While our study provides valuable insights, we acknowledge the
potential biases that may arise from the specific population studied.
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The unique characteristics of this cohort could influence the find-
ings, potentially limiting the transferability.

Another limitation arises from the resource-intensive and time-
consuming nature of conducting an inductive and deductive study
with a salutogenic theoretical foundation, necessitating significant
investments in time, analytical skills and theoretical expertise.1*32
The integration process was carefully managed through an abduc-
tive process to ensure coherence and consistency across the data
sources and theory. The inductive and deductive theoretical design
facilitated a more comprehensive and in-depth result than could not
have been attained with a solely inductive design.

5 | CONCLUSION

Parents expressed appreciation for the Swedish healthcare sys-
tem, particularly the high-quality neonatal care provided. Our find-
ings offer valuable insights into ways to further support families of
extremely preterm born children, including strategies to enhance
collaboration between healthcare providers and families, identify
and address barriers to care, and provide comprehensive support
services. By implementing our recommendations, such as allocat-
ing resources and prerequisites to implement continuous national
monitoring and evaluation, fostering family-centred care practices,
and providing structured education and support, there is potential to
improve outcomes for these families. At the same time, the impact
of these initiatives on mitigating adverse health effects depends on
successful implementation and effectiveness. These insights con-
tribute meaningfully to ongoing efforts by healthcare professionals,
policymakers and researchers to build an adaptable support system
for families navigating the challenges of caring for extremely pre-
term born infants.
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