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Purpose: The purpose of this qualitative descriptive study was to explore primary caregivers' perception of how
social-environmental characteristics, and their own role as primary caregivers, affected their extremely preterm
addlescent's well-being.
Methods: Participants were 20 mothers who identified as the primary caregiver of an adolescent born extremely
prematurely (<28 weeks gestation) enrolled in the ELGAN cohort study. Data was collected through individual
interviews and was analyzed using inductive content analysis.
Results: A total of three themes, and five subthemes, were identified. The two main themes were “familial impact
to health and well-being,” and “contributors and barriers at the community level.” This study described specific
familial and community contributors to child and caregiver well-being, including: the importance of advocacy,
participating in community activities, and social and familial support networks.
Conclusions: Overall, while there are individual level characteristics that contribute to well-being, a support struc-
ture at the family and community level is essential to children born extremely prematurely, and their mother's,
well-being.
Practice implications: Healthcare providers caring for these families should understand that not only are ex-
tremely preterm youth affected by prematurity, but caregivers are also deeply impacted. Therefore, it is essential
that maternal and family care is emphasized by nurses and healthcare providers.
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Introduction overall higher rates of physical comorbidities, such as respiratory and

cardiometabolic conditions (Crump et al., 2019; Luu et al., 2017). Yet,

Despite dramatic improvements in mortality, adverse neuro-
developmental and long-term negative health outcomes remain a
significant concern for extremely premature (EP) children (born
<28 weeks gestation) (Joseph et al., 2016; Kuban et al., 2016; Luu
et al., 2017; Serenius, 2016). EP children are at a higher risk for
neurodevelopmental and psychiatric disorders, such as cognitive im-
pairment, cerebral palsy, anxiety, and depression (Harding et al,
2019; Kuzniewicz et al., 2014; Mathewson et al,, 2017; Perapoch et al.,
2021; Taylor & O'Shea, 2022). Additionally, children born EP have
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recent studies have identified children who are able to stay free of ad-
verse outcomes despite the biological insults associated with EP birth
(Bangma et al., 2018; Bangma et al., 2019). Additionally, quality of life
for most individuals born EP has been found to be comparable to the
general population (Roberts et al,, 2013; Saigal, 2016).

Previous research in the EP population has focused on identifying
early childhood risk factors for adverse health and well-being (Barnett
et al., 2018; Doyle et al., 2015; Janevic et al., 2018). Of the research
that does explore protective factors, there has been a primary focus on
early childhood development (Evans et al.,, 2014; Granero-Molina
etal,, 2019). Most studies have utilized quantitative data to explore gen-
eral protective factors, such as higher socioeconomic status (SES)
(Bangma et al., 2019; Benavente-Fernandez et al., 2019), higher mater-
nal education (Joseph et al., 2018), and higher infant gestational age
(Bangma et al., 2018; Bangma et al., 2019). However, there is limited
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alization of how these socio-environmental factors can affect
from the caregivers' perspective.
this paper, we conceptualized well-being as an outcome indica-
resilience. Resilience was conceptualized as a dynamic process
s an individual or family to cope with adversity, change, and
unity in a manner that results in optimum individual, and family,
woning and well-being (Richardson, 2002; Rutten et al., 2013;
2003). Well-being reflects a person's health and life satisfaction
=e domains—physical, mental, and social (Ochiai et al., 2021; Vik &
gist, 2018).
0f the research that focuses on protective socio-environmental fac-
for EP individuals, in-depth family and community dynamics are
=n difficult to fully describe due to their complexity and researchers’
s on objective measures and outcomes (Morgan et al., 2022; Saigal,
). Therefore, we aimed to look at this phenomenon through the
ective of primary caregivers of EP individuals. While traditionally
=nt, we defined a primary caregiver as anyone who took primary

e, 2021) across the child's lifespan. Currently, several researchers
= been able to identify how vital primary caregivers are to an EP
d’s well-being across childhood, often acting as both the child's pri-
caretaker and advocate (Evans et al., 2014; Granero-Molina et al.,
9). In addition, caregivers are often deeply affected by the birth of an
= child, often viewing preterm birth as a traumatic and stressful expe-
e (Gongalves et al., 2020; Holditch-Davis et al., 2015).

Therefore, the aims of this paper were to 1) describe primary care-
ers' perception of social-environmental characteristics they believed
ed their child's, and their own, well-being, and 2) describe how
ary caregivers view their role in fostering their child's well-being.

Study design

We used a qualitative descriptive design due to its philosophical and
methodological foundation (Doyle et al., 2020; Sandelowski, 2010). A
qualitative descriptive design allowed us to base our study on the phil-
osophical foundation that reality is multiple and subjective (Doyle et al.,
2020; Long et al., 2018). Additionally, the focus for our analysis was to
maintain results that stayed close to the participants’ own views, and
which could be useful to future intervention development and clinical
practice (Doyle et al., 2020; Long et al., 2018; Sandelowski, 2000).

Sampling & Setting.

Data came from a larger, mixed method study focused on partici-
pants in the Extremely Low Gestational Age Newborn (ELGAN) cohort
study. ELGAN is one of the largest longitudinal, cohort studies (data col-
lected at ages 2, 10 and 15 years of age for children born extremely pre-
term) of Extremely Preterm Children (O'Shea et al., 2009; Taylor &
O'Shea, 2022). ELGAN is focused on neurological, positive health, psy-
chiatric and behavioral outcomes (O'Shea et al., 2009).

A purposive sample from the ELGAN cohort study was recruited
to achieve maximum variation, specifically variations in neuro-
developmental and racial/ethnic backgrounds (Palinkas et al., 2015;
Patton, 1990). We selected this sampling method to both describe var-
iations in experiences and explore core elements and shared outcomes
{Patton, 1990). Therefore, our criteria were 1) a primary caregiver of a
child currently enrolled in the ELGAN cohort study; 2) identified as
the primary caregiver from the child's early childhood to present;
3) able to give informed consent. .

This study took place in the southeastern United States (U.S.). Due to
COVID restrictions, we were unable to conduct interviews in partici-
pants' homes as originally planned. Instead, primary caregivers were
given the option of being interviewed via a telephone or Zoom call.
While most participants were in the southeastern U.S., a small percent-
age lived in other areas on the eastern coast.
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Recruitment

The primary investigator (PI) conferred with the clinical site coordi-
nator at the University of North Carolina at Chapel Hill's (UNC-CH)
ELGAN Cohort study site to identify primary caregivers who met the in-
clusion criteria and were interested in learning more about the study.
The study coordinator was the first point of contact. Primary caregivers
who agreed to receive more information provided the study coordinator
with a phone number and time for the PI to call to provide additional in-
formation. A total of 23 caregivers expressed interest and were
contacted by the PI. The PI then offered a verbal description of the
study's aims. Caregivers who expressed interest in participating sched-
uled a follow-up interview visit with the PI and received an emailed
written document that provided a detailed description of the study's
aims and consent form.

By protocol, if respondents disclosed difficult life circumstances,
they would be referred to ELGAN study's clinical coordinator for re-
sources and information and would receive follow up contact with the
clinical site coordinator. Additionally, if necessary, the interview
would be discontinued. Participants received an overall summary of
anonymous results in an annual ELGAN cohort newsletter.

Ethical considerations

This study was approved by the institutional review board (IRB) at
UNC-CH. The IRB granted approval to waive signed written informed
consent, citing this study as a minimal risk to participants. At the start
of the scheduled interview, the PI verbally reviewed the overall aims
and consent form that had been emailed. Emphasis was placed on infor-
ming participants that there were no penalties for choosing not to par-
ticipate or to leave the interview at any time. They also were informed of
the option of withdrawing their data at any point during the study. Of
the 23 that expressed interest, 20 agreed to be interviewed and were
compensated with a gift card for their time. No participant elected to
stop the interview or withdraw from the study.

Data collection

Semi-structured interviews were conducted via a secure Zoom link
or via telephone at a date and time convenient to the participant. An in-
terview guide was developed based on input and feedback from clini-
cians and researchers familiar with both the ELGAN cohort and family
research (see Table 1). In addition, our conceptualization of resilience
and well-being informed the development of the interview guide. All
the interviews were conducted by the PI, who is a bi-cultural and bi-
lingual (English and Spanish) researcher with extensive training in
child development and family health. Based on participants' prefer-
ences, 19 interviews were conducted in English, and one was conducted
in Spanish using a professionally translated copy of the interview guide.
Interviews lasted from 30 min to two hours, and an average of 30-45

Table 1
Semi-structured interview guide.

Questions Focus

General Health
Emotional Health
Well-Being

1) Can you describe your child's current health?

2) Can you describe their Emotional health?

3) Can you tell me about your child's current
wellbeing/Quality of Life?

4) Thinking back on your child's life, can you think of
experiences he/she had that were especially important
turning points in shaping their health?

5. What about turning points in shaping their
well-being/quality of life?

6) Looking back on your child's life, what stands out as
especially important in contributing to his/her health

7) What stands out as especially important in contributing
to his/her well-being/quality of life?

Development of
Health

Development of
Well-Being
Contributions to
General Health
Contributions to
Well-Being
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min. 19 interviews were audio-recorded with the participant's consent
and transcribed verbatim by the PI. One participant did not want to be
audio-recorded but consented to being interviewed—with the inter-
viewer taking detailed notes and verbatim quotes from the participant.
All data were de-identified and saved on an encrypted drive. Audio re-
cordings were deleted after transcripts were validated for accuracy. Ac-
curacy of transcripts were validated by the PI listening to taped
interviews twice and adding corrections/additions to transcripts as
needed. The PI kept a field journal throughout data collection to pre-
serve analytic insights. Field notes were reviewed and used during anal-
ysis to further analyze interview data.

Data analysis

Dedoose (v9.0.7, SocioCultural Research Consultants, LLC, Los
Angeles, CA), a qualitative data analysis software program, was utilized
to assist with data organization and analysis. Inductive content analysis
was conducted (Elo & Kyngds, 2008). The PI read and re-read all tran-
scriptions to gain familiarity with the data set. The PI then completed
initial coding of transcripts and field notes. Codes were defined as seg-
ments of text based on similar meaning or words (Elo & Kyngds,
2008). A codebook was then developed based on caregivers' own
words and iteratively refined by the Pl under the mentorship of a second
researcher (HS). Codes were then iteratively organized into categories,
which were defined as codes with similar meaning but with a higher
level of abstraction than codes. The study's research aims, and the Na-
tional Institute on Minority Health and Health Disparities Research
(NIMHD) Framework, were then utilized to further analyze and orga-
nize categories into final subthemes and overarching themes. This
methodology is based on prior literature stating that even while utiliz-
ing inductive content analysis, the study's aims, and prior theoretical
models, can still contribute to data analysis (Armat et al., 2018; Elo &
Kyngis, 2008). Rigor was kept by having the PI maintain an audit trail
of memos and PI debriefing with HS. Additionally, the PI was blinded
to diagnoses until after data was analyzed. Finally, the PI and HS re-
viewed the subthemes and themes to come to a final consensus
(Morse, 2015).

Code saturation was observed after one fourth of the interviews
were reviewed; however, meaning saturation of general experiences
was only achieved after interviewing all participants (Hennink et al.,,
2016). While we included children with a range of neurodevelopmental
and health outcomes, meaning saturation only related to the general ex-
perience of mothers raising an extremely premature child. Therefore,
we were unable to compare experiences by variations in health and/or
diagnoses.

Results

In total, 20 primary caregivers, all of whom identified as the
mother, agreed to participate in the study. The age of the mothers’
child(ren) varied from 16 to 18 years of age at the time of data collec-
tion. In addition, racial backgrounds, as well as number and type of
comorbidities of their EP child, were varied, but generally reflected
the demographic data of the larger ELGAN cohort study. In total, 5%
of mothers identified as Latinx, 35% as African American/Black and
60% as White. Of the mothers' preterm child(ren), 5% had no diagno-
ses, 48% had a physical diagnosis and 62% had a developmental dis-
order/condition (see Table 2). Of those children who had a physical
diagnosis, only 5% of the sample described impairments in activities
of daily living.

Overall, there were two major themes identified: 1) Familial Impact
to Health & Well-being and 2) Contributors & Barriers at the Community
level.
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Theme I. Familial impact to health & well-being

The first theme focused on environmental and social factors at the
family level and consisted of three subthemes: a) The Central Role of
Motherhood, b) The Child's Contribution to Health and Well-being, and
¢) The Family Unit.

The central role of motherhood

Throughout each interview, mothers emphasized the central role
they played in their EP child's ongoing development and well-being.
Of the 20 mothers interviewed, all identified themselves as the primary
caregiver throughout their child's life. For mothers who described inad-
equate levels of support, this heavy reliance often resulted in feelings of
exhaustion and exacerbation of pre-existing, or new, health conditions.
One mother, for example, described her experience as follows:

They [family members] wanted to be around her [the child], they
just didn't want to, um, touch her, because they thought she would
break or, um, they-she would have a [respiratory] episode. And
every-and if someone was holding her and they-and she, um, had
a-an episode, then they would immediately hand her to me. Includ-
ing my husband, including my- yeah, everyone. I was literally stuck
to her 24/7. For two years. | gained a lot of weight.

This comment highlights how all-consuming caring for a preterm
child can be during infancy when the child's health conditions are still
being managed. In addition, the overall adverse impact on the mothers'
general health was identified. It is important to note, however, that as
children grew into adolescence, most mothers (90%) reported resolving
or learning to adapt to their child's physical health conditions. For mothers
reporting little support, however, high levels of stress were still common.
This was particularly emphasized by mothers whose child had ongoing,
or unmanaged, neurodevelopmental or health conditions.

While all mothers emphasized the importance of their role as care-
givers, what this role entailed varied by the child's abilities. Mothers of
children with mainly neurotypical abilities emphasized teaching their
child independence, the need for normalcy, and transitioning into adult-
hood. In contrast, mothers of children with moderate to severe
neurodevelopmental conditions emphasized the need to adapt to their
child's abilities, which often involved planning for ongoing care beyond
childhood. A quote from a mother of a child with an intellectual disabil-
ity, for example, summarizes how mothers matched their own expecta-
tions to their child's unique capabilities:

My fear is how he going to be when he gets a little bit older. He
wants to go to college. He said he- ‘I'm going to college’; he'll say,
‘I'm going to state.’ He got high expectations for himself, and I do
not discourage that. But I know he's going to have some,
limitations- he cannot do that. So. he might have to do a tech. Now
this is going on right now. Now as he gets older-but right now, I don't
see that. He's just going to have to have baby steps in life.

In addition, advocacy skills, and its focus, varied among mothers.
Overall, however, most mothers described advocacy as a method of
obtaining services for their child, particularly within the school system.
Mothers with a professional background in an academic setting, for ex-
ample, seemed better able to navigate the school system and work
alongside school personnel to create personalized education plans that
provided their child with academic resources and aid. In contrast,
mothers who identified a need for services, but were unfamiliar with
the school system, expressed frustration at the numerous barriers they
experienced attempting to obtain resources or classroom accommoda-
tions for their child.

Additionally, for mothers of children with milder neuro-
developmental symptoms, there was a balancing act of needs. While
mothers wanted their child to have the help they needed, they had to
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iption of Caregiver/Child Demographic Characteristics.
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Laregiver  Maternal Maternal Child/Children's  Child/Children’s Diagnosis(es)
Education Annual Race/Ethnicity
Income
1. Mother College $30-59 k White None
2 Mother  College $60-99 k African None
American
3 Mother  High School $30-59 k African Asthma, Speech Delay, Learning Disability & Intellectual Disability
American
£ Mother  Some College <$30k African Asthma
American
S Mother  High School <$30k White Asthma, ADD/ADHDY, Autism/Pervasive Developmental Disorder, Developmental Delay, Speech Delay,
Learning Disability & Intellectual Disability
& Mother  College $60-99 k White ADD/ADHDY, Autism/Pervasive Developmental Disorder, Tics, Learning Disability & Intellectual Disability
7.Mother  Graduate School $100 k+ White Developmental Delay, Speech Delay & Learning Disability
& Mother  College <$30 k White ADD/ADHDT, Developmental & Speech Delay
S Mother  Less than High  <$30k Black ADD/ADHDY, Cerebral Palsy & Oppositional Defiant
School
- 10. Mother Some College $60-90 k White Asthma, CLD}/Respiratory Disorder, ADD/ADHDf, Developmental Delay, Speech Delay & Learning Disability
11. Mother Graduate School $60-99 k White ADD/ADHDT, Developmental Delay, Speech Delay & Learning Disability
12. Mother Some College <$30k Black Asthma
13. Mother College $60-99 k Black Speech Delay
14. Mother College $60-99 k White None
15. Mother Graduate School $100 k+ White Asthma, CLDi/Respiratory Disorder, Cerebral Palsy, Developmental Delay, Speech Delay, Learning Disability &
Epilepsy/Seizures
16. Mother High School <$30 k Black Asthma, ADD/ADHDT, Developmental Delay & Speech Delay
17. Mother Less than High  <$30k Hispanic/Latinx ~ None
School
18. Mother Some College $30-59 k White CLDj/Respiratory Disorder, Developmental Delay, Speech Delay & Intellectual Disability
19. Mother College $30-59.k White None
20. Mother High School Unknown White Twin 1: Asthma, CLDf/Respiratory Disorder & Developmental Delay

Twin 2: ADD/ADHDT & Learning Disability

Balance this with the need for having their child avoid stigma and ap-
pear neurotypical. The quote below summarizes how mothers struggled
1o balance these opposing needs:

I was kind of thankful that she didn't have that label in school. Be-
cause she was able to stay in the mainstream classes even though
she had an IEP [Individual Education Plan] and the PEP [Physical Ed-
ucation Program], um, she still was able to stay with her class. Cause
it-it's definitely a struggle... whenever you're trying to incorporate a
child with issues into a school and trying to make sure their life at
the school is as normal as possible. Um, and the-but you want them
to get all the help they can get while they're at the school so they can
be as normal as they can.

Meeting these opposing needs occasionally resulted in failing to find
and utilize resources, such as academic or behavioral support—a deficit
of aid which some mothers believed a necessary sacrifice.

Individual coping factors identified by mothers included their spiri-
tual beliefs, which were utilized to explain both incidences of positive
and adverse health. When asked about factors that contributed to her
child's positive health, one mother stated:

It was like a struggle because I had to watch her [inhales deeply]
leave and come back, leave and come back, you know, like she going
to die and came-come back. I'm watching her with these blood
transfusions. So, it was a bit stressful on me, but [inhales deeply]
by me believing in God I knew she was going to be alright, with
the pull through, with my faith. I had to keep my faith in her.

Additionally, mothers typically described their relationship with
their child as a central component to their, and their child's, well-
being. Mothers who felt they had a healthy, strong relationship
with their child seemed to emphasize their child's personal strengths.
For example, despite acknowledging her daughter's social challenges,
this mother also wanted to emphasize her strengths as described
below:
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You know, from a, from a sort of mental/emotional thing, I think, you
know, one of the best parts about her is..she sort of has the ability to
make people feel good.

In contrast, mothers who expressed having an overly dependent, or
distant, relationship with their child tended to focus on their child's
weaknesses and/or their worry for the child's future.

Not nobody else he relies on, only on me. You know. And I try, I try to
make him stronger and... more mature and independent... So that's
my problem, that's my worry.

This difference emphasizes the importance of the mother-child rela-
tionship and how vital it is for the mother-child dyad to find a balance
between closeness and independence.

The child's contribution to well-being

Itis important to note that despite any physical diagnoses their child
was still living with, most mothers (95%) described their child as phys-
ically healthy and capable of engaging in physical activities. While com-
monly initiated by family members, the child's participation in sports or
outdoor activities was seen by most mothers to contribute greatly to
their child's overall well-being. Aside from sports, having hobbies such
as anime (a style of Japanese film and television animation aimed at
both children and adults), cooking, or electronic video games allowed
the child to develop their own interests and gave the child a sense of in-
dependence and self apart from the caregiver. Even for children with a
neurodevelopmental disorder, having a hobby allowed the child to
begin taking steps toward independence.

In contrast, mothers varied in their description of their child's well-
being. While some adolescents were described as isolated or showing
symptoms of anxiety, others were described as happy and well-
adjusted adolescents. Having age-appropriate interpersonal skills was
seen as vital by most mothers to the promotion of psychological health
and overall well-being in their child. Youth who were described as able
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to appropriately engage with peers were viewed as having more success
in having their emotional and social needs met. In contrast, when
mothers described the child as having reduced interpersonal skills,
they also expressed concern about the child's limited peer network.
Some mothers noted the child's heavy reliance on themselves, or sib-
lings, for social engagement and support. One mother summarized her
concern and frustration about her child's limited social interactions,
which she believed contributed to a sedentary lifestyle in the following
quote:

But if he goes with friends, they, you know, we got kids around here,
some of them might be his age some not, he'll do it but other than
that [NAME OF CHILD] stay right here under this house, up under
me. He won't’ care nothing about going outside playing. He'll' go
out for a little while and he'll' come right back in this house.

These social limitations seem to not only affect the child's social
well-being but have adverse implications for the child's physical and
mental health.

The family unit

Mothers described the family unit as a key influence in their child's
well-being, with family functioning and child well-being being interde-
pendent. Having a supportive partner, even if they were divorced,
seemed to greatly promote overall health and well-being in both the
child and mother. Co-parenting was experienced by 45% of participants
as a state where caregiving and management of household tasks was
seen as a shared responsibility. In contrast, 55% of mothers described
having limited, or no, support.

In addition to co-parenting, mothers described how spending time to-
gether and engaging in shared hobbies greatly contributed to the well-
being of their child. When family members had a shared interest in sports,
emphasis was often placed on the youth's ongoing involvement in phys-
ical activities. In contrast, for families who did not have shared interests,
the child was often responsible for initiating their own physical activities
and hobbies. Unfortunately, relying solely on the child's self-initiation
often seemed to result in a largely sedentary lifestyle.

In addition to sports, shared family values, such as being so-
cially engaged with their neighborhood or religious community,
seemed to result in children who were more socially engaged.
In contrast, families who were isolated or had little contact
with members of their community seemed to have a reduced
social network, often resulting in the mother turning to more
formal resources for support.

Finally, the family's economic resources greatly affected the child's, and
mother’s, overall well-being. Economic resources were described as mate-
rial resources or support from their job and/or extended family. Mothers
who described themselves as economically stable expressed how relieved
they were at being able to take time off without fear of losing their job. This
was emphasized particularly during their child's early development, when
mothers had to often address their child's ongoing medical needs. Addi-
tionally, extended family members often provided the family unit with fi-
nancial, or material, support, as exemplified by this quote:

Because, you know, not only are you dealing with those emotional,
emotional stresses. (Inhales breath) but you're dealing with the fi-
nancial side of it, too. You know, um, I didn't work, my husband
was the only one working. So that was a challenge, um, just figuring
out everything. You know, we sold everything down to the fact that
we didn't sell our house, that was the only thing we had left. Um, we
kept our house. And my mom loaned me a vehicle. So, my vehicle we
could concentrate only on the kids [twins].

This quotation highlights how extended family members often ad-
dressed gaps in resources and/or aid. Therefore, when familial support
is absent in families with limited economic resources, there was often
adverse economic implications.
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Theme II. Contributors & barriers at the community level

The second theme, which focused on contributors and barriers at the
community level consisted of two subthemes: a) Formal Sources of Sup-
port and b) Informal Sources of Support. The participant's community
was divided into formal and informal sources of support and, on occa-
sion, barriers. Formal sources of support that mothers described as con-
tributing to their child's well-being included the healthcare and school
systems and religious institutions. Informal sources of support included
friends and the family's social and/or physical community.

Formal sources of support

Conflicting accounts were given in terms of the contribution the
healthcare and school system had to the child's well-being. While
both were seen as vital in their child's physical and psycho-social devel-
opment, there were many barriers experienced by caregivers in
accessing services provided by these institutions. In terms of the
healthcare system, all children received care at the same tier one insti-
tution from birth to discharge, with most (95%) mothers conveying an
overall positive experience in the care received.

Once discharged, however, the healthcare experience varied based
on the healthcare provider's location and the mother's advocacy skills.
While most seemed to be satisfied with their child's overall healthcare
experience, some mothers voiced frustrations in accessing specialized
care. This was particularly relevant for mothers whose child received
care in rural areas, as expressed by one mother:

Well, at first, there were issues with the healthcare team, because,
um, I-we were going to my older daughter's doctor's office [in rural
county]. And I had specifically asked them beforehand if they had
any experience with preemies and stuff like that... and they said
yes. And, um, whenever it came down to it, and she ha-had, she
had pneumonia. She-she'd gotten pneumonia one time, um, not-it
was like, uh, three months after she came home. Um, I called their
emergency line and they just kept telling me to... keep switching
off her, um, Motrin and Tylenol and stuff and [ was telling her she
wasn't, um, breathing right and stuff, and then I just took her to
the hospital. I just took her to the emergency room. And if  hadn't,
the-the doctors there told me that if | hadn't had done that, she could
have been dead within 24 h. And so, the fact that the doctor’s office
that I had started her with didn't recognize that with her being a
preemie and having respiratory issues and everything. I feel like they
fell down on their duties.

Overall, mothers often felt responsible for identifying and navigating
the healthcare system without little to any help.

Like the healthcare system, the school system was seen as a core in-
stitution in the child's life. Additionally, their experience also varied by
location and the mother's ability for advocacy. Interestingly, a mother's
ability to advocate within the school system was not solely dependent
on her educational background. Instead, participants from varied educa-
tional backgrounds were often forced to learn advocacy skills. Within
this experience, participants often described their frustration with the
school failing to recognize their child's academic needs, sometimes re-
gardless of a formal medical diagnosis. One participant, for example,
highlighted how difficult it can be for caregivers to ensure their child
is receiving the appropriate level of accommodations:

[ try to tell them even with an IEP, I try to tell him, they not doing like
they should be with him in school. So, I have been going toe-to-toe
with them teachers...so we had to do a-a conference call which I
didn't like, because I don't have to tell you, but you want to ask ques-
tions and... that's when I start most of my concern and my anger
toward them how they were doing him...

In addition to the school and the healthcare system, mothers empha-
sized the importance early intervention played in their child's
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lopment. Specifically, services such as head start, speech and occu-
ional therapy were emphasized. Based on their accounts, mothers
ed that by participating in these activities, their child was able to
in reaching milestones much earlier than they had anticipated. In
ition, while not considered interventions, daycare and pre-
rgarten programs allowed their child to socialize and begin devel-
ing interpersonal skills, something which mothers emphasized was
to their child.

rmal sources of support

In addition to formal sources of support, informal sources of support
ncluded having friends or extended family that lived in proximity.
Mothers emphasized how their family and friends provided a safe envi-
sonment for their child to practice socializing without fear of being os-
ized. In addition, the family's social community often provided
material and nonmaterial resources to the child and family—such
25 childcare, someone to talk to, or even financial help. For families
who had a very limited social support network, mothers often
expressed feeling overwhelmed and lonely. Thus, an extended social
support network of family and friends was described as vital to the
‘well-being of both the child and the caregiver.

In addition to the social environment, mothers described how the
meighborhood in which the child lived played a crucial role in child
2nd family well-being. While most participants described their physical
neighborhood as safe, mothers who lived in areas of high crime activity
described being fearful and engaging in protective measures such as
Smiting—physical activities outside of the home or the formation of
peer relationship with neighborhood children. While effective in keep-
ing the child physically safe, these protective strategies often resulted in
the child becoming more isolated and sedentary.

Religious institutions provided both formal and informal sources of
support for the caregiver, child, and family. While formal resources in-
cluded religious and spiritual guidance and support, informal sources
of support included providing the caregiver and child with a place to
form friendships and create a social support network.

Discussion

For this paper we explored the caregivers' perspective about aspects
of their social, community, and family environment which they believed
affected their extremely preterm child's development and well-being.
While prior studies have explored caregivers' experiences during early
childhood for extremely preterm child (Granero-Molina et al., 2019;
Schuetz Haemmerli et al., 2020), very limited information currently ex-
ists that looks beyond this developmental period to adolescence. Addi-
tionally, while we were unable to compare by variations in health, we
were able to identify in-depth environmental characteristics that affect
extremely preterm children's overall well-being. Something which has
received little study in preterm literature, with most studies focusing
on general factors like maternal education or income (Bangma et al.,
2018; Bangma et al., 2019; Benavente-Fernandez et al., 2019).

Our findings indicated that the role of the mother is essential to EP
children's development and well-being. However, it is important to
note that we were only able to interview mothers, therefore, a full un-
derstanding of the role significant others play was not possible with
the current data. Overall, mothers emphasized their role as the primary
caregiver, and advocate, of their EP child. However, this heavy reliance
on self often resulted in maternal exhaustion and exacerbation of pre-
existing, or new, health conditions. These results align with the finding
that mothers of EP children experience increased stress during their EP
child's early childhood (O'Donovan & Nixon, 2019; Schuetz Haemmerli
etal, 2020). The adverse effects to physical and mental health, however,
have not been as well-studied and was an important finding in this
study—indicating a vital need for clinicians and healthcare professionals
to provide ongoing support to this vulnerable population.
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In addition, while mothers emphasized their role as caregivers and
advocates, the type of care or advocacy provided varied based on the
child's development and health. For children with no, or milder, devel-
opmental conditions, the need for normalcy was emphasized by
mothers. For this group, most behavioral interventions seemed to
occur early in childhood and decreased as the child's health needs de-
creased. This occasionally resulted in EP children with learning or devel-
opmental differences having limited academic or behavioral resources
to rely on later in childhood—a deficit which for some resulted in diffi-
culties in school or job maintenance once they graduated high school.
This aligns with literature indicating that compared to term-born adults,
adults born preterm have been found to be less likely to be employed or
have higher educational qualifications, even after controlling for mater-
nal socioeconomic status (Bilgin et al., 2018; Crump et al,, 2019).

For EP youth, participation in sports or outdoor activities was
expressed by participants as essential to the development of their
child's physical health. It is important to note, however, that while oc-
casionally self-motivated, many of these EP youth's involvement in
physical activities was initially motivated by a family member, with
many caregivers emphasizing the importance of a specific sport or out-
door activity. This aligns with literature in the general population indi-
cating that participation in organized physical activity early in life is
associated with higher rates of physical activity in adolescence
(Spiegler et al., 2019). Interestingly, most of the EP youth seemed to
be self-motivated to pursue their own hobbies, which allowed them a
sense of self. These findings parallel literature among individuals with
disabilities that emphasize how vital having a hobby can be in develop-
ing a sense of self and increasing self-esteem (Patterson, 2001; Specht
et al, 2002).

At the community level, the healthcare and school system were
seen as both a facilitator and barrier to well-being for EP individuals,
with many participants finding it difficult to obtain services without
extensive knowledge of both systems. These results coincide with
literature indicating how complex it can be for caregivers to access
services within the school and healthcare system (Boshoff et al.,
2016; Magaiia et al., 2013). Finally, a family's social network and
physical environment were seen as vital to individual and family
well-being. While a supportive and extensive social network pro-
vided families with both emotional and material sources of support,
participants with limited social networks reported feeling isolated
and often overwhelmed by their child's needs. This isolation was
particularly felt during their child's early childhood, when the child's
medical needs tended to be the highest.

Like social networks, the physical environment in which the family
lived greatly affected individual and family well-being. While most fam-
ilies lived in safe neighborhoods, for those who did not, the threat often
increased stress and made them take vigilant measures to ensure their
child's safety. These behaviors often ran counter to what they believed
would be best for their child's health—including limiting outdoor activ-
ity or limiting their child's peer network.

Strengths & limitations

This qualitative descriptive study addressed the limited knowledge
that currently exists about conditions and dynamics at the family and
community level that affect EP youth's development and well-being.
Limitations of this study include the inability to fully explore how gen-
der, race and/or culture affect these experiences. Literature has identi-
fied how race and/or ethnicity impacts the care and services EP
children receives both in the NICU and in follow-up care (Beck et al.
2019; Sigurdson et al., 2018). For this study, we did not include enough
participants from a black or Hispanic/Latinx background to fully explore
this phenomenon. In addition, all participants were mothers, a limita-
tion which fails to fully describe the experience of fatherhood. There-
fore, more research is needed in fully exploring how well-being at the
family and community level is affected by gender, race and/or ethnicity.
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Research & practice implications

We were able to identify conditions and dynamics at the family and
community level that have the potential to affect an extremely preterm
child's development and well-being. However, more research is needed
to explore how these experiences vary based on racial/ethnic back-
ground and financial resources. Specifically, access to helpful resources
such as early childcare, and safe outdoor areas, are closely associated
with a family's financial resources.

Healthcare providers caring for these families must realize that not
only are EP youth affected by prematurity, but caregivers are also deeply
impacted both emotionally and physically by caring for the preterm in-
fant as they mature. Therefore, it is essential that maternal and family
care is also emphasized in community practice.

Conclusion

Overall, mothers of extremely preterm children are vital in the ex-
tremely preterm child's well-being. While there are individual level
characteristics that contribute to well-being, a support structure at the
family and community level is essential to the child and mother's
well-being. Specifically, families with limited material and/or immate-
rial resources rely on formal institutions, such as the school and
healthcare system for resources. Therefore, it is vital that personnel in
these institutions ensure that their services are easily accessible for
this vulnerable population group.
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