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Unveiling Light From Darkness

Brad Pbillips, PhD, RN

This study explored how parents of children with acquired disabilities transform loss into
meaning when faced with traumatic experiences. This type of loss is ambiguous and differ-
ent from that of the bereaved. Directed content analysis was guided by the predetermined
categories of unveiling, darkness, and light. Stories from 8 parents revealed the ability to
decide how they perceived their experiences, discovering meaning in caring for their child
despite the suffering associated with loss. These findings offer direction for nursing research,
practice, and policy on how to assist parents in overcoming these challenges and shed light
on the dynamic perspectives of loss. Key words: acquired disability, ambiguous loss, cbil-
dren, directed content analysis, grief, narrative storytelling, parents, suffering, Theory of

Meaning, transformation

BACKGROUND AND SIGNIFICANCE

In 2021, it was estimated that nearly 3.4
million children (6.7%) in the United States
have a disability.! Various contributing factors
are associated with childhood disabilities,
with unexpected illness and injury among
the highest causes of those acquired after
birth.2 An acquired disability is a permanent
impairment of function following normative
childhood development.®> Children with ac-
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quired disabilities often require long-term
rehabilitation, increased caregiving demands,
and costly complex medical care.*® Because
of limited supportive resources, parents of-
ten serve as primary caregivers in the home.
They often experience negative effects in
their overall physical, emotional, psycholog-
ical, and spiritual health.” This is further
complicated by the ambiguous/nonfinite loss
associated with the acquired disability.
Ambiguous loss is different from traditional
loss in that the child is still alive, yet there is
the absence of the previously healthy child.!®
Nonfinite loss is expressed as a living loss
that is ongoing with an unforeseen end and
is often used to describe children with ac-
quired disabilities.!!'!2 These terms are used
interchangeably in the literature and concep-
tually describe this particular type of loss.
Parents describe their experiences of am-
biguous/nonfinite loss as traumatic, ongoing,
recurring, and unresolved.!?'!3 Parents are
anxious and apprehensive toward the uncer-
tainty of their experiences, and there is a
sense of disappointment for the changes they
have experienced with their child.!0-14.15
Loss is commonly studied under tradi-
tional, linear, time-bound models such as
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Statements of Significance

What is known or assumed to be
true about this topic?

e Parents of children with acquired
disabilities often serve as primary
caregivers in the home. This
experience has a profound impact
on their overall health.

¢ In addition, they are suffering from
the loss experienced with a change
in their previously healthy child.

e Ambiguous/nonfinite loss is diffe-
rent from traditional loss.

e Navigating this type of loss is
dynamic and fluid and poses
unforeseen challenges.

What this article adds:

e In this study, parents expressed the
ability to transform their ambiguous
loss into purpose.

e Through active decision-making,
parents were able to reframe how
they perceived their role and unveil
new perspectives despite the loss
they experienced.

e This transformation of loss is novel
in that it challenges traditional
views of grief by highlighting
choices parents make to discover
renewed meaning within their
caregiving role and experiences
with their child.

e “Unveiling light in the midst of
darkness” as the definition of the
concept of transforming loss was
supported by the findings of this
study.

moving from denial toward acceptance.'®18

However, Bruce and Schultz!® suggest that
there is no formula to describe ambigu-
ous/nonfinite loss, with evidence that sup-
ports a fluid and dynamic process rather than
a linear, staged model.'® Parents undergo-
ing this type of loss have been observed by
the author in settings such as the pediatric
intensive care unit (PICU) and outpatient

clinics to actively work to transform their
experience into a different perspective that
provides meaning and purpose to them.
This practice observation led to the devel-
opment of the concept transforming loss.*°
Transforming loss describes the process of
discovering purpose and meaning for par-
ents experiencing an ambiguous/nonfinite
loss with their child. The conceptual defini-
tion of transforming loss is “unveiling light
in the midst of darkness.”?°®® It has been
designed for use in nursing research and
describes how parents find meaning and pur-
pose despite the experiences associated with
an ambiguous/nonfinite loss.?’

PURPOSE

The purpose of this study was 2-fold: (1)
gather empirical evidence about the concept
transforming loss; and (2) use the evidence
to offer guidance for nurses on how to as-
sist families navigating these life experiences.
The question, “How do parents describe liv-
ing through the experience of caring for a
child with an acquired disability?” directed
the research.

THEORETICAL FRAMEWORK AND
APPROACH

The middlerange Theory of Meaning?!
guided the development of transforming loss
and was congruent with the study purpose.
The theory is based on the premise that
“meaning is a journey toward life purpose
with the freedom to choose one’s path in
spite of inevitable suffering.”?!®®” The the-
ory has 4 assumptions: (1) a person’s search
for meaning is the primary purpose for life,
and each person has a unique ability to find
individual meaning without assistance from
others; (2) a person has freedom to realize
meaning of life and reason for existence; (3)
a person can find meaning in life despite
inevitable suffering or in situations that can-
not be changed; and (4) a person’s life has
meaning at all times, in every situation.?!
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The 3 organizing concepts within the The-
ory of Meaning are life purpose, freedom
to choose, and human suffering.?! Life pur-
pose is the reason for a person’s existence.
Purpose can be found through individual
works, meaningful experiences, or attitudes.
Purpose can also be lost or threatened from
a situation that strips away meaning, such
as experiencing an ambiguous/nonfinite loss.
Freedom to choose is the process of hav-
ing control over options. It is the ability to
choose an attitude despite the situation. Hu-
man suffering is described as a “subjective,
all-consuming human experience.”?!®8 gyf.
fering is part of the human health experience.
Although meaning cannot be found within
human suffering, it can be found despite it.
The concepts of the theory correspond with
the core qualities of transforming loss: unveil-
ing, darkness, and light. Unveiling light in the
midst of darkness?®® describes the transforma-
tive experience of freely choosing meaning
despite the suffering experienced from an
ambiguous/nonfinite loss, such as caring for
a child with an acquired disability.

Story Theory structured the approach of
data gathering by exploring recollected ex-
periences associated with present, past, and
future. The 3 concepts of Story Theory are
intentional dialogue, connecting with self in
relation, and creating ease.?? Intentional dia-
logue was facilitated by the author being fully
intentional and present during each parent
interaction. Connecting with self in relation
transpired as parents began to reflect on their
experiences with caregiving and loss in the
context of having a child with an acquired dis-
ability. Finally, creating ease was manifested
through enhanced clarity and comfort as par-
ents began to recollect on the present and
past and think toward the future.

METHOD

This qualitative, descriptive study was
guided by directed content analysis.?> When
there is existing theory and research about an
area of study that would benefit from further

description, a directed approach to content
analysis is appropriate (Figure). There is lit-
tle known about how parents transform loss
into purpose and meaning when caring for
a child with an acquired disability. With
this method, data were collected through
scripted interviews using open-ended ques-
tions, followed by targeted questions about
the predetermined categories. The prede-
termined categories were derived from the
core qualities of transforming loss: unveiling,
darkness, and light.?°

Protection of human subjects

This study was approved by the institu-
tional review board and academic medical
center associated with West Virginia Uni-
versity. Confidentiality was maintained by
securing data on a password-protected com-
puter and in a locked file. Interviews, which
were recorded, were conducted in a private
location. Participants were made aware of the
benefits and risks associated with the study,
signed an informed consent, and were able to
stop or withdraw from the interview at any
time. Findings are reported anonymously to
further maintain participant privacy.

Sample

Participants were recruited from social me-
dia support groups and word of mouth.
Examples of support groups included par-
ents of children with traumatic brain injury
or cerebral palsy, parents of children with
special health care needs, or Medicaid/state-
based financial resource groups. To be
included in the study, participants were re-
quired to be 18 years or older and a parent or
primary caregiver of a child (younger than 18
years) with an acquired disability. Excluded
were parents of children with a congenital
disability or parents unable to independently
participate in the interview process. A parent
or primary caregiver was defined as someone
who provided care to the child before and af-
ter the disability was acquired. The disability
must have been acquired at least 1 year prior
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Condensed meaning units
clustered and interpreted
into subthemes

Specific descriptors
condensed into
condensed meaning
units

Independent reading of transcripts
by experienced qualitative
researchers

Member checks
completed

Interview with
participants

N=8

!

|

!

i1

Abstraction:
Subthemes
interpreted into
themes

Specific descriptors in text
identified and coded into
subcategories within
predetermined categories of
unveiling. darkness. and
light

Categories identified
from existing concept
of transforming loss

Transcriptions
reconstructed into
shortened stories

Interviews transcribed
verbatim

Figure. Directed content analysis model. This figure is available in color online (www.advancesinnursing

science.com).

to the interview to give the parent or primary
caregiver time to grapple with the ambigu-
ous/nonfinite loss. It is not well described in
the literature what is the optimal time frame
when parents begin to transcend ambigu-
ous/nonfinite loss. One study reported that
the initial traumatic grief response in parents
of children with a traumatic brain injury may
last from 12 to 18 months.!! Another study
found that key transitional support needs for
parents reside in their ability to navigate the
health care structure, community of support,
and school system.'# Since there is not clarity
on this issue, 1 year since the disability was
selected as providing enough time for reflec-
tion but still close enough to the experience
for accurate memories.

Interviews

The investigator used the 3 stages of Story
Theory?? and the predetermined categories
of unveiling, darkness, and light to cre-
ate the semistructured interview questions
in the order of present, past, and future.
The premise of Story Theory?? is that the
challenges that complicate everyday life can
be better understood through a narrative.
The gathered story focuses on understand-
ing the health-related lived experience in the
words of the participants with the intended
outcome aimed at moving these challenges
toward a resolution.?? The predetermined
category of unveiling was structured to be
consistent with the present caregiving ex-
perience, while darkness and light aimed to

Copyright © 2023 Wolters Kluwer Health, Inc. Unauthorized reproduction of this article is prohibited.
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gather stories related to the past and future,
respectively.

Procedures

Flyers were distributed to staff in local
pediatric clinics and virtually via Facebook.
The investigator contacted the administrative
member of each support group via private
Facebook message, describing the purpose
of the study and asking for permission to
join and post within the group. Administra-
tive members were welcoming and receptive,
giving permission to share information with
group members. The flyers included a brief
overview of the study, eligibility criteria, and
contact information of the investigator. De-
spite recruitment efforts in the clinics, all
participants were recruited via Facebook sup-
port groups or word of mouth. Once qualified
for participation, caregivers were given the
choice of an in-person or computer-based
Zoom interview at a mutually agreed upon
date and time.

Thirty potential participants contacted the
investigator over the course of the 6-month
recruitment period, but many were ineligible
due to disability type. These included congen-
ital disabilities such as cerebral palsy, spina
bifida, and cystic fibrosis. Ultimately, 8 partic-
ipants were interviewed: 5 in their home, 1 at
the School of Nursing, and 2 via Zoom.

Prior to the interview, participants com-
pleted a demographic questionnaire, which
included age, sex, race/ethnicity, county
location of their home, marital status, em-
ployment status, household income, relation
to child, and total number of children in the
home. Child demographic data included age,
sex, functional status, type of illness/injury,
time since injury, and type of health care
needs. Interviews were recorded and lasted
between 32 and 84 minutes (M = 52.5 min-
utes). Each participant was offered a $50 gift
card as a modest thank you for their time.

The recorded interviews were transcribed
by the author and then they were re-
constructed into a shortened story. The
reconstructed story placed the interview into
the order of past (darkness), present (un-

veiling), and future (light) using the words
of the participants. Once the stories were
reconstructed, the investigator provided the
reconstructed story to each participant via
email. The investigator scheduled a second in-
teraction with each participant so they could
review their reconstructed story for accu-
racy and confirm or modify it. They also
had the option to remove the story from the
study, but none did. Following confirmation,
participants received an additional $25 gift
card.

Analysis

The investigator and a second researcher
with qualitative research expertise analyzed
the data. The process began with the pre-
determined category of unveiling, where the
investigator read through all 8 transcripts us-
ing a line-by-line technique and highlighted
sentences that met the definition of the
category. These would become the spe-
cific descriptors such as “words, sentences
or paragraphs containing aspects related
to each other through their content and
context.”24®100 The text was reviewed, and
subcategories were developed that described
a broad, overarching meaning of each specific
descriptor. Subcategories continued to be de-
veloped until each specific descriptor could
be logically placed or clustered. The process
was then repeated for the predetermined cat-
egories of darkness and light. Once all of the
subcategories with specific descriptors were
identified, the investigator reorganized, com-
bined, or removed subcategories that shared
similar content and context.

Once the subcategories and correspond-
ing specific descriptors were organized, the
investigator went through each subcategory
and shortened each specific descriptor into a
condensed meaning unit through the process
of condensation, or “shortening while still
preserving the core.”?4®109 The condensed
meaning units within each subcategory were
then aggregated into clusters based on man-
ifest and latent content. Manifest content
includes the visible, obvious components of
the text, while latent content involves an
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interpretation of the underlying meaning of
the text.?

A review was completed on each cluster
of condensed meaning units, and through the
process of abstraction, or interpretation on a
higher logical level, subthemes were created.
The final process of analysis was to inter-
pret the subthemes into themes. Themes are
“threads of underlying meaning through, con-
densed meaning units, codes or categories,
on an interpretive level.”?4®19D An excerpt
from the analysis audit trail can be found in
Table 1.

Trustworthiness

Trustworthiness was maintained through
credibility, transferability, dependability, and
confirmability.?> Participation in the study
was completely voluntary, and the investi-
gator maintained privacy and confidentiality
through interviews and data security. Fur-
thermore, member checks were completed
with each participant and findings were scru-
tinized for accuracy by peers informed in
qualitative research. Direct quotations from
the words of participants supported each
theme, and an extensive audit trail was main-
tained during each step of the research
process.

RESULTS

Data were collected from 8 parent inter-
views. Six participants were mothers from
separate family units, and 2 interviews oc-
curred as mother/father pairs (N = 8). Five
participants were the child’s biological par-
ent(s), with 2 adoptive and 1 foster parent(s).
Age of parents ranged from 24 to 44 years (M
= 34.81 years). All parents identified as White
and lived in different counties in North Cen-
tral Appalachia. Three participants reported
an average yearly household income of less
than $29999, 4 were unemployed, and 7
cared for at least one additional child in the
home (Table 2).

The majority of children with the acquired
disability were male (n = 7), with ages rang-
ing from 2 to 13 years (M = 5.38 years).

Copyright © 2023 Wolters Kluwer Health, Inc. Unauthorized reproduction of this article is prohibited.

Table 1. Excerpt From Data Analysis Table

Condensed Meaning

Themes

Subthemes

Units

Subcategories Specific Descriptors

Categories

Theme 4:

Not knowing what

Didn’t know what life

“We didn’t know what life would

Darkness = Suffering Awful/Worst

Knowing and
not knowing

life would be like
and waiting to

see.
Uncertainty of

would be like
Not knowing was a

it was very

be like ...

experience

from caregiving
and ambiguous/

nonfinite loss

»

depressing . . ..
“We didn’t have a diagnosis. For a

the terrifying
consequences

of loss

nightmare
You don’t know what’s

it was

while it was real dark ...

a nightmare.”
“My thoughts at first [was] that I

recovery and fear
of losing their

child

going to happen

just had

to wait and see
Fear of losing child

It was bad ...

was losing my child and I didn’t
know what I was going to do to
help my other son through it.”
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Table 2. Parent Demographics (N = 8)

Variable n (%) M
Age,y 34.81
Relation to child

Biological parent 5 (62.5)

Adoptive parent 2(25.0)

Foster parent 1(12.5)
Marital status

Single 2(25.0)

Married 5(62.5)

Partnered 1(12.5)
Annual household

income

<$29999 3 (37.5

$50 000-59 999 1(12.5)

$60 000-69 999 2(25.0)

$70000-89 999 1(12.5)

>$90 000 1(12.5)
Employment status

Full-time 3 (37.5)

Self-employed 1(12.5)

Unemployed 4 (50.0)
Education level

High school 4 (50.0)

diploma

Associate degree 1(12.5)

Bachelor’s degree 2(25.0)

Master’s degree 1(12.5)

Time since injury ranged from 12 to 128
months (M = 52.12 months, Md = 39), av-
eraging about 4.3 years. Half (n = 4) of the
disabilities experienced by the children were
acquired from injury (traumatic or anoxia
to the brain), while the other half (n =
4) resulted from unexpected illness or dis-
ease. Half of the children used a wheelchair
and required medications and oxygen in the
home, while 3 children used a ventilator and
required enteral supplementation through a
feeding tube.

The predetermined categories of unveil-
ing, darkness, and light from transforming
loss provide the organizing framework for
the findings from this study. Unveiling is the
bridge between darkness and light, where
a choice is made to view an experience
in a positive way and to find meaning and
purpose despite suffering and loss.

Unveiling

Unveiling was defined as the active pro-
cess of freely choosing meaning within an
unchangeable experience, such as the am-
biguous/nonfinite loss of a child. When
asked about unveiling, participants described
making active decisions related to their ex-
perience of loss. The condensed meaning
units derived from their stories included be-
ing strong and fighting for their child, doing
what has to be done, making more space,
connecting with others, giving grace, watch-
ing progress, and seeing good. Three themes
emerged from the category of unveiling.

Theme 1: Being strong and overcoming
challenges to care

Participants commonly chose strength as a
motivator to continue caring for their child.
One participant stated, “...you just keep be-
ing strong for your kid and they feed off that
strength . ..,” while another shared, “...you
never know what you’re capable of until
you’re put in that situation where you have to
do what you have to do, and you just do it.”

This idea of choosing to do what must be
done was a common finding when discussing
challenges and day-to-day caring needs. Par-
ticipants described “going with the flow” and
“not sweating the small stuff” as catalysts for
navigating the caregiving experience; many
emphasized the importance of taking it one
day at a time.

We’ve made it this far and we’ve always just done
what needed to be done and we’ll continue to do
that.

As soon as I knew he was coming home from the
hospital ... whatever I need to do is what I'm
going to do.

Theme 2: Creating a life space of
connecting with others and giving grace

‘When asked about significant choices or
decisions that were made in caring for their
child, many participants described choosing
to physically alter their living space or decid-
ing to make a life change to accommodate
their child’s needs.
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“We bought a bigger house ... so he could have a

room to himself. ...

I ended up quitting my job ... and did some

alterations to the house.

I have not returned to work ...
things on hold.

we put some

In addition to creating space, choosing to
reach out and connect with others was a
way to feel less alone and gain a sense of
community. One parent shared, “I think what
helped me the most was reaching out to on-
line groups of people in similar situations. . ..
I wish I would have reached out sooner.”

Choosing to focus on self and learning to
give grace were other common threads asso-
ciated with the unveiling process. One parent
said, “...it’s okay to be sad about the things
that he or I have missed because of the dis-
ability without feeling guilty,” while another
shared, “I had to fix it, or it was all going to fall
apart ... do a little bit at a time. It’s hard but
take a deep breath and give yourself grace.”

Theme 3: Viewing goodness and joy in
watching ongoing progress

When asked about finding goodness in car-
ing for their child, participants consistently

ADVANCES IN NURSING SCIENCE/JANUARY-MARCH 2024

referenced the joy found in watching them
progress. One parent shared, “...every lit-
tle thing is amazing to me ... watching his
personality bloom ... it’s really been won-
derful to watch.” Another stated, “The joys
of watching him progress. He’s an amazing
kid. He’s survived so many things he proba-
bly shouldn’t have and watching him come
back from that ... he’s just an amazing kid.”

Two participants shared their experiences
of being proud to be their child’s parent.
“It makes me proud to be his [dad]. When-
ever someone’s like, “‘Whose boy is that?’
Well, he’s mine,” and “...I'm just proud of
him. I'm proud to be his mom and watch
him overcome and learn.” Many participants
chose to find goodness despite the circum-
stances, frequently referencing that “being
here is good enough,” and that their child is
“deserving of love and respect like everybody
else” (Table 3).

Darkness

Darkness was defined as the suffering
experienced with caregiving and the am-
biguous/nonfinite loss. When asked about
darkness, participants described the suffer-
ing experienced from loss and the challenges

Table 3. Themes of Unveiling and Associated Condensed Meaning Units

Theme 1 Being strong and overcoming

challenges of care

Theme 2 Creating a life space of
connecting with others and

giving grace

Theme 3 Viewing goodness and joy in

watching ongoing progress

e Keep being strong for your child

¢ Deciding to keep fighting

e Continue doing what needs to be done

e Getting through day to day

e Go with the flow

e Make the best of it

¢ Keep going

e Making more space to care

e Putting some things on hold

® Reaching out and connecting

e Learning to give grace

e Letting go of things that happen

e Needing to focus on self

e Joy and amazement in watching progress
e Proud to watch them overcome

e Always trying to find the good

¢ Being here is good enough

e Deserving of love, appreciation, and respect
e Progressing regardless of disability

Copyright © 2023 Wolters Kluwer Health,

Inc. Unauthorized reproduction of this article is prohibited.
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associated with care. The condensed mean-
ing units drawn from their stories included
uncertainty of recovery, fear of loss, constant
monitoring, being on edge, never getting a
break, reevaluating expectations, and wor-
rying who will care for their child in the
future. As a result, 3 themes emerged from
the category of darkness.

Theme 4: Knowing and not knowing the
terrifying consequences of loss

When asked to think back to when the
loss occurred, participants discussed feelings
of uncertainty, fear, and frustration. One par-
ent shared, “We didn’t know what life would
be like ... it was very depressing ... deal-
ing with his care and worrying about what
to do or look forward to.” Another shared a
similar emotional response: “I battled with

depression, anxiety, pure sadness
flashbacks.”

Others shared their experiences with loss
immediately after the accident or injury.

...heraccident ... was the worst thing ... it was

an awful experience.

We didn’t have a diagnosis. For a while it was real
dark ... it was a nightmare.

I remember him going back to surgery and we
didn’t know if he was going to come out or not.

Theme 5: Unrelenting vigilance and
being on the edge that weighs on family
well-being

Participants discussed what it was like to
care for their child in the home after being
discharged from the hospital. Many shared
that their child needed constant monitoring
due to the fragility of their condition, leaving
them feeling frazzled and on edge. In addi-
tion, the constant state of caring associated
with the loss made them feel like prisoners in
their own home.

When we first brought him home ... I was on
edge. I didn’t sleep. Every sound he made I was
wondering if something was wrong.

...he needed to be watched all the time ... I
would go a few days without a shower-. . ..

Before [the disability] I worked quite a bit ... now
I’'m stuck in this box every day .. ..

Participants shared how overwhelming
care needs related to loss impacted every sin-
gle part of their life. One parent commented
on the impact it had on their relationship,
“We never get time alone ... this has put a
major stressor on our marriage. We actually
separated a few years back.” Others shared
what it’s like to never get time to themselves,

The hardest part is never getting a break. You
can’t pour from an empty vessel without getting
recharged.

You can’t help but compare yourself to other peo-
ple ... seeing parents sitting and the kids playing.
That can’t be the case for us. It’s constant.

Theme 6: The unending worry about
lifelong care

Many participants worried about what life
would look like in the future. Some shared
how caring for their child was going to
get more difficult. “It’s going to get harder
to care for him. He’s going to get bigger

and we’re getting older.” Others feared
who would care for their child if something
happened to them.

I carry around the weight of “Will he be okay?” ...
and who’s going to care for him if I'm not here. I
don’t have a plan.

... how do you decide if something would happen
to me or my husband ... I want my health to stay
okay to make sure he’s okay.

Many shared what it is like to constantly
reestablish expectations and come to realiza-
tions about what their child can and cannot
do as a result of the loss (Table 4).

... you have all these dreams for your child. Some-
times with disabilities those things will never
happen. Reevaluating expectations is challenging
and sad.

... trying to accept that life as we knew it was no
longer going to be.
Light

Light was defined as finding purpose and
meaning despite loss. When asked about



7202/T0/20 U0 SAWDbWINAGSBDAZENINBINANIANA LIAYXAdIMNHBNIES/S6DWAAMEECUNPENN+

XIBMXSNYCUZ/9H+9H0OMN D LNAF LISNMODXHZHIIAGAIHOFOSOZONANLBSSXNIARIG60043H4d0a

IA+ANMEPOMASIO0+O

101} papeojumoq

INTGUMAIBBINA10dUWIAY QAN LUSBLE ALY/ AQ 8ouBlosBulsInuuIS8oUBAPE/WOD MM|"S[eulnol//:dn

98

ADVANCES IN NURSING SCIENCE/JANUARY-MARCH 2024

Table 4. Themes of Darkness and Associated Condensed Meaning Units

Theme 4 Knowing and not knowing
the terrifying

consequences of loss

Theme 5 Unrelenting vigilance and
being on the edge that
weighs on family

well-being

Theme 6 The unending worry about

lifelong care

Not knowing what would happen

Just having to wait and see

Fear of losing child

Didn’t know if child would recover
Frustration not knowing what to do
Afraid to miss something

Needing to be watched all the time
Being on edge

Impacted every part of life

Unable to take a break

Stress about broke us

Stuck in house day and night
Reevaluating expectations is challenging and sad
Wanting to stay healthy to care for them
Who will care if something happens
Caring is going to get harder

Nobody can care for child the same

light, participants shared their hopes for the
future and the positivity that has come from
caring for their children. Condensed mean-
ing units included unlimited possibilities,
hope and excitement for the future, closer
connections, strengthened relationships, and
rewarding experiences. Two themes emerged
from the category of light.

Theme 7: Envisioning possibilities and
bope for the future

All participants discussed hopes for the
future, often commenting on how far their
child had already come and shared excite-
ment for future possibilities.

He is a miracle. He is surpassing anything that was
anticipated so I don’t ever rule anything out with
him.

He keeps amazing us with his progress, so I know
the outlook on the future is going to be changing.

...the doctors didn’t expect her to make it this
far and look where she is now ... there is no
limitation to what she can possibly do.

Theme 8: Valuing relationsbips within
the family to foster a caring way of
being

When asked about the positive experi-
ences in caring for their child, participants

Copyright © 2023 Wolters Kluwer Health, Inc. Unauthorized reproduction of this article is prohibited.

often discussed the purposeful relationships
and closeness within the family.

... he has overcome so much, and our family has
grown because of what we’ve experienced.

I think it made my husband and I much closer ...
a lot of people just don’t understand.

Some parents found purpose by seeing
the positive impact it has had on the child’s
siblings:

...it makes my older children way more sympa-

thetic to kids with disabilities because they live
this every day.

... I have another baby who hopefully grows up
to be a kind and compassionate human because
he has his brother.

Finally, many shared how purposeful and
rewarding it is to care for their child (Table 5).

Caring for a child with an acquired disability is so
rewarding. It may be difficult and lonely, but it’s so
special.

...it’s the most rewarding thing I've ever done
with my life. Nothing I've ever done ... is as
rewarding as what I do at home.

DISCUSSION

Through their experiences caring for a
child with an acquired disability, parents
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Table 5. Themes of Light and Associated Condensed Meaning Units

being

Theme 7 Envisioning possibilities and hope
for the future
Theme 8 Valuing relationships within the

family to foster a caring way of

e Proving them wrong

e No limitations on possibilities

e QOutlook on future changing

e Hope and excitement for future
e Immediate connections

e Closer relationship with spouse
e Caring brought family together

e Healed family relationships

e Family has grown

e Caring is rewarding and special

were able to find meaning and purpose by
unveiling light in the midst of darkness. This
transformation of loss is congruent with the
Theory of Meaning, where individuals have
the freedom to choose life purpose despite
suffering. Suffering is a subjective piece of
the human health experience and described
as all-consuming.?! Participants related their
suffering experiences to the darkness found
in caregiving and loss. The uncertainty of
unknowns related to loss (theme 4), impact
of constant caregiving on self and family
well-being (theme 5), and worry about life-
long care (theme 6) were all-consuming to
the participants living this experience. The
dynamic fluidity of loss and continued care-
giving demands resulted in suffering that was
unwavering and unchanged. In the expanded
present, darkness was threaded from past to
future, and although it never ceased, par-
ticipants were gradually able to unveil light
through active choices and decisions.
Participants shared their experiences with
making the choice to view their situation dif-
ferently. In the Theory of Meaning, freedom
to choose describes a person’s autonomous
control over their situation and enables them
to choose their attitude.?! In discovering
their strength, participants were able to over-
come challenges to care (theme 1). In time,
they created a life space that shielded the
darkness by connecting with others and giv-
ing themselves grace (theme 2). This allowed
them to reside in a present that facilitated
the ability to see goodness and joy in watch-
ing their child’s progress (theme 3). Although

the unveiling experience was slow and took
effort, freely choosing the way they viewed
their situation allowed them to see purpose
and meaning in their lives. Unveiling is per-
haps the most important core quality in the
concept, as it serves as the bridge between
darkness and light.

Through the process of unveiling, partic-
ipants began to see meaning and purpose.
Life’s purpose is described in the Theory of
Meaning as the reason for existence. It can
be found through individual works, meaning-
ful experiences, or changes in attitudes.?! In a
sense, light is found at the end of each unveil-
ing process, and its existence extends well
into the future. Light is not unveiled all at
once but discovered gradually through chip-
ping away at the darkness. Participants were
able to see glimpses of light in the present
when thinking toward the future. Their ex-
periences through the process of unveiling
enabled envisioning possibilities and hope
for the future (theme 7). They found pur-
pose and meaning in both caregiving and loss
through the positive change in relationships
within the family (theme 8).

In the literature, parents have described
caregiving as fear-inducing, stressful, and
tiring.2>?® Participants reported the need to
monitor their child around the clock, afraid
they will miss something. This interrupted
routines and sleep, leaving them feeling un-
balanced and like their life was upside down
(theme 5). There is further evidence to
support caregiving to be perceived as unpre-
dictable and time-consuming.?® Participants
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battled with not knowing what life would
be like after the disability and uncertain of
whether their child would recover. There
is evidence from theme 4 to support the
unknowns associated with consequences re-
lated to loss. Participants shared that it is
difficult for them to get a break due to the
lack of support from others knowledgeable
and trained to care for their child, supporting
theme 6 related to the worry of lifelong care.

Caregiving experiences were further com-
plicated by ambiguous/nonfinite loss. Nav-
igating this loss is associated with feel-
ings of uncertainty, disappointment, and
hopelessness.'% !> Participants reported try-
ing to come to terms with false hope and
feeling sad when realizing that some of the
wishes and dreams they had for their child
would never come true. They constantly felt
the need to reevaluate expectations based on
the current status of their child. This is ev-
ident in theme 4, where the consequences
associated with an ambiguous/nonfinite loss
were terrifying and unknown.

However, darkness associated with care-
giving and loss was accompanied by unveil-
ing and light as participants actively worked
to uncover meaning in their experiences.
There is evidence to support that parents are
able to transcend loss using personal enrich-
ment, family cohesiveness, and resilience.!!
Many participants experienced enrichment
through the joy of watching their child
progress and found goodness in hope for
the future (themes 3 and 7). They often
shared that caring for their child is some-
thing unique and special for their family, thus
enhancing relationships and bringing them
closer together. This is seen in theme 8,
where value is found through caring relation-
ships within the family. Unveiling meaning in
loss is often accomplished through increased
strength, enhanced connections, and help-
ing others.?*3! Participants reported using
strength to overcome challenges and felt a
sense of accomplishment when adjusting to
caregiving demands and demonstrating mas-
tery in skills related to complex care. This
is supported by theme 1, where parents’

ADVANCES IN NURSING SCIENCE/JANUARY-MARCH 2024

strengths helped them overcome challenges
of care. Many participants shared that a turn-
ing point came when meeting other parents
and families that shared similar experiences.
This allowed them to share their frustra-
tions, successes, and tips on providing care
and overcoming loss. Eventually, they became
confident in their knowledge, skills, and ex-
pertise to help other families and spread
awareness to the community regarding their
experiences. This is supported by theme 2,
where choices were made to connect with
others and create a safe space to care.

Implications

Findings suggest the need for future re-
search specific to these themes. For example,
a phenomenology study derived from theme
1 could examine the lived experiences as-
sociated with being strong and overcoming
challenges to care. This may provide insight
into how parents choose to make different
decisions in their caregiving. Another exam-
ple associated with theme 4 would be a
focus group study using content analysis to
better understand unknowns related to con-
sequences of loss. Findings may reveal how
parents view an ambiguous/nonfinite loss and
offer direction on how to better help them
grapple with shared, difficult experiences.
Finally, further research related to diversity,
inequity, and social determinants of health
within family systems may provide deeper
insight into the impact of accessibility and af-
fordability of resources on parent and child
health outcomes.

Providers caring for children with acquired
disabilities should anticipate specific needs
related to the parents and families living these
experiences. Enhanced therapeutic commu-
nication extending beyond cognitive and
skill-based learning may provide parents with
psychosocial support as they attempt to navi-
gate this loss. Providers also have the unique
ability to familiarize families with community-
based resources and support groups, which
could offer reassurance by connecting them
with others (theme 2). Understanding the
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worry of lifelong care (theme 6) further
supports the need for expanded transitions
of care models and increased collaboration
between providers from hospital to home.

Enhanced discharge planning related to
the acute care setting could enhance the
preparation for caregiving and navigation of
loss at the time of illness or injury. Recent
findings show that parents in the PICU ex-
perience profound symptoms of depression,
anxiety, and fear coupled with decreased per-
ceived support from others.3? Participants
in this study revealed that suffering began
at the time the disability occurred, support-
ing the need for enhanced support, frequent
debriefing, and trauma-informed care in the
inpatient setting. Furthermore, participants
who were interviewed were, on average, 4
years out from the onset of disability, affirm-
ing the need for extensive follow-up care and
allocation of community-based resources. Im-
provements in policy related to home health
nursing or respite care could minimize the
perceived caregiving burden and allow par-
ents and their families to have time to grapple
with the loss. Finally, enhanced fiscal re-
sources at the state and federal levels could
diminish burdens associated with care, by
compensating parent or family caregivers for
time dedicated to caring to reduce the need
for continued full-time employment outside
the home.

Limitations

The use of preexisting theory posed the
risk for a predetermined bias of the investiga-
tor and may have threatened the objectivity
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and confirmability of the findings.?> Further-
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swer questions in a certain way that satisfy
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research, narrowing the applicability of the
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CONCLUSION

Findings related to the experience of
parents caring for a child with an acquired
disability are grounded in the knowledge
base of nursing and consistent with previous
literature related to caregiving, loss, and
meaning. The core qualities of unveiling,
darkness, and light within the concept of
transforming loss are coherent with the
concepts and assumptions within the Theory
of Meaning,?! describing the active pro-
cess of discovering meaning and purpose
despite suffering. These findings offer im-
plications for future practice, research, and
policy change to support parents and their
children with acquired disabilities through
this transformative experience to improve
their health, healing, and well-being and
further support transforming loss for its use
in nursing knowledge development.

1. US Census Bureau. S1810 Disability characteristics.
Published September 15, 2022. Accessed Septem-
ber 20, 2022. https://data.census.gov/cedsci/
table?q=disability&d=ACS%201-Year%20Estimates%
20Subject%20Tables&tid=ACSST1Y2021.S1810

2. Frieden TR, Houry D, Baldwin G. Report to Congress
on Traumatic Brain Injury in the United States:
Epidemiology and Rebabilitation. Centers for Dis-
ease Control and Prevention; 2015:1-72. Accessed

September 20, 2022. https://www.cdc.gov/trauma
ticbraininjury/pubs/congress_epi_rehab.html

3. Haspel SP, Hamama L. Pediatric acquired disabil-
ity: child and parental adjustment. J Child Fam
Stud. 2021;30(3):403-415. doi:10.1007/510826-020-
01894-z

4. Arora S, Goodall S, Viney R, Einfeld S; MHYPEDD
Team. Health-related quality of life amongst primary
caregivers of children with intellectual disability. J


https://data.census.gov/cedsci/table?q=disability&d=ACS%201-Year%20Estimates%20Subject%20Tables&tid=ACSST1Y2021.S1810
https://www.cdc.gov/traumaticbraininjury/pubs/congress_epi_rehab.html

7202/T0/20 U0 SAWDbWINAGSBDAZENINBINANIANA LIAYXAdIMNHBNIES/S6DWAAMEECUNPENN+
XIBMXSNYCUDZ/IH+9HOOMN O LNAF LISNMODXNZHIIAGAIHOFDSIZONANLBSSXNINIA6004THdOATIBNAGHIA+ANMEBPONASID0+O

INTGUMAIBBINH10dUWIAY QAN LUSBLE ALY AQ 8ouBIosBulsSINuUISBOUBAPE/WOD MM| S[eulnol//:dny woly papeojumoq

102

10.

11.

12.

13.

14.

15.

Copyright © 2023 Wolters Kluwer Health, Inc. Unauthorized reproduction of this article is prohibited.

Intellect Disabil Res. 2020;64(2):103-116. doi:10.
1111/jir.12701

. Bhopti A, Brown T, Lentin P. Opportunities for par-

ticipation, inclusion, and recreation in school-aged
children with disability influences parent occupa-
tions and family quality of life: a mixed methods
study. Br J Occup Ther. 2020;83(4):204-214. doi:10.
1177/03080226198834

. Manjumdar R, Jain S. Comparison of quality of life of

caregivers of children with and without disabilities. J
Clin Diagn Res. 2020;14(3):1-4. doi:10.7860/JCDR/
2020/43442.13602

. Hirschi M, Walter AW, Wilson K, et al. Assess to

care among children with disabilities enrolled in
the MassHealth CommonHealth Buy-in program. J
Child Health Care. 2019;23(1):6-19. doi:10.1177/
1367493518777310

. Houtrow AJ, Carle A, Perrin JM, Stein REK.

Children with special health care needs on sup-
plemental security income for disability have more
health impacts and needs than other children with
special health care needs on Medicaid. Acad Pe-
diatr 2020;20(2):258-266. do0i:10.1016/j.acap.2019
.10.014

. American Association of Retired Persons (AARP)

and National Alliance for Caregiving. Caregiving in
the United States 2020. AARP; 2020:1-107. doi:10.
26419/ppi.00103.001

Powell KA, Sorenson A. Ambiguous loss after
shaken baby syndrome/abusive trauma: parental
management of dialectical contraindications of
grief. Commun Q. 2020;38(3):243-264. doi:10.1080/
01463373.2020.1759112

Collings C. That’s not my child anymore! Parental
grief after acquired brain injury (ABD): incidence, na-
ture, and longevity. Br J Soc Work. 2008;38(8):1499-
1517. doi:10.1093/bjsw/bcm055

Yehene E, Brezner A, Ben-Valid S, Golan S, Bar-Nadav
O, Landa J. Factors associated with parental grief
reaction following pediatric acquired brain injury.
Neuropsychol Rebabil. 2021;31(1):105-128. doi:10.
1080/09602011.2019.1668280

Wilson BA. Similarities and differences between be-
reaved parents and parents of a person with a
very severe brain injury: what can we do to help?
Neuropsychol Rebabil. 2020;30(2):163-165. doi:10.
1080/09602011.2020.1727660

Kirk S, Fallon D, Fraser C, Robinson G, Vassallo G.
Supporting parents following childhood traumatic
brain injury: a qualitative study to examine infor-
mation and emotional support needs across care
transitions. Child Care Health Dev. 2014;41(2):303-
313. doi:10.1111/cch.12173

Yehene E, Golan S, Brezner A, Gerner M, Landa
J. Exploring the role of perceived vs. observed
behavioral outcomes in parental grief follow-
ing pediatric acquired brain injury. Neuropsy-
chol Rebabil. 2019;45(1):11-18. doi:10.3233/nre-
192751

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

31.

32.

ADVANCES IN NURSING SCIENCE/JANUARY-MARCH 2024

Bowlby J. Attachment and Loss. Basic Books; 1969.
Kubler-Ross E. On Death and Dying. Scribner
Classics; 1997.

Lindemann E. Grief and grief management: some
reflections. J Pastoral Care. 1976;30(3):198-207.
doi:10.1177/002234097603000307

Bruce EJ, Schultz CL. Nonfinite Loss and Grief: A
Psychoeducational Approach. Paul H Brookes Publ;
2001.

Phillips B. Transforming loss: a developing concept
for nursing. Appl Nurs Res. 2020;55:151302. doi:10.
1016/j.apnr.2020.151302

Ritchie TD, Walter SM, Starck P. Theory of Meaning.
In: Smith M]J, Liehr PR, eds. Middle Range Theory
for Nursing. Springer Publ; 2018:83-106.

Liehr PR, Smith MJ. Story Theory. In: Smith MJ, Liehr
PR, eds. Middle Range Theory for Nursing. Springer
Publ; 2018:241-264.

Hsieh HF, Shannon SE. Three approaches to qualita-
tive content analysis. Qual Health Res. 2005;15(9):
1277-1288. doi:10.1177/1049732305276687
Graneheim UH, Lundman B. Qualitative content
analysis in nursing research: concepts, procedures,
and measures to achieve trustworthiness. Nurse
Educ Today. 2004;24(2):105-112. doi:10.1016/
j-nedt.2003.10.001

Shenton AK. Strategies for ensuring trustworthiness
in qualitative research projects. Educ Inf 2004;
22(2):63-75. doi:10.3233/EFI-2004-22201
Elangkovan IT, Shorey S. Experiences and needs of
parents caring for children with cerebral palsy: a
systematic review. J Dev Bebav Pediatr: 2020;41(9):
730-739. doi:10.1097/dbp.0000000000000880

Faw MH. Supporting the supporter: social support
and physiological stress among caregivers of chil-
dren with severe disabilities. J Soc Pers Relat. 2016;
35(2):1-22. doi:10.1177/0265407516680500
Meltzer LJ, Sanchez-Ortuno MM, Edinger JD, Avis KT.
Sleep patterns, sleep instability, and health-related
quality of life in parents of ventilator-assisted chil-
dren. J Clin Sleep Med. 2015;11(3):251-258. doi:10.
5664/jcsm.4538

Murphy NA, Christian B, Caplin DA, Young PC.
The health of caregivers for children with disabili-
ties: caregiver perspectives. Child Care Health Dev.
2007;33(2):180-187. doi:10.1111/j.1365-2214.2000.
00644.x

Coward DD. Meaning and purpose in the lives of
persons with AIDS. Public Health Nurs. 1994;11(5):
331-336. doi:10.1111/j.1525-1446.1994.tb00195 .x
Coward DD, Kahn DL. Transcending breast can-
cer: making meaning from diagnosis and treatment.
J Holist Nurs. 2005;23(3):264-283. d0i:10.1177/
0898010105277649

Phillips BE, Theeke LA, Sarosi KM. Relationship be-
tween negative emotions and perceived support
among parents of hospitalized critically ill children.
Int J Nurs Sci. 2021;8(1):15-21. doi:10.1016/j.ijnss.
2020.10.001



#202/T0/20 U0 SAWbWINMAS8DAZENINBNANIANALIAIXAAIMNHEBNIES/S6DWAAMEFCUNPENN+
XIBMXSNYCUDZ/IH+9HOOMN O LNAF LISNMODXNZHIIAGAIHOFDSIZONANLBSSXNINIA6004THdOATIBNAGHIA+ANMEBPONASID0+O

INTEUMAIRBINH10dWIAYOM LUSBLE ALY AQ 0UBI0SBUISINUUISBOUBAPR/WOD M| S[RUINOI//:d1Y WOol) papeojumod

Caring for a Child With an Acquired Disability 103

Test Instructions

Read the article. The test for this NCPD activity can only
be taken online at http://www.nursingcenter.com/CE/
ANS.

You will need to create (its free!) and login to your
personal CE Planner account before taking online tests.
Your planner will keep track of all your Professional
Development online NCPD activities for you.

There is only one correct answer for each question.
A passing score for this test is 8 correct answers. If you
pass, you can print your certificate of earned contact
hours and access the answer key. If you fail, you have
the option of taking the test again at no additional cost.

For questions, contact Lippincott Professional De-
velopment: 1-800-787-8985.

® Registration deadline is March 6, 2026.

Payment:
The registration fee for this test is $24.95.

Provider Accreditation
Lippincott  Professional Development will award
2.5 contact hours for this nursing continuing
professional development activity.

Lippincott Professional Development is accredited
as a provider of nursing continuing professional devel-

opment by the American Nurses Credentialing Center’s
Commission on Accreditation.

This activity is also provider approved by the
California Board of Registered Nursing, Provider Num-
ber CEP 11749 for 2.5 contact hours. LPD is also
an approved provider of continuing nursing education
by the District of Columbia, Georgia, West Virginia,
New Mexico, South Carolina, and Florida CE Broker
#50-1223.

Disclosure Statement
The authors and planners have disclosed that they
have no financial relationships related to this article.

For more than 648 additional continuing professional development
activities related to advanced practice nursing topics, go to www.
NursingCenter.com/ce.

Copyright © 2023 Wolters Kluwer Health, Inc. Unauthorized reproduction of this article is prohibited.



www.NursingCenter.com/ce

