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hildren have received

health care in hospitals

since the days of the

American Industrial Revo-
lution. The pediatric health care
system has moved from multiple
patient-bed units without parental
presence to limited parental visita-
tion to modern-day single-patient
rooms and family-centered care
where parents are included in med-
ical decision-making (Thompson,
2009).

Winzer (1993) provided insight
into the care of children with dis-
abilities during the early days of
health care provision in hospitals.
The prevalent medical model
deemed the child’s disability a
deficit that required special educa-
tion interventions provided in
separate settings by specialists
(Gelzheiser, 1987). Despite emerg-
ing medical diagnoses, medical and
educational personnel were suscep-
tible to prevailing social and reli-
gious judgments regarding individ-
uals with disabilities, which includ-
ed various superstitions and myths.
These factors shaped the develop-
ment of the institutional complex
that emerged, dictating who was
institutionalized, where, for how
long, and what life in the institution
was like. In 1975, children with dis-
abilities, formerly institutionalized
for care, were emancipated to live at
home with their families, became
members of society, and attended
school thanks to Public Law 94-142
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Health care encounters are stress-inducing events across the lifespan. Research
highlights the impact of hospitalization on children and suggests methods to facil-
itate their communication of these experiences to guide health care professionals.
Children with special health care needs and disabilities are an overlooked popu-
lation whose experiences of health care are often unheard of due to idiosyncrasies
and exceptionalities. This qualitative study used medical play, body mapping, and
interviews with five school-age children who have both special health care needs
and disabilities to seek their perceptions of their health care experiences and how
these experiences impact them. Inductive and visual analyses yielded three
themes pertaining to perceptions of their health care experiences: 1) This is my
body, 2) | know the health care environment, and 3) | understand medical treat-
ment. Three themes emerged regarding the impact of these experiences: 1) My
diagnosis affects me, 2) | take the good and the bad, and 3) | hurt, and | cry.
Findings indicated participants’ health care perceptions and impacts were
enhanced by combining child-centered data collection methods. Health care pro-
fessionals may adopt the shared modes to better understand unique realities/per-
spectives of children’s health care experiences to enhance the quality of care pro-

vided to all children.
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(Office of Special Education and
Rehabilitation Services, 2007).
Children with special health care
needs (CSHCN) is a classification in
American health and human servic-
es (McPherson et al.,, 1998). The
Maternal and Child Health Bureau
defined CSHCN as “those who have
or are at increased risk for a chronic,
physical, developmental, behav-
ioral, or emotional condition and
who also require health and related
services of a type or amount beyond
that required by children generally”
(McPherson et al., 1998, p. 138).
The World Health Organization
(1993) defined disability as follows:
“In the context of health experi-
ence, a disability is a restriction or
lack (resulting from an impair-
ment) of ability to perform an activ-
ity in the manner or within the
range considered normal for a

human being” (p. 143). CSHCN and
accompanying disabilities are a vul-
nerable population (Eddy & Engel,
2008) who require many health
care services, such as hospitaliza-
tion for complex medical needs,
and present more psychosocial
issues than CSHCN without disabil-
ities (Houtrow et al., 2011).

Capurso and colleagues (2021)
presented narratives from children
with medical conditions requiring
hospitalization. The narratives,
analyzed using interpretative phe-
nomenological analysis (IPA), illu-
minated the necessity of listening to
their illness-related experiences
that may be shared through various
modes. They described a worth-
while means of gaining pediatric
health care perspectives.

Additional methods are needed
to gain valuable perspectives about
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Table 1.

Participant Demographic Information

Age Medical Diagnosis and
Pseudonym (Years) Sex Disability Age at Onset CSHCN-S Category Qualifier
Alex 7 Male Kidney disease Birth Medication dependency, service
use, functional limitations
Ben 7 Male Rare brain stem disorder Birth Medication dependency, service
use, functional limitations
Dena 6 Female | Ventricular septal defect, Birth Medication dependency, service
atrial septal defect, use, functional limitations
chromosome deficiency,
intellectual disability
Emily 12 Female | Juvenile idiopathic 9 years Medication dependency, service
arthritis use, functional limitations
Fergie 9 Female | Unspecified Birth Service use, functional limitations
genetic syndrome,
developmental delay

Note: All participant names have been changed to pseudonyms. CSHCN-S = Children with Special Health Care Needs-Screener.

the health care needs of CSHCN and
accompanying disabilities in order
to moditfy and improve practice and
quality of care. The purpose of this
study was to explore health care
perceptions of school-age CSHCN
and disabilities using such meth-
ods. The goal was to better under-
stand the perceptions and impact of
children’s health care experiences
when they have both a special
health care need and a disability
diagnosis. Research questions ad-
dressed were 1) What are children’s
perceptions of their health care
experiences when they have both
special health care needs and dis-
abilities? and 2) How do personal
health care experiences impact chil-
dren with both special health care
needs and disabilities?

Materials and Methods

The researcher was guided by a
constructionist epistemology from
an interpretivist theoretical frame-
work using qualitative methodolo-
gy. Institutional Review Board ap-
proval was granted by the authors’
university.

Participant Recruitment
and Screening

Using the purposeful sampling
approach of snowballing, the re-
searcher identified potential partici-
pants. The Children with Special

Healthcare Needs Screener (CSHCN-S)
(Bethell et al., 2002) was implement-
ed with the primary health care par-
ent (all mothers in this research) to
identity five qualifying school-age
participants. The CSHCN-S is a crite-
rion-based measure that requires
children to meet all three compo-
nents of a question to screen as hav-
ing a special health care need: 1)
dependency on prescription medi-
cines, 2) use of services about what
is typical for most children, and 3)
functional limitations. Four of the
five participants qualified in all
three categories, while one partici-
pant qualified in only two cate-
gories: service use and functional
limitations (see Table 1). The more
categories in which a child quali-
fies, the higher the acuity of needs
they present (Bramlett et al., 2009).

After verification of participants’
special health care needs from the
CSHCN-S and the primary health
care parent’s confirmation of dis-
ability diagnosis, parental consent
and child assent were obtained.
Each participant’s mother was
interviewed to provide context
regarding their child’s health care
history and experiences. Partici-
pants were five children aged 6 to
12 years, two boys and three girls,
who had at least one inpatient
admission or equivalent high acuity
health care intervention as an out-
patient (see Table 1).

Data Collection

This qualitative research used
distinct yet varied modalities of data
collection specifically incorporated
to gather information regarding the
children’s health care experiences
and their impacts. Table 2 outlines
the data collection steps.

Semi-structured interviews (see
Table 3) relied on verbal communi-
cation and expression, allowing the
researcher to hear about each
child’s health care experiences in
their own words, giving them a
voice to share their stories. Children
were asked about a time they went
to the doctor or hospital. They were
then provided with blank paper and
markers to draw these experiences
as questions were presented to assist
in their information sharing.
Children also participated in body
mapping, a term coined by
MacCormack and Draper (1987).
Davy and colleagues (2014) de-
scribed it as a “life-size representa-
tion of selt” (p. 232) that uses art-
based techniques for sharing per-
sonal narratives. Cornwall (1992)
identified body mapping as a
research method and deemed it use-
ful for understanding individuals’
perspectives regarding their bodies.
Cornwall (1992) contended that the
visual representation allowed for
more in-depth interviewing by
encouraging participant reflection
and articulation.
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Table 2.
Data Collection Steps

this first meeting.

1. The researcher met with mothers individually to obtain consent and conduct
interviews for historical and contextual information.

2. Research session one with each child while the mother was present was
designed to establish a relationship and build trust because the researcher
and child had never met before. The child’s assent was also gained during

3. Research session two with each child individually involved interviewing them
and engage them in drawing pictures of their health care experiences and
body mapping how they saw themselves.

4. Research session three focused on an individual videotaped medical play
session with each child, which included some spontaneous questions from
the researcher regarding their play.

Table 3.
Semi-Structured Interview Guide

Why did you go there?
What did you do there?
Who did you meet there?

© N O N~

9. What did it feel like to be there?
11. Why was it easy?

13. Why was it hard?

Tell me about a time when you were in the hospital (at the doctor’s office).
What do you remember about being at the hospital?

What did you think about that experience?

How did that experience make you feel?

Tell me about the doctors and nurses you met.

10. Was anything easy to do when you were there?

12. Was anything hard to do when you were there?

14. Did you or someone else do something to make the hard part easier?

15. What could the doctors and nurses have done to make your time there better?
16. What would you tell other children about going to the hospital or doctor?

Drawings of health care experi-
ences and body mapping provided
kinesthetic expression and the cre-
ation of visually descriptive repre-
sentations. Drawings provided infor-
mation relevant to their health care
experiences, and body mapping
revealed how each child saw them-
selves.

Non-directive medical play (Bolig,
1990) and role rehearsal/role rever-
sal play with health care materials
and themes (McCue, 1998) provided
the children with control over their
expression and revealed non-verbal
insights into their perceptions of
health care experiences. Medical
supplies chosen were common
items children often see during well-
child and sick-child health care vis-

its. Blank cloth body-outline dolls
(Gaynard et al., 1991) were used in
medical play to represent the chil-
dren’s patients needing health care.
Participants were given markers and
a blank cloth body-outline doll, told
that this was their patient, and asked
to draw their patient’s face and any-
thing else they desired. They were
then introduced to the medical sup-
plies and prompted to do what their
patient needed.

Data Analysis

Data analysis included interpre-
tive description, an inductive ap-
proach, and visual analysis of the
children’s interviews, drawings, and
medical play. Although mothers’
data were not analyzed, selective
coding was used to inform perti-

nent health care histories and pro-
vide context for each participant.
Like Capurso and colleagues
(2021), this research relied on
Piaget’s Cognitive Developmental
Theory framework to interpret the
school-age participant data. The
Concrete Operational cognitive
level was chosen because partici-
pants aged 6 to 12 would engage in
medical play while also exhibiting
necessary cognitive and verbal
communication skills to relay their
health care experiences (Piaget,
1967). Rose’s (2012) critical visual
methodology informed the visual
data analysis to consider produc-
tion, image, and audience. Visual
analysis of participants’ drawings
included consideration of content,
color, spatial organization, image
size, and orientation to other
images (Guillemin, 2004). A devel-
opmental approach to children’s art
provided further insight into the
visual analysis of participants’
drawings (Kellogg, 1970; Lowenfeld
& Brittain, 1987). Visual analysis
through the lens of a Certified Child
Life Specialist (CCLS) was used dur-
ing medical play sessions and while
reviewing videos of each session to
observe children’s perceptions and
impacts of health care experiences.

Results

The analyzed children’s data
resulted in six final themes directly
related to the research questions.
Findings, interpretive themes, and
subthemes are organized by the
research questions. Participants’
pictures, body maps, and medical
play descriptions are provided to
highlight children’s experiences
and perceptions within each theme.

Children’s Perceptions
of Health Care Experiences

Three themes were connected to
participants’ perceptions of their
health care experiences: 1) This is
my body, 2) I know the health care
environment, and 3) I understand
medical treatment (see Table 4).

This is My Body

The “This is My Body” theme
allowed the children to construct a
tangible, visual representation of
themselves. This theme included
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Table 4.
Interpretive Themes, Subthemes, and Definitions for Perceptions
of Health Care Experiences

Themes and Subthemes

Definitions

1. This is my body.
» | can tell you what | know.
» Let me show you what | see.

Related to participants’ physical
bodies.

2. | know the health care environment.

» | can describe and explain it to
you.
» The people | meet.

Health care locations, time, and
people working in these
environments.

3. | understand medical treatment.
» The things done to me.
» The things | must do.

Vast array of treatments,
procedures, and equipment
involved in the participants’ care.

two subthemes: “I Can Tell You
What I Know,” and “Let Me Show
You What I See.” Participants were
afforded opportunities to share
about their bodies using various
expressive modalities. Medical play
often facilitates the child’s projec-
tion of themselves and their own
medical experiences onto a blank-
cloth body outline doll. Verbal
explanations often accompanied
the school-age children’s medical
play session as they discussed what
their doll patient was experiencing.
An array of information was shared
including eye color, freckles, smil-
ing, or braided hair; sharing these
concrete physical characteristics
aligned with their current concrete

thinking.
I Can Tell You What I Know.
Participants provided concrete

explanations of health care experi-
ences, including concrete bodily
functions. When asked about a time
he was at the hospital or a doctor’s
appointment, Alex, a 7-year-old
boy, pointed to the location of his
kidney on his body and drew a sim-
ple small red (his favorite color)
swirl to represent his kidney. He
explained, “It gets all the bad stuff,
and then you pee it out.” He further
elaborated, saying, “One time my
kidney tried to die,” and “another
sad thing, I had to get my old,
another one. It's my mommy’s.”
Alex’s sharing of information about
his health care experiences was a
strong indication that he had spe-
cific knowledge about his body and
the medical situations he endured.
Participants recognized medical

items during medical play as items
they had encountered during health
care experiences. They were com-
fortable with the medical items,
likely due to their being in control of
these items. Medical play provided a
visually and verbally expressive
modality for this subtheme, illumi-
nating cognitive developmental dif-
ferences among participants. Dena,
a 6-year-old girl with an intellectual
disability, drew on her doll patient
but did not verbally identify these
markings as related to her health
care experiences. She directly
demonstrated use of medical items
on her physical body, indicating her
preoperational thinking. Fergie, a 9-
year-old girl with concrete thinking,
discussed her medical experiences as
she applied markings and bandages
to her doll patient. Emily, a 12-year-
old girl, displayed formal opera-
tional thinking during medical play,
drawing on the body-outline doll
while verbally sharing her medical
experiences related to blood draws
and MRISs. See Figure 1 (Sisk & Baker,
2019) for the developmental pro-
gression within these three partici-
pants’ medical play dolls.

Let Me Show You What I See.
This subtheme was predominantly
revealed through the participants’
body mapping activity. Ben, a 7-
year-old boy, drew a very concretely
identifiable image of himself wear-
ing a green shirt, blue pants, and
brown shoes. He included hair,
eyes, and a mouth. He then looked
at his drawing and said, “Oops. OK.
Wait. There,” and drew his tra-
cheostomy tube, which seemed to

be something he forgot about being
part of his physical appearance.
This indicated the tracheostomy
tube was equivalent to other com-
mon body items he drew, which is
expected because he had the trach
since infancy.

Fergie drew specific items on her
body map versus drawing clothing
as Ben did, reflecting her further
development of concrete opera-
tional thinking. She drew braided
hair, her glasses, eyes, nose, mouth,
and heart; colored in her hands and
feet; and drew two red lines point-
ing to each arm that represented
intravenous tubes (IVs). She wrote
the word ‘happy’ next to her smil-
ing face. She drew her heart, saying,
“They check my heart,” revealing
her connection of this internal
body part to health care encounters.
Fergie held a distinct vision of her-
self and connected it to her health
care experiences.

Emily drew a more graphic repre-
sentation of herself by writing
words, including abstract concepts
of love, pain, and hope, instead of
drawing physical characteristics,
indicating her formal operational
thinking. See Figure 2 for the devel-
opmental progression within these
three participants’ body maps.

I Know the Health Care
Environment

This theme gave participants
time to share their perceptions of
health care environments, includ-
ing comments regarding nurses,
doctors, locations, communication,
time, and frequency. Participants
used drawing and medical play to
detail their knowledge of the “ins
and outs” of the health care and
hospital environments.

I Can Describe It and Explain It
to You. Participants described
health care environments, often
unfamiliar, as they explained rea-
sons for being admitted. Alex
described it as, “That’s where my
kidney tried to die,” and created a
drawing of the hospital with a heli-
copter on top (see Figure 3) because
he had flown to the pediatric hospi-
tal “just once.” Fergie drew a picture
of her hospital room, including her-
self, her doctor, the door, windows,
and the bathroom (see Figure 4).
She reported, “I went to the hospital
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Source: Sisk & Baker, 2019. Reprinted with permission from Information Age Publishing.

Figure 1.
Developmental Progress of Dena’s, Fergie’s, and Emily’s Medical Play Dolls

Figure 2.

Developmental Progress of Alex’s, Fergie’s, and Emily’s Body Maps

to have my tonsils taken out. We
stayed for like one day to sleep over
there.”

The People I Meet. Participants
included medical professionals who
interacted with CSHCN and disabil-
ities who impacted the quality of
their medical care. Dena, despite
her intellectual disability, discussed
both a nurse and identified another
medical professional, saying, “And

she was my doctor.” Fergie stated, “I
knew my nurses” and called her
pediatrician “really nice” while
sharing her doctor’s role, “She lis-
tens to my heartbeat, get a check-
up, when I'm sick, I go there.”
Participants shared further identifi-
cation of health care staff in med-
ical play, identifying with roles of
doctors and nurses during play.

I Understand Medical Treatment
This theme, which has two sub-
themes of “Things Done to Me” and
“The Things I Must Do,” shares a
well-developed understanding of
childhood illness and the role of
medical professionals in their day-
to-day well-being. Medical play, a
key expressive modality for this
theme, provided an outlet for all
participants to engage with the
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Figure 3.

Alex’s Drawing of the Emergency Transport
Helicopter Landing on the Hospital

Figure 4.

Fergie’s Drawing of Herself and Her Doctor
in the Inpatient Hospital Room

medical equipment. Each partici-
pant explored the medical items
through play, demonstrating their
understanding of the equipment.
The use of medical play, specifically
role reversal/role rehearsal, allowed
participants to take on the role of a
medical professional, including
their power and control.

The Things Done to Me. Within
this subtheme, concepts of having
medical staff provide medical inter-
ventions were predominant. Alex
stated, “Oh, well, they did chemo
on me,” and Ben shared, “I was talk-
ing about the thing that they stick
something in your arm and like
take blood out.” Dena recalled, “She
gave me the medicine” when talk-
ing about the nurse, and Fergie pro-
vided several statements, including
“They did my shot on here. They
checked my blood sugar. They did
the shot again, and she gave me
medicine.” These statements from
school-age participants concretely
conveyed that health care profes-
sionals had provided direct medical
care to them.

The Things I Must Do. This sub-
theme highlighted areas of care
they were responsible for or accom-
plished with family support. Alex

showed medications he took daily,
saying, “Usually, all the time, I take
these medicines. But sometimes, I
take Benadryl, and those are right
here. These are the kinds every
morning. Every day, I have to do all
this.” Even at 7 years old, he was
very well-informed regarding his
medications and the responsibility
he bears to take them consistently.
Emily was cognizant of things she
must do for herself, primarily man-
aging her arthritis and pain preven-
tion. She said, “You have to stretch
and take medicine. Those are two
things that I do. I take medicine
every Saturday morning. And the
stretch I try to do every day, but
sometimes I just forget.” Both par-
ticipants held intrinsic motivations
regarding their health care routines.

Impacts of Their Health Care
Experiences

Three themes focused on im-
pacts of their health care experi-
ences: 1) My diagnosis impacts me;
2) I take the good and the bad; and
3) L hurt, and I cry (see Table 5).

My Diagnosis Affects Me
This theme included various
aspects related to participants’ expe-

riences with their diagnoses. Child-
ren’s explanations ranged from
descriptions of minor physical
symptoms to more in-depth cogni-
tive and psychosocial processing of
diagnosis uncertainties.

It Is Part of My Life. Impacts of
the children’s health care experi-
ences on their lives were evident
among participants. Alex men-
tioned getting dizzy, a minor symp-
tom. Yet he also dealt with the sig-
nificant question of “What if they
say it’s going to be OK, but it’s not?
Well, when they say it’s not going to
be all better.” Although a concrete
thinker, he was processing quite an
abstract concept, the impacts of his
health care realities.

Emily, with logical reasoning
skills, discussed her suspected diag-
noses, the process for ruling out
diagnoses, and her ultimate diagno-
sis of juvenile idiopathic arthritis,
along with possible future impacts
of the diagnosis on her life, includ-
ing her eyesight, pain, medicines,
and possible remission. These
impacted her life by interfering
with her ability to play sports
because sometimes even walking
was painful.
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Table 5.
Interpretive Themes, Subthemes, and Definitions for Impacts
of Health Care Experiences

Themes and Subthemes

Definitions

1. My diagnosis affects me.
+ ltis part of my life.
| tell people my story.
My hopes and wishes.

Aspects related to the participants’
experiences with their diagnoses.

2. | take the good and the bad.
+ Things | find good or easy.
Things | find bad or not easy.

Things participants defined as positive or
negative.

3. lhurt,and | cry.
| find ways to cope.
If | could make things better.

Participants’ physical pain and crying (an
expression of physical or emotional pain)
and the various things, including advice,
that helped them cope.

Figure 5. Figure 6.
Emily’s Drawing of Her Hopes Alex’s Drawing of a Bad Day at
and Wishes the Hospital
Fainfal
ajoq
slove QOO
« hopefulness @&

‘Fom-%)

vﬂmm‘rv\au;

. Wnt-ssé

rhoge-
0GRV (wansing Yo play Soccer ¥ get veter)

I Tell People My Story. All of the
children shared their health care
experiences, regardless of age or
cognitive stage. Dena, who has an
intellectual disability, said, “It was
burn,” referring to the pain of a
recent urinary tract infection that
required a late-night emergency
department visit. Alex concretely
shared impacts of his diagnosis and
health care experiences by pointing
to his body to indicate the locations
of his kidneys, port, and G-tube.

Emily discussed that she had to
tell her peers and acquaintances
about her diagnosis because of the
“dramatic limp” and because “I was
on crutches for a very long time.”
Regarding the individuals who

know about her diagnosis, she stat-
ed, “My closer friends do, but I don’t
really ever bring it up. If people ask
me why I was out of sports for so
long, I tell them.” As expected for a
pre-adolescent, social awareness of
differences from peers was a con-
cern; however, with visible signs of
the diagnosis, its impact causing her
absence from sports participation
required Emily to share her health
care story.

My Hopes and Wishes. Being the
only participant in the Formal
Operational Stage of cognitive
development, Emily presented a
unique perspective, likely because
of her ability to think both logically
and abstractly. When asked what

she would change, she said, “Not
having arthritis.” Her thoughts
about her future were, “I think it’s
going to get a lot better. It's like
starting to calm down now, so in
high school, I think it will.” When
asked to write or draw about her
hopes and wishes, she verbalized
“to get better” and “hope for getting
back to playing soccer” (see Figure
5). This drawing activity revealed
that despite the unwanted impacts
of Emily’s diagnosis, she possessed
hopes and wishes for her life.

I Take the Good and the Bad

This theme included the partici-
pants defining their health care
experiences as good, easy, bad, or
not easy, revealing positive and
negative impacts.

Things I Find Good or Easy. The
blood pressure cuff was identified
by Ben as “It’s easy,” and Alex said,
“Ooh, I love these,” during medical
play. Alex and Fergie both said that
taking medication was good or easy.

Ben drew a blue popsicle as
something that made him happy at
the doctor’s office or the hospital.
Alex stated that a good day at the
hospital is “when I'm just getting a
check-up, nothing happening.”

Things I Find Bad or Not Easy.
Alex “didn’t like it,” referring to
going to the hospital. See Figure 6
for Alex’s drawing of a bad day at
the hospital. Alex also shared that
having a Foley catheter was a bad
thing. He then shared a bad interac-
tion with the nurse inserting the
catheter: “But one, one nurse was
trying to do that. I was screaming;
she held me down. She thinks I was
a fighter, but I wasn’t.” He also
identified shots as being difficult:
“You know the thing that is really
hard? Shots. Flu shots. Because I
usually get them in my leg, they
hurt. Like a bee sting.”

Like Alex, Ben also identified the
negative impact of needle sticks. In
response to being asked to draw
something that made him unhappy
at the doctor’s office or hospital, he
drew a detailed syringe with a nee-
dle, including lines and numbers for
dosing the medication (see Figure 7).

I Hurt, and I Cry
Participants’ pain, both physical
and emotional, as well as crying as
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Figure 7.
Ben’s Drawing of Something that
Makes Him Not Happy at the
Doctor’s Office or Hospital

an expression of this pain, along
with other ways they coped with
health care experiences, were
included in this theme.

I Find Ways to Cope. Impacts of
the children’s health care experi-
ence were revealed in this theme.
Referring to a time when a nurse
held him down, Alex shared, “She
thinks I was a fighter, but I wasn't,
and then Daddy said, ‘Let go.”” This
is an example of parental advocacy
that supported the child’s coping.
Alex also shared an example of his
mother’s support: “Lie, just hold
still; it will only hurt for a few min-
utes or a minute or a second or

something like that, so it may feel
kind of calming.” When asked how
he makes things better for himself,
Alex said, “Well, not really.” Ben
also relied on his mother for coping
support with painful IV blood
draws, saying, “Sometimes I watch,
I always watch, but sometimes I
hold my mom’s hand and stuff.”
Fergie shared: “Look away because
mom always says don't look at it.”
These examples of coping indicate
the significance of parental support
for school-age children’s coping
with health care experiences.

Alex identified crying as some-
thing he did when feeling pain.
“Well, I cry. Nothing makes me
want to cry, but sometimes I cry
because it might hurt. So, if it might
hurt, but it mightnot, so I cry justin
case it might hurt. Sometimes I fuss
because I don’t know if it's going to
hurt or not.” Although he used cry-
ing for both physical pain and emo-
tional uncertainty, he was unable to
identify crying as his coping mech-
anism. When told crying is OK, he
said, “No, it is not; I don’t want to
cry.” Despite his belief that crying is
unacceptable, he ultimately said,
“Everything that hurts makes me
Cl‘y.”

If I Could Make Things Better.
Realizing the significant impacts
their health care experiences were
having on the children, it became
important to provide them with an
opportunity to share their knowl-
edge on how to help other children
with similar health care experi-
ences. Thus, during interviews, par-
ticipants were asked how medical
professionals could improve health
care experiences for children and
what advice they would give to
other children going to the doctor
or hospital. Children were able to
give advice for other children
regarding health care experiences,
indicating their ability to cope.
They were also asked what advice
they would give to parents of chil-
dren in health care situations. To
ensure the children’s voices were
heard without interpretation, ver-
batim data from the five school-age
participants were combined to cre-
ate a pastiche titled, “If I Could
Make Things Better” (see Figure 8).
This pastiche reflects their unique
realities in their own voices.

Discussion

Results of interviews, body map-
ping, and medical play revealed the
unique realities that exist for CSHCN
and an accompanying disability.
Sartain and colleagues (2000) identi-
fied their child participants as “com-
petent interpreters of their world”
(p. 913). The children’s perspectives
of their health care experiences re-
volved around their physical bodies,
the health care environments visit-
ed, and medical treatments experi-
enced. Interviews, body mapping,
and medical play allowed for a co-
construction of experience.

Children’s Understanding
of Illness

Capurso and colleagues (2021)
used a Piagetian framework to inter-
pret their participants’ drawings
during the secondary data analysis.
They discovered that not all of the
children’s drawings could be ana-
lyzed from a cognitive perspective
and recognized that a socio-con-
structivist model was required to
explain some children’s illness
understandings. Although Piaget’s
Theory of Cognitive Development
was a guiding framework in this
research, the constructionist episte-
mology allowed the participants’
meaningful health care realities to
develop from their interactions in
these experiences. The interpretivist
theoretical perspective also includ-
ed social construction that allowed
the children’s unique health care
realities to emerge, and various
expressive modalities of interviews,
body mapping, drawings, and med-
ical play revealed their perceptions.

The Importance
of Relationships and Coping

Overlap with Capurso and col-
leagues (2021) includes the pres-
ence of a primary caregiver, the
chance to establish meaningful
relationships, and play. For CSHCN
and an accompanying disability, re-
liance on a primary caregiver for
support and building relationships
with doctors and nurses were key to
achieving greater comfort within
the health care environment.

The Power of Play
Play was central to illuminating
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Figure 8.
Pastiche of Advice from Participants

Advice for
Medical Staff
Stop doing shots.
Try to make them calm - It
Like give them toys that they can

borrow, and then they can use
them for other kids or they can

Be sure to connect with the
kids first, gain the kids’ trust.

Talk to them.

Call their names and they can
come back.

People have to help you, too.

Leave them alone for a while,

stay with them, and

If | Could Make Things Better

Pastiche of Advice from Participants

[doesn’t] work, try something else.

give them toys that they can keep.

Maybe more things to do (for fun).

Advice for Parents

talk to them to make sure they are comfortable.

Advice for Child
Patients

It's going to be ok.

Do what your doctors say.
Pray.

Find things you can do.

Get a good couple of books and
read a lot and watch a couple of
shows.

Talk to parents so you don’t just
have to sit there.

Hold your mom’s hand.
Don’t be scared.
Be happy.

unique realities of participants
because medical play was essential
in gaining a better understanding of
children’s health care experiences.
Play performs a vital role in the lives
of children. Piaget and Inhelder
(1969) believed it to be important
for children’s “affective and intellec-
tual equilibrium” (p. 58). Piaget and
Inhelder (1969) argued that play
served as a child’s break from adapt-
ing to life’s realities. Imitation in
play serves to assimilate reality to
self. Piaget explained this concept of
“play, which transforms reality by
assimilation to the needs of self” (p.
58). Medical play provides a balance
between the affective and intellectu-
al domains while also offering chil-
dren the ability to adapt to their
health care reality and assimilate
their individual needs.

Implications for Clinical
Practice

Children with special health care
needs and disabilities possess
uniqueness when it comes to their
health care experiences that some-
times present as challenges for every-
one involved - the child, their fami-
ly, and health care professionals —
because they lack an established
relationship. Although parents know
their child best, it is valuable to learn
the children’s direct perspectives of
health care experiences to improve
the care encounters.

Anew theme of advice and coping
was specific to the experiences of
CSHCN who have an accompanying
disability, which differed from
Capurso and colleagues (2021).
Children were empowered through

their unique realities to advise other
children regarding their health care
experiences, aiding their ability to
cope.

Each of the seven participant rec-
ommendations specifically applies
the Advice for Medical Staff (see
Figure 8) to pediatric nurses. First,
while “stop doing shots” may seem
like an impossibility, knowing that
needle interventions are stressful
experiences for CSHCN and disabili-
ties, just as they are for most chil-
dren in health care, provides valu-
able information. Pediatric nurses
tasked with providing needle inter-
ventions, which are associated with
hurt and pain, should assess every
possibility for easing the hurt and
pain the children will experience
physically and emotionally. For
example, are there remedies to
numb the area like creams, cold
sprays, or the Buzzy device, to
reduce pain?

A participant’s second recom-
mendation to “try to make them
calm” includes a list of ideas to try,
including providing toys for com-
fort. In this statement, the child par-
ticipant understands that children
find toys comforting and correlates
this to the ability to help children
calm during stressful health care
experiences. The “maybe more
things to do” item indicates the
health care environment is not
child-friendly, which can be easily
remedied by offering children fun
things to do. Although this is often
included in the role of CCLSs when
present on the health care team,
pediatric nurses can incorporate
playful interactions into their rou-
tine reas of interest, letting them
talk about these interests, incorpo-
rating play into interactions by
singing songs, using impromptu ‘I
Spy’ games for items in the room, or
simply placing a toy on the stetho-
scope for the child to focus on dur-
ing examinations.

The last four participant recom-
mendations are related: “Be sure to
connect with the kids first, gain the
kid’s trust,” “Talk to them,” “Call
their names and they can come
back,” and “People have to help you
too.” Each of these areas inclnships
with the children themselves, not
only the parent or caregiver who
accompanies them. Pediatric nurses
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are often one of the first health care
team members children meet in
health care settings; therefore, calling
children by their name is the first step
in building rapport with the child.
Talking to the child specifically pro-
vides the opportunity to connect
with the child and gain their trust in
the intimidating health care environ-
ment. This leads to children realizing
the nurse is there to help care for
them despite the stress the child and
family experience. The pastiche in
Figure 8 of ways these CSHCN and
disabilities participants recommend-
ed improving pediatric health care is
invaluable for nurses and fellow
health care team members.

Participants in this study provid-
ed a lens through which to view
their health care experiences.
Health care professionals, specifi-
cally pediatric nurses, are uniquely
positioned to enhance positive
health care experiences for children
by building personal relationships
founded in trust when allowing
time to talk, learn about the family,
and the ever-evolving health care
experience for a CSHCN. The nurse
may provide explanations and
preparation for medical treatment
to both children and their parent/
primary caregiver. While providing
an explanation and preparing for
the medical treatment, a pediatric
nurse could provide time for a child
to engage in health care drawings,
body mapping, and discussion of
these drawings to become more in
touch with their concerns, fears, or
preferences. Within the drawing/
body mapping context, the child
shares their feelings in wvaried
modes of communication and can
be heard by the health care profes-
sional through a new avenue.
Nurses may be able to engage with
families in a new and innovative
way by providing them with a foun-
dation for a trust-based relationship
within which to grow.

Although valuing this approach,
the researcher also understands the
reality of time constraints that occur
within the health care world. While
health care drawings and body map-
ping are useful strategies to learn
more about a child’s health care
experience, it is quite useful to sim-
ply engage in a dialogue about past
experiences, positive experiences,

and areas for growth on the part of
the health care team, such as 1) Tell
me about your concerns, 2) What
would you like to share that might
shed light on your needs? 3) What
has this experience been like for you
in the past? 4) How might we make
your experience better than the last?
and 5) Is there anything about this
that you fear or worry about? In
addition, when CCLSs are on the
health care team, these psychosocial
practitioners are available to provide
support for benefit of the team,
child, and family.

Children with special health care
needs rely on their parent/primary
caregiver for support. Each child
should have the right to learn about
medical interventions on their
developmental level within their
emotionally secure child-parent
dyad. Medical intervention learning
cannot take place without the health
care professional’s willing and open
approach to gathering information
to further impact practice. The
strategies shared here, along with
new and innovative strategies, help
fine-tune and enhance high-quality
health care practices. It is recom-
mended that research continue with
CSHCN to continually gain perspec-
tive to strengthen pediatric health
care practices.

Future Research

Opportunities for future research
inquiry related to CSHCN and dis-
abilities still exist. Although not the
focus of this research, participants’
mothers provided rich data regard-
ing their child’s health care experi-
ences. Research focused on the
mothers of children in this popula-
tion is powerful for informing pedi-
atric health care professionals on
best practices.

Another area of research sparked
from this inquiry is CSHCN and
intellectual disabilities. Dena was
the only participant with an intel-
lectual disability, which seemed to
exacerbate her health care encoun-
ters. During one research visit to
Dena’s home, her father shared
how difficult it is to witness health
care professionals judge his daugh-
ter’s behavioral reactions to health
care experiences because of her
intellectual disability. Specific re-

search on this population would
provide valuable insights into
health care provision to facilitate
coping. Researching perspectives of
fathers of CSHCN and disabilities
would extend this research.

Limitations

The participant sample was a
limitation. Although participants
were diversified by diagnosed dis-
abilities, the group was homoge-
neous because participants were
Caucasian, identified as Christian,
and lived in the Southeastern
United States.

Conclusion

Results of this research add to the
rich narratives shared by Capurso
and colleagues (2021) and offer
additional practice implications for
professionals who interact with chil-
dren during hospitalization by
including CSHCN with disabilities as
part of the population of care.
Results also emphasize the impor-
tance of listening to the many voices
surrounding CSHCN and disabilities
as family advocacy becomes central
to high-quality and specialized care.

The significance of this research
impacts the work of pediatric nurs-
es, Child Life Specialists, and fellow
medical team members. CSHCN
and disabilities often have excep-
tionalities that require individual-
ized patient care. When engaged
with respect, flexibility, and a will-
ingness to learn, CSHCN teach
health care professionals their
unique realities during health care
experiences. I
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