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Introduction Results Demographic Table
. . . . . < Table 1. Participant demographics.
Children with medical complexity are children that have Themes Sub-themes Variables Variables Frequency Percentage (%)
: . : Being a caregiver of children with  Around the clock monitoring of the child, including appointment/medication
“severe and pervasive” medical needs (Edelstein et. al., 2016). © SR . " . NS AP Age Less than 20 0 0.0
medical complexities involves management, schooling, and observations at night. 20 to 29 years 0 0.0
Medical advancements have allowed for children with medical many responsibilities. Physically moving the child. s : o
<gl . . . I T ’ ] 50 1d 2 10.5
complexmes to receive most of their dally care needs at home. Its hot, yes, yes, and it s a lot of effort...when I push her I'm pushing about 100 years or older
. . . pounds up the hill, a steep hill. And that is exhausting. (laughs)” Rice White 17 9.5
This has created new challenges for caregivers as they strive to Feeding the child and making food and formula. Hispanic or Latino _ 0 1035
. . . ac can crican g
meet the medical, social, emotional, and financial needs of Understanding and speaking for the child. Native American _ 0 00
: : : : . Caregivers face a lack of respite Respite care 1s generally difficult to find. an racticAsancer :
Other 0 0.0
their child. The aim of our StUdy is to understand the SpGClﬁC care and skilled supports. Skilled and timely supports are lacking, especially home nursing care. _— —_ - e
challenges and unmet needs of caregivers of children with Male 1 53
: : Caregivers struggle with financial Complex care is very expensive and can be financially devastating to caregivers. Prefer not to say 0 0.0
medical COIIlplCXlty. trai d high costs of ) ngle day I'll go to th b d I'll be terrified I’ ng to get a lett
strains and high costs of care. very single day I’ll go to the mailbox an e terrified I'm going to get a letter T e TanTiah Shod = =
stating that I’'m going to lose money, or [ owe money.” HS Diploma GED or 0 0
A lot of things necessary for the family are not covered by the insurance and caregivers i‘;‘s‘;ifa‘t’ﬂigg:gfg’f g :2:2
have to look for other funding sources. gﬁiﬁiﬁ?‘fﬁﬁ;ﬁi 213 f‘-z?’l
. - “I do think she needs equipment. We were looking at this sleeping system...It’s 5,000 Graduate Degree 4 21.1
ResearCh QueSthnS dollars. [ can't, we can 't do that. It s not covered by insurance.” Child’s Age gc:zt;g;z c:::te Gegies 2 gfl
Negotiating bills or services involves considerable difficulties. 2:0 g years Z 263-8
. . . . . ) ) . . . . ) o0 9 years Z
1. How do parent/ caregivers describe their experiences with Traveling long distance causes greater financial burden in addition to being time- and 9 to 12y years 2 10.5
. - - - - energy- consuming for both the child and the caregiver. A2-10 years 1 234
caring for a child with medical complexity? | | =) ne , - - | 15-18 years 1 5.3
_ Caregivers face challenges with Caregivers find it difficult to fit into a group and opportunities to connect with other
2. What challenges and unmet needs do parent/caregivers of a mental health and wellbeing. caregivers who understand are limited.
child with medical Complexity identify? Caregivers commonly feel anxious or worried about the child’s integration into
“normative” contexts like school and peer groups.
Caregivers have to cope with multiple stressors. Methods

- “I read something on Facebook once that said never let the storms of your life get

Literature ReVieW your kids wet, and I cried I cried over that for I dont know probably half the day Parti c1p ants: The stu dy consisted of 19 D arent/care glV ers of children

because I’ve tried to stretch out and bring an umbrella to protect my kids, but my : : Co
under age 25 who receive care 1n the complex care clinic at Monroe

kids are drenched.”
e Prior studies have maintained that caregivers of children with medical y , . , , , Carell Jr. Children’s Hospital at Vanderbilt.
. . Transitions are stressful for children Transitions to adult care can be unpredictable and require considerable effort and .. ,
complexity are facing a greater burden of care than healthcare teams with medical complexities and their attention. Procedure: Each participant completed a demographic survey and an
and the general pubhc They have Substantial responsibﬂities that have a families. Transitions between home, school, and healthcare institutions are lengthy and stressful. in depth inteI‘VieW I‘egarding theil‘ eXperience aS a CaregiVeI‘ to a Chlld
significant impact on their family and daily life. (Page et al., 2020) with medical complexity
: : : : Communication across teams within While care coordination—especially between different healthcare providers—is . e : : : : : :
e A recent study that conducted in-depth interviews with parents of o R bR Y - P Analysis: The interview data was analyzed using an inductive coding
the healthcare system 1s lacking. urgently needed, it 1s critically lacking for families. _ .
Chlldren Wlth medlcal COHlplCXlty Stated that aCCGSSIblhty bal‘rlers . “mtwenty Specialties andyou got ajuggle how are they Communicating with each approaCh' EaCh transcrlpt wads 1ndependently COded by two members
impaired care delivery at home and directly impacted children’s other and you have to remember all the details to share and every appointment.” of the research team
.. : : g It 1s hard for caregivers to get agreement across teams on a clear care plan due to a lack
participation in family life. (Black et al., 2022) oF Communicatiof ST P
® Being a chronic need for children with medical complexity, pediatric Caregivers are learning to be an Many caregivers are advocating 24/7 for their child on their own.
home health care influences the family’s physical, mental, and financial advocate. + "That s one of the hardest things about being a mom of a kid that s got complex Discussion & Future Directions

medical needs is that you have to learn how to advocate because if I didn t

well-being. In addition, parents often need to fight for services and advocate. I don't know where we would be.”

make out-of—pocket payments. (BOSS et al., 201 9) More physical inclusivity 1s pressingly needed, as advocated by many caregivers. The results demonstrate that there are Inany challenges faced by

e Based on the 2016-2017 National Survey of Children’s Health, parents Purposefully inclusive Caregivers believe that child needs more opportunities for peer interaction and parent/ caregivers of children with medical COIIlplGXity. It 1s important

: : : : : : : environments for children with socialization activities. :
of children with medical complexity were at higher risks of poor or fair . . . . o o to understand and lessen these challenges because they may increase
medical complexities are needed.  Social or school environments that prevent discrimination and stigmatization and . . o

mental health than parents of children with non-complex special health provide adequate care for the child are desirable. risk of burnout, mental health issues, substance abuse, and suicidality
needs and of children without special health needs. (Bayer et al., 2021) Caregivers have a strong need for  Caregivers genuinely wish to connect with and learn from others with similar for parent/caregivers which can have negative ramitications for the

e Communication challenges in the care of children with medical connections and community. experience, while such communities or groups are often hard to find. famﬂy unit and the child with medical Complexity (Cardenas et. al,

- “...much easier to just sort of talk to someone who has done it, that sort of

complexity were widely reported 1n prior studies. Technological and community is harder to come by.” 2022). To combat these effects, efforts can be made to increase

organizational barriers 1n the health care system, inadequate access to COVID has generally made things Less staff were able to help during COVID, which could be both inconvenient and risky inclusivity of public spaces, increase mental health supports of

health information, and poor Collaboration ln care are among the most harder for families. for the child. CaregiVeI'S, and inCI‘CaSC aCCCSSibility tO informational resources acCross

COVID has caused delays 1n care and a lack of acute care resources.

prominent challenges. (Adams et al., 2021) caregivers of children with medical complexity.

COVID has led to more time in 1solation or quarantine and less access to resources.




