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ABSTRACTS
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The National Survey of Children's Health: Supporting Research on Children with Special Health
Care Needs and Medical Home Access in the United States
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Abstract:

Within the United States (U.S.), the Federal Government maintains a special responsibility to provide for the
health care needs of children, particularly those living with complex and chronic medical conditions. Children
(and Youth) with Special Health Care Needs (CYSHCN) are defined as “those who have or are at increased risk
for a chronic physical, developmental, behavioral, or emotional condition and who also require health and related
services of a type or amount beyond that required by children generally.” This definition is intentionally broad,
focused on the needs and services used by the child, and not tied to the diagnosis of a specific health care
condition. Children with medical complexity, a subgroup of CYSHCN, are children who are the most medically
fragile and have the most intensive health care needs.

In order to assess the health and well-being of all children in the U.S., including CYSHCN, the National Survey
of Children’s Health (NSCH) is conducted annually. This cross-sectional, address-based household survey is
conducted using web- and paper-based questionnaires administered to the child’s parent or guardian. It provides
estimates that are representative at both the national and state-level for all non-institutionalized children ages 0-17
years in the U.S.

Each year, the NSCH is used to assess the prevalence and demographic characteristics of CYSHCN and to assess
their health care utilization. Additionally, the NSCH supports an assessment of whether the needs of CYSHCN
and their families are met within a system of care that includes medical home access, adequate health insurance,
shared decision-making with parents, continuous screening, ease of access, and, for older children, planning for
the transition to adult health care. This presentation will provide an overview of these estimates, present
mechanisms for how to access NSCH data, and will discuss ongoing strategies to improve data collections related
to CYSHCN in the U.S.
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Biography:

Dr. Jessica R. Jones is the Team Leader and Assistant Survey Director of the National Survey of Children’s
Health (NSCH) within the United States Department of Health and Human Services, Maternal and Child Health
Bureau’s Office of Epidemiology and Research. In this capacity, Dr. Jones oversees the development and
selection of survey content for the NSCH, annual experiments to improve data collection, and partnership
agreements with survey co-sponsors. Her research interests include the adequacy of children’s health insurance
coverage and the successful implementation of innovative, web-based household surveys. Dr. Jones received her
Ph.D. from the Johns Hopkins Bloomberg School of Public Health and an MPH from the Tulane University
School of Public Health and Tropical Medicine.
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Abstract:

The province of Ontario, home to more than 15 million people, subsidizes universal health care and an
extensive social service system. Basic services to the general population are generally overextended with
long wait times at emergency, and for referrals to specialists. The current pandemic has wreaked havoc
on a system already challenged. The government has laudable policies on services and care to special
needs individuals and their families, but in practice these systems operate chaotically because of lack of
money and personnel. The commitment is there, but the wherewithal seems to be lacking. For medically
fragile children and youth who are also intellectually disabled, there are special concerns that are related
to social devaluation. The rationales for supporting these children and youth in family home care are
compelling. The presentation will conclude with the presenter’s experiences in providing home care in a
small community in eastern Ontario, Canada.

1%

1500 G ABL ERMETe A4« Ao 2 U AMIE, EERERIREE & R etthat— v A6 E A2 #iB) LT
Wb, —RERIZHT DHEARN 2 — AT, ISR TORE S R ECR A E ~ DRI O RERE
W HIRE . RREBZ-RETH L, SEIOSRCF Iy 71T, T TICHERRICH D 2T A
WCKFTEZ 52 Tnb, BUFIE, $Fil7e=— X RO N2 R0 DR~V — B AT T2 D0V TFR
BIETABORZ L > T DN, ERRIZIE, BE&EAMORBIZEY, ZhbD Y AT AOEEILIR
HLLTWD, a3y hAVMNIHH-TH, TOBENARELTWD, EFEMIZHETI T, M ompkEE
DHDHFEHRLHEEITIL, HEHEEHENME T LTS E W ERARBRERHY . 20X HRFEHR
FEEFENR T TRIET D Z LR UELRMETH D, BEORKKZIIL, hFH - A2 ) AINE
EONSTp a2 =T A THEETF T 28 L T D REFORBREHNT 5,

Biography:

Raymond Lemay worked closely with Dr. Wolf Wolfensberger since the early days of Normalisation and Social
Role Valorization (SRV) theory as a graduate student at Syracuse University, then as the Executive Director of a
child welfare organization in Ontario. He led this organisation for decades, applying the ideas of SRV to child
welfare and to the developmental disability sector. Now serving as a leadership, governance and management
consultant and trainer, Ray brings extensive experience in program evaluation and human service planning. He
also serves as a founding board member and volunteer member of the leadership team for International SRV
Association (ISRVA), as well as serving as a member of the North American SRV Council.
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Abstract:

Background: Improvements in care mean that more children with complex and integrated care needs are
surviving into adulthood, placing challenges on healthcare delivery in the community. The Models of
Child Health Appraised (MOCHA) project, funded by the EU Commission Horizon 2020, captured for
the first time the status of the delivery of care for children living with complex and integrated care needs
across 30 countries in the EU and European Economic Area (EEA).

Methods: Data were gathered using case studies, surveys, document analysis, and interviews. Case
studies included hypothetical cases with traumatic brain injury, long-term ventilation, or intractable
epilepsy. Data were collected in each country on the referral-discharge interface, social care issues,
nursing practice, and the experiences of the child and parents/guardians. In each country, a part-time
country agent, a local expert in child health, obtained data requested by the principal scientists from
health and social care experts, policymakers, and other expert stakeholders.

Results: Responses were received from 21 countries on the referral-discharge interface, the management
of children with complex care needs (23), social care (26), and nursing practice (24), and 20 children
and 24 parents were interviewed. Key findings included: all the responders indicated that specialist care
was hard to access, the integration of health services was so insufficient that parents must catalyze the
optimum integration of care, and health systems are struggling to organize services, especially for
children with long-term ventilation. Moreover, after a referral to secondary care, the primary care team
would be involved in the child’s ongoing care in only seven countries; no specialized training was
required to deliver community nursing care to children with complex needs in 18 countries,

and experience of care is very rarely sought from families.

Conclusions: The findings were integrated to develop the first principles of care for children with
complex care, and integrated care needs across the EU/EEA and includes standards on access to care,
co-creation of care, and effective integrated governance. Further work is required to develop specific
initiatives to address these principles and to consider the next ‘big questions, i.e., transition to adulthood
health care systems, that need to be addressed for this group of children and their families.
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Biography:

Professor Maria Brenner is Full Professor of Children’s Nursing in University College Dublin (UCD).
She obtained her PhD, MSc and BSc from UCD and is on the register of the Nursing and Midwifery
Board of Ireland for Children's Nurses, General Nurses and Nurse Tutors. She leads an interdisciplinary
program of research on technology and complex care, and is the recipient of substantial national and
international research funding. This includes €1.5 million from the European Research Council for a
five-year program to explore the initiation of technology dependence in children with complex needs
(TechChild). She collaborates widely internationally in this area, including Gravitate Health, an €18.5
million partnership, funded by the European Commission and the Innovative Medicines Initiative. She
previously led the development of the first European principles and standards of care for children with
complex needs, as part of the Models of Child Health Appraised (MOCHA\) project (funded by the EU
Horizon 2020 program). She works with numerous international organization and institutions on child
health issues and leads the first Working Group on Complex Care in the European Academy of
Pediatrics.
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Technology-Dependent Children in South Korea
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Associate Professor, Department of Paediatrics, Paediatric Palliative Care Team,
Integrative Care Hub, Seoul National University Hospital, Seoul, Korea
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Abstract:

Advances in medicine have led in a rise in the number of children with complex chronic diseases who rely on
technology to maintain or improve their life. According to Korean health insurance claim data in 2020 there were
450 and 644, respectively, patients under 24 years old who need a home ventilator and home oxygen. It was
estimated that 963 children and adolescents had tracheostomy and 1268 patients under 24 had gastrostomy. These
are the number of patients who have each device, and the number of patients who depend on more than one
technology could not be identified.

The Korean Ministry of Health and Welfare has started a pilot home medical care program for
technology-dependent children in 2019. This program was recommended to be implemented in a tertiary hospital
that specializes in treating children with medical complexity and it consisted of paying health insurance fees for
the following activities: a multidisciplinary team developing a patient’s care plan, educating parents to prepare for
discharge, making home visits by doctors, nurses and rehabilitation therapists, and managing patients by phone
calls. Before this project, there was a system in which a nurse visited a patient's home alone, but this did not
include educating or managing the patient, so the nurse simply visited the home and performed technical
procedures such as tracheostomy tube change or levin tube change. This new pilot home care program was only
implemented at two hospitals, including Seoul National University Hospital, and two more hospitals have just
participated in 2022. Given the geographical situation, at least 8-10 hospitals must participate in order to provide
medical services to a certain number of patients, however, there are numerous obstacles to resolving this issue, as
children’s hospitals in each region are currently experiencing difficulties due to a manpower shortage.

Between January 2019 and April 2022, the pediatric home medical care team at Seoul National
University Hospital took care of a total of 193 children, 85 of whom were discharged from the service due to
health recovery, death, etc. Patients' ages ranged from 2 months to 18 years, and diagnoses varied as follows:
neuromuscular diseases such as spinal muscular atrophy, congenital myopathy or progressive neurologic
disorders, neonatal diseases such as bronchopulmonary dysplasia or hypoxic ischemic encephalopathy of
newborns, respiratory diseases such as central hypoventilation syndrome or subglottic stenosis.

Previous research has shown that parents of technology-dependent children are not receiving adequate support in
caring for their children at home and are experiencing severe burnout. The first respite care center for technology-
dependent children in Korea will open in the spring of 2023. It is housed within Seoul National University
Hospital and has 16 beds for children who will be cared for by expert medical personnel. A lot of tasks, such as
coordinated care plans, regional home medical care, respite care service, and special education, must be addressed
for these children and their families to have a better quality of life. The opening of a respite care center is
expected to be a significant step forward.
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Situations to Support Children Needing Medical Complex Care in Japan
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Abstract:

As medical advancements and life-saving technology for neonates and children have developed over these
decades, their mortality rates are remarkably decreased. On the other hand, there have been many surviving
children with congenital malformation, hypoxic-ischemic encephalopathy, meningitis/encephalitis, brain injuries,
and other severe illnesses, and some need medical devices such as tracheostomy tubes, mechanical ventilation,
and gastric tubes.

After such children are discharged from the hospital and return home, their health care would load on their
parents. Children with tracheostomy always need suctions, and their parents may always have to check the
biosensors to monitor their children's health.

We call those children dependent on medical devices "iryoteki care children" in Japan. Now the number of
iryoteki care children living at home amounts to 20,000, linearly increasing twice as many as ten years ago.
Moreover, children with mechanical ventilators are 5,000, sharing 25% of all the iryoteki care children, five times
as ten years ago.

According to a regional survey in 2015, 27% of iryoteki care children had nearly normal cognitive and motor
functions. However, 58% were with severe motor and intellectual disabilities. Japan has taken care of such
children with severe motor and intellectual disabilities through specialized long-term nursing facilities since 1961,
but nowadays, most of them are living at home. The American Academy of Pediatrics may call them "children
with medical complexity," and the European MOCHA project may call them "children with complex care needs."

To care for such children, we must establish "integrated care,”" which delivers family-centered optimal care
settings in collaboration with multidisciplinary health care providers within their communities.

Regional home-visiting physicians, nurses, and other professionals usually deliver community-based integrated
care for older people. However, they are not familiar with children with special health care needs. Some home-
visiting doctors who have taken clinical training as pediatricians successfully establish community-based
integrated care for children, but there are quite a few.

Except for special-need schools, schools and nurseries have rarely accepted iryoteki care children because they
have no skilled staff to care for them. In 2021, "the Law Supporting Iryoteki Care Children and their Families"
was enacted, which states that all schools and nurseries are responsible for supporting iryoteki care children.
Stemming on this law, we have a lot to do to improve those children's quality of life, reduce their parents' burden,
and encourage their daily lives.
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Biography:

Graduated from the University of Tokyo. Trained as a pediatrician at several hospitals, a facility for children with
severe intellectual and multiple disabilities, and at the Graduate School of the University of Tokyo. Worked as an
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