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EXECUTIVE SUMMARY

The emergence of COVID-19 required a major shift in how families manage their day-to-day
lives, from how their children were educated to how they accessed medical services.
Parents and caregivers upended their lives over the course of weeks or months, trying to
keep themselves and their children safe and healthy. These unprecedented adaptations to
daily life did not come without significant hardships, and families across Nebraska were not
immune from these hardships.

This report is based on a primary analysis of a quantitative assessment focusing on the
demographics, child health, parent support and needs, adaptation to remote learning, and
child access to health services, with oversampling of rural families. A total of 373 parents or
caregivers of children in Nebraska responded to an online REDCap survey between June and
August 2021.

The following is a summary of the major findings identified in this report:

* Both rural and urban families reported relatively high rates of utilization of telehealth
services in the past 12 months.

* About 1 in 4 families reported children with learning disabilities and/or special health
needs, whereas the rate of reported support service utilization was almost twice as high,
indicating a need among children not previously identified as having special needs.

* The pandemic has caused an obvious decline in children’s emotional wellbeing. Over 50%
of children received services related to mental or behavioral health during the pandemic.

* Many immigrant families indicated a strong need for interpretation services in order to
access care. A lack of interpreters, distance from provider, and travel were identified by
families as barriers to accessing services.

* Nearly 1in 4 families indicated accessing services was either moderately difficult or
impossible to do on their own, and almost 3% of respondents reported they were unable
to access needed services during the pandemic.

* About 1in 3 families pay for accessed support services completely out-of-pocket, and
nearly 50% of respondents stated these out-of-pocket expenses cause at least some
financial hardship.

* Families experienced upheavals in education delivery. The rate of homeschooling in
Nebraska nearly doubled, with almost 5% of families choosing that option, compared to
2.75% of families in 2018-2019 (NE Dept. of Education).
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In light of these findings, the following recommendations are offered:

1. Continue to grow the use and availability of telehealth as a family-friendly solution to
access barriers. Clearly many families embrace the opportunity to use technology. One
of the major barriers to accessing care identified by rural families was the time and
distance it took to reach services. Telehealth is an important service that can lessen this
barrier and minimize geographic disparities. To expand this potential of telehealth, it
becomes necessary for Nebraska to beef up its infrastructure investment in affordable
and reliable internet connectivity in all geographic areas, and to continue
reimbursement of telehealth services by various insurance providers.

2. Recognize that mental and behavioral health issues are not limited to the identified
population of children and youth with special health care needs (CYSHCN). Screening,
early identification and intervention services, and Family Support Services are
universal needs leading to successful access to care. It is important to continue to
educate primary care providers, pediatricians, and community members of mental and
behavioral health issues to continue to minimize stigma and increase access to
healthcare providers.

3. Promote access to qualified and trained health interpreters, to decrease language as a
barrier to care. Language services remain a large barrier for many families to access and
retain healthcare services, especially mental and behavioral health services. The
provision of in-person or tele-interpreters is crucial to closing disparities; therefore, it is
important to explore avenues to make interpretation services available to all providers
and patients when needed.

4. Continue to actively monitor children and adolescents for developing mental and
behavioral health issues as the COVID-19 pandemic continues, and continuously build
accessible family supports. There is a continual need to monitor and screen children for
mental and behavioral health issues as pandemic-related stressors continue. This also
includes providing resources and financial support to families with parent(s)/caregiver(s)
who had to quit their jobs to oversee non-traditional schooling to alleviate impacts on
family due to potential loss of income, services, and insurance coverage.
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INTRODUCTION

The Centers for Disease Control and Prevention (CDC) approximates that 1 in 5 children
experience a mental or behavioral health disorder, varying by age group (CDC, 2020). In
addition to creating obstacles for children, this widespread prevalence has a deep impact on
the lives of parents, caregivers, and families. Parental understanding and awareness of
mental health are integral to a children’s overall wellness. Parents may use various coping
mechanisms and strategies to address these needs, sometimes experiencing hindrances in
the process.

The COVID pandemic has been disruptive to the lives of children and youth to the extent of
producing adverse experiences and even trauma. The epidemic of childhood mental,
emotional, and behavioral health disorders now deserves closer examination and attention.
This survey methodology was adopted with the perspective that parents are the experts in
their children’s well-being, and will provide reliable, insightful information regarding their
children’s needs, met and unmet.

BACKGROUND
Pediatric Mental Health Disorders

The Mayo Clinic (2020) refers to mental health as the overall wellness of how you think,
regulate your feelings and behave. Mental health is significant throughout the lifespan,
playing a particularly meaningful role for children. Anxiety and depression disorders are
among the most common types of mental health struggles for children and adolescents
(CDC, 2021). Children whose parents or caregivers experienced mental health issues
reported higher levels of anxiety and depression (Ghandour et al., 2019). Treatment options
for anxiety and depression include cognitive-behavioral therapy (CBT), anti-anxiety and anti-
depression medication (Bennett et al., 2016; Warwick et al., 2017; CDC, 2021).
Furthermore, researchers noted that CBT might be particularly effective and economical for
children who experience depression or whose parents experience depression (Ghandour et
al., 2019). Acri and Hoagwood (2015) reported on the need for a holistic approach to
treating depression in parents and their child, as the family’s needs are often intertwined.
Since the COVID-19 pandemic began in early 2020, research suggests rates of depression
and anxiety in children have surged (Magson et al., 2021; Patrick et al., 2021).

In addition to depression and anxiety, autism spectrum disorder (ASD) is another primary
mental and behavioral concern for parents and caregivers. ASD may affect as many as 1 in
68 children in the United States (Da Paz & Wallander, 2017). Parents of children on the
autism spectrum are more likely to struggle with their own mental health (Bradshaw et al.,
2020), suggesting a need for support services available to parents of children with mental
and behavioral health needs (Hoyle, Laditka, J. N., & Laditka, S. B., 2020). Many parents see
several providers before finding one that suits their child’s needs with ASD, which can be an
emotionally and financially taxing process (Myers et al., 2020).
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Several barriers have emerged that have affected families ability to seek and maintain
treatment for their children with mental and behavioral health disorders. These barriers
include financial barriers, racial barriers, and barriers associated with gender and sexual
identity.

Low socioeconomic status and poverty are linked with higher rates of mental

health disorders, and children from low-income families are at an increased risk.
According to the U.S. Census Bureau, children continued to experience poverty rates
higher than any other age group at 16.2% in 2018 (Semega, Kollar, Creamer, & Abinash,
2019). Uninsured parents are less likely to seek out mental health services for their
children compared to parents with health insurance (Sheryl et al., 2002). Poverty appears
to be a strong risk factor for mental health problems in children, and intervention
strategies should be employed as early as possible (Dashiff et al., 2009). Receiving
housing assistance may help children have better mental and behavioral health outcomes
(Fenelon et al., 2018). This provides an opportunity for public assistance programs to have
a more robust response in mental health programs for children and families in poverty
(Cree et al., 2018). Ameliorating the adverse health effects of poverty should be
addressed as early as possible. The longer children lived in poverty, the more likely they
were to experience poverty in adulthood (Wagmiller & Adelman, 2009).

The crisis of mental health disparities in children cannot be addressed without the context
of race. In 2020, nearly half of all infants born were children of color (Children’s Defense
Fund, 2020). This highlights the need for more diversity and cultural competency
(Betancourt et al., 2003) among mental and behavioral healthcare services for children, as
their needs are continually evolving (Gonzalez, 2005). Health disparities contain no age
limit; even young children are not immune to racial and ethnic inequalities within the
healthcare system. Howell and McFeeters (2008) researched the connection between
children’s’ race and/or ethnicity and their access to mental health services. Black and
Hispanic children, in both rural and urban areas, had less access to mental health
providers and services (Howell & McFeeters, 2008). Another study, however, cited that
white children utilized mental health services with less frequency than all other racial and
ethnic groups (Chun-Chung Chow, Jaffee, & Snowden, 2003). This discrepancy may be due
to geographical variations among children of different races and the intersectionality of
socioeconomic status and other markers and indicates the need for more exploration
(Chun-Chung Chow, Jaffee, & Snowden, 2003).

There are various ways parents cope with the challenges of children’s’ mental and
behavioral health needs. Kuhn and Laird found that having multiple levels or systems of
support created additional protection layers from poor mental health outcomes in
children (Kuhn & Laird, 2013).

Facilitating ways in which healthy mental and behavioral outcomes for children are
achieved is critical to ensuring their wellbeing. Exercise is one of the keyways in which
mental health can be improved for all ages. Encouraging children to participate in sports
or other exercise provided positive effects on mental health (Ekeland et al., 2004).
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Likewise, Sibold and colleagues (2016) found that children who exercised four or more times
per week experienced significantly lower rates of suicidal thoughts and actions.

Parental awareness of mental health is a salient component in maintaining healthy children
and adolescents, reinforcing positive mental health. Primary care providers may assist
children experiencing mental health issues by ensuring a proper transition between pediatric
care and their adolescent physician (Leeb et al., 2020). Glascoe (2003) reported that children
who had difficulties with social skills or behavioral issues, as documented by parents, were
more likely to experience mental health disorders. This research insinuates that parents
should continue to report concerns about behavior or social skills to their child’s primary care
physician (Glascoe, 2003), as this may be a reliable way to identify mental health issues early
in childhood.

The role of parents and caregivers in children’s mental health cannot be overstated.
Unfortunately, many parents perceive children to be worse off today than in prior
generations, with Millennials having the most negative beliefs about present childhood
health (Freed et al., 2018). Limited research exists regarding how parents and caregivers are
affected by their child’s mental and behavioral health (Acri & Hoagwood, 2015), calling
attention to another important area of needed research. Some parents are more likely to
perceive their child’s hyperactivity disorder as a problem if it impacts their work (Sayal,
Taylor, & Beecham, 2003), which was more likely to occur since more parents are working
from home. Furthermore, parents may hesitate to access appropriate mental healthcare
services for their children due to fear and stigma associated with asking for help (Gonzalez,
2005). Adolescents, especially young males, echo that stigma is a limitation in their pursuit
for better mental health (Chandra & Minkovitz, 2006). Shame, for parents and children alike,
is a barrier to equitable health.

Use of Telehealth by Families

The role of telehealth in the medical system is a growing and crucial area of research that
needs to be further examined, especially in pediatric populations and during the COVID-19
Pandemic. While telehealth overall has been seen as a way to increase healthcare
accessibility and decrease health disparities in certain populations, pediatricians express
concern that telehealth will compromise the efficacy of treatment and lack of rigorous
research (Olsen et al., 2018). Other major provider concerns are lack of reimbursement,
credentialing issues, and liability concerns. Despite these concerns on the provider side,
there is an increase of telehealth utilization among pediatric patients. In one assessment,
there was 125% growth in telehealth visits and an 88% increase in parents’ awareness of
telehealth services (HealthLeaders Media, 2017). However, the lack of cohesive use of
telehealth services and research in effectiveness has left a large gap in the literature,
especially in rural and minority groups.
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The COVID-19 Pandemic and Effects on Mental Health

COVID-19 has affected all families, upending the routine and normalcy of work, school and
everyday life. Many, but not all, schools closed in March or April of 2020 and adopted virtual
learning. The American Academy of Pediatrics (2020) continues to advocate for children

to be physically present in school to meet their educational and health needs, provided the
establishment of appropriate safety measures. Although Nebraskan students are now back in
school for the 2021-2022 school year, the recent rise in COVID-19 cases has left studentsin a
precarious position. A survey ending in June of 2020 found that 14.3% of parents reported
worsened mental health for their children since the start of the pandemic (Patrick et al.,
2020). Fortuna and colleagues (2020) cautioned that coronavirus exacerbates

health disparities, disproportionately affecting children in poverty. Communication

among parents and children can help mitigate the adverse mental health effects of the
COVID-19 pandemic (CDC, 2020).

Moreover, understanding the long-term consequences of COVID-19 and pandemic response
measures, and impacts on the mental wellbeing of children may not be known for some time
since the both pandemic and human development are is-ongoing processes. With 1in 4
COVID-19 cases affecting children in September of 2021 (American Academy of Pediatrics,
2021), and over 700,000 lives lost including many parents and caregivers, it is critical to be
vigilant about monitoring and protecting children’s wellbeing respecting the impacts of grief
and loss.

Children’s health is multifaceted, including emotional, mental, and

behavioral health. Establishing positive mental health habits and practices are essential to
a healthy upbringing for children. Screening, early identification and intervention, and
referral, are all aspects of primary care that benefit access to mental and behavioral health
care. Alleviating health disparities through early prevention is key to accessing better
mental, emotional, and behavioral health outcomes for children. This can only be
accomplished through the willingness of parents, providers, and social supports working
together to understand children through their vulnerabilities.

STUDY OBJECTIVES
The purposes of our report are to identify and assess:

1) Parental satisfaction with their child's mental health screening,
care, and/or counseling;

2) The extent to which parents feel they are empowered as decision-makers in their
child's care;

3) The extent to which parents agree they have access to needed family supports,;

4) The impact of COVID-19 on the emotional and mental wellbeing of
families/children;

5) The programs available to assist children and their families to cope with the
COVID-19 pandemic.
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APPROACH AND METHODS
Study Design

In this study, we adopted a quantitative approach on our data collection by collecting data
associated with pediatric mental and behavioral needs through an online survey.

To prepare for this study, the research team collaborated with NEP-MAP partners and
stakeholders, in the form of Technical Workgroups #2 (TWG#2) for CLAS and Equity in NEP-
MAP priorities and operations; and Technical Workgroup #3 (TWG#3) for Family-centered
care. Consistent with NEP-MAP goals, the TWG members were committed to assuring the
language of the family survey was plain and respectful to diverse families and reflected
recognition of the challenges families face. The members of TWGH#2 in particular, family
members themselves, had many constructive suggestions for the family survey that were
adopted by the research team. The quantitative approach of our data collection on
pediatric mental and behavioral needs was executed through an online REDCap survey.
The questionnaire was pilot tested before it was finalized and used in the study.

A total of 373 parents or caregivers of children in Nebraska responded with completed
surveys between June and August 2021.

NEP-MAP primarily is concerned with improving access to mental and behavioral health
services for children and youth in rural and underserved communities of the state. To that
end, the survey results were differentiated between “urban” and “rural” family responses.
In addition, NEP-MAP leadership specifically requested the evaluation team to assure that
responses from rural Nebraska families were obtained from each of Nebraska’s four
predominantly rural Behavioral Health regions. As a result, the survey purposefully
oversampled rural respondents, compared to the overall Nebraska population.

Data was broken down into urban and rural locations based on US Census designation of
‘counties with a population of 50,000 or more’ (Economic Research Service, n.d.; US
Census, 2021). Nebraska counties that fit this definition include Douglas, Hall, Lancaster,
and Sarpy. Urban and rural residency was determined by the zip code provided by the
respondent. Zip codes located within Douglas, Hall, Lancaster, and Sarpy counties were
identified as urban and all others were identified as rural. For this analysis, data are
primarily organized into “whole sample” (urban and rural combined) “rural” responses.
Results provide new insights into the access needs of Nebraska families statewide, and of
rural Nebraska families specifically.

Data Collection

Study data were collected and managed using REDCap (Research Electronic Data Capture)
electronic data capture tools hosted at UNMC. REDCap is a secure, web-based application
designed to support data capture for research studies. REDCap at UNMC is supported by
Research IT Office funded by Vice Chancellor for Research (VCR). This publication’s
R contents are the sole responsibility of the authors and do not necessarily represent the
N b ka official views of the VCR and NIH.
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The survey started with informed consent and three screening questions to ensure
eligibility. Eligibility criteria included at least 19 years of age, currently reside in

Nebraska, and currently living with a child or children under the age of 18 years. If the
eligibility requirements were met, the participant was then prompted to continue the
survey and answer multiple-choice, open-ended, and rated questions regarding their
children (Appendix A). Participants were asked to provide an address at the end of the
survey in order to receive a $25 gift card as compensation. This information was not linked
to the survey responses.

A recruitment flyer with the eligibility requirements, information on the assessment with a
direct link to the survey was emailed to identified organizations throughout Nebraska.
Snowball sampling was used to share the survey among families throughout the state.
Members of the NEP-MAP Technical Workgroups were particularly helpful in reaching into
networks of family service providers including Community Health Workers to promote the
survey in rural communities.

ETHICAL CONSIDERATIONS

The Institutional Review Board of the University of Nebraska Medical Center approved this
study (IRB # 246-21-EX). Data collection from eligible participants only started after we had
obtained informed consent. Participants could choose to withdraw from the study or
refuse to answer specific questions based on their judgments at any time during the
interview process.

Only de-identified data were used in the final project report and related dissemination of
project findings.

Nebiaska
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Part I. Parent and Child Demographics
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Most parent respondents were between the ages of 25 and 44, with most respondents
between 35-44 years (45.4%) followed by 25 to 34 years (37.1%). There were more female
respondents than male respondents overall (63% vs. 36.5%, respectively). The majority of

respondents were non-Hispanic/Latino (72.1%) and Caucasian/White (71.7%). Respondents

were more likely to be married (78.5%), with two or more incomes contributing to the
household (65.7%), with at least a Bachelor’s degree (29.6%). More details of the

demographics of the parent or caregiver can be seen in Table 1.

Overall, the majority of respondents reported only one or two children in the household.

Table 1: Household Demographic Breakdown of Sample

%

Age (n =372) n
19-24 18 4.8%
25-34 138 37.1%
35-44 169 45.4%
45-54 45 12.1%
55-64 2 0.6%
Gender (n =373)
Female 235 63.0%
Male 136 36.5%
Other 2 0.5%
Ethnicity (n = 356)
Hispanic or Latino/a 87 24.4%
Not Hispanic or Latino/a 269 75.6%
Race (n = 363)
White 266 73.3%
Black or African American 56 15.4%
American Indian or Alaska Native 23 6.3%
Asian 5 1.4%
Pacific Islander 3 0.8%
Multiracial 7 1.9%
Other 3 0.8%




Table 1: Household Demographic Breakdown of Sample (cont.)

Marital Status (n = 366) n %
Married 292 79.3%
Unmarried but Cohabitating 22 6.0%
Widowed 7 1.9%
Divorced 19 5.2%
Separated 6 1.6%
Never Married 20 5.4%

Income* (n = 373)

Two or more incomes 245 65.7%
1income 89 23.9%
No Income 7 1.9%
Unemployment benefits 16 4.3%
State Support (e.g., Foster Stipends) 22 5.9%
Child Support 20 5.4%
SSI 6 1.6%
SSA 12 3.2%
Other 1 0.3%
Education (n = 371)
Less than HS/Ged 20 5.4%
HS Grad/GED 59 15.9%
Some College 76 20.5%
Associates Degree/Trade School 62 16.7%
Bachelor's Degree 110 29.6%
Master's Degree 37 10.0%
Professional Degree (JD, MD, PhD, etc.) 7 1.9%
Number of children in the household (n = 371)
1 247 66.2%
2 77 20.6%
3 29 7.8%
4 14 3.8%
5 or more children 4 1.2%

*Percentage may total more than 100% due to multiple options available
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Part Il: Parent-Reported Child Health

Parents were asked to report their children’s happiness right before the COVID-19 Pandemic (as
of Summer 2021) on range of 1 to 10, with 1 being very unhappy and 10 being very happy.
Overall, parents reported that children are less happy post-COVID than they reported prior to
COVID (Figure 1).

Figure 1: Child Happiness as Reported by Parent

AVERAGE HAPPINESS BEFORE COVID

AVERAGE HAPPINESS DURING COVID

Overall, younger children were reported happier than their older siblings in both pre- and post-
pandemic assessment of child happiness (Figure 2). The greatest change reported was in
diminished happiness of the oldest child. Prior to the pandemic, the oldest children reported
an average happiness rating of 8.01, while younger children had an average score of 8.39 to
9.4. There was a noticeable lack of pattern in child happiness prior to the pandemic after the
fifth child, which may be due to the small sample size. During the pandemic, this trend is also
observed, with the first child’s happiness score decreasing to 6.845, with younger children
ranging from 7.56 to 10.
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Figure 2: Child Happiness as Reported by Parent by Birth Order

CHILD 8
CHILD 7
CHILD 6
CHILD 5
CHILD 4
CHILD 3
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Post-COVID happiness levels were reported higher by rural parents compared to the statewide
sample, although most happiness ratings dropped overall. One notable difference is that the
first child reportedly was happier in the statewide sample than in the rural sample, while rural
children tended to be reported as happier overall.

Figure 3: Child Happiness as Reported by Parent Prior to COVID-19 Pandemic

Child 8 9
Child 7
Child 6
Child 5 9.67
Child 4
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Child 2

Child 1
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Figure 4: Child Happiness as Reported by Parent Post-COVID-19 Pandemic
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Respondents reported signs of mental and behavioral health issues within the 30 days prior to
taking the survey (Figure 5). Over a third of parents indicated their children did not exhibit any
signs of mental or behavioral health issues over the last 30 days. Of those parents who replied
yes, anxiety was the most reported issue by parents, followed by depression and restlessness.

Figure 5: Parent Reported Signs of Mental or Behavioral Health Issues Within the Last 30 Days

No 37.0%
Anxiety

Depression

Restlessness

Attention Deficit Hyperactivity Disorder
Aggression

Oppositional Defiant Disorder
Obsessive-Compulsive Disorder
Conduct Disorder

Substance Abuse

| Don't Know

Other

Tourette Syndrome

Prefer Not to Answer 1.3%

0.0% 5.0% 10.0% 15.0% 20.0% 25.0% 30.0% 35.0% 40.0%

mn=373
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In rural areas, anxiety, depression, and restlessness were reported at higher rates than
statewide sample (Figure 6). In urban areas, conduct disorders and ADHD was reported at
higher rates than rural areas. Slightly more rural than urban parents reported there were no
signs of mental or behavioral issues in their children (38.6% vs. 35.5%).

Figure 6: Parent Reported Signs of Mental or Behavioral Health Issues Rural vs Statewide

Depression

Anxiety

Restlessness

Aggression

Oppositional Defiant Disorder
Conduct Disorder

Attention Deficit Hyperactivity Disorder
Obsessive-Compulsive Disorder
Tourette Syndrome

Substance Abuse

Other

No

Prefer Not to Answer

| Don't Know

W Urban MRural

Over 1 in 5 parents reported at least one of their children had either a learning disability or
had special needs, including disability. Figure 7 shows the percentage of parents reporting one
or more children with learning disabilities; and with special needs including a disability, among
respondents in the whole sample, and for the rural subgroup. Rural parents reported a slightly
higher proportion of children with special health needs including disability than the overall
statewide sample; however, the proportion of children with learning disability was much
lower in rural families than in the whole sample.

Figure 7: Parent Reported Health Needs and Disability

LEARNING DISABILITY

SPECIAL HEALTH NEEDS INCLUDING DISABILITY

W Rural Sample ™ Whole Sample
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While less than 30% of all parents reported children with special health needs or learning
disabilities, parents reporting use of various support services were higher, with 48.3% of rural
parents and 54.3 % of all parents reporting use of services. This measure suggests that a
significantly larger population of children and youth than previously identified are in need of
support services. (Figure 8).

Figure 8: Parent Utilization of Support Services

STATEWIDE

RURAL SAMPLE

Among those families utilizing support services, the most common utilized is primary medical
care, followed by special education and behavioral/mental healthcare (Figure 9). Rural parents
specifically reported using the following services most: individualized healthcare plans
(41.2%), special education (40%), and primary medical care (34.1%). This may be due to the
accessibility of school resources in rural areas and resilience of parents to develop and sustain
healthcare plans that are specific to their children. Comparatively, rural residents used special
education and individualized healthcare plans at a higher rate than the statewide sample (35%
and 19.5%, respectively).
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Figure 9: Services Utilized by Parents

PRIMARY MEDICAL CARE

SPECIAL EDUCATION (IEP OR IFSP)
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OTHER

5%
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Overall, parents indicated that they learned about these services from their primary care
providers (46.9%) or through personal research (30.8%) (Figure 10). Rural respondents were
more likely to learn about services from the child’s school (52.3%) and family or friends
(24.4%). Significantly, rural respondents were less likely to rely on providers or personal
research to learn about services, which may speak to a lack of medical resources in the
community or inability to confidently identify reliable sources on the personal level. It is
important to further examine the significant reasons behind this disparity.

Figure 10: Education of Parents of Services Available

PCP, PROVIDERS OFFICE
STAFF, CARE COORDINATOR

PERSONAL RESEARCH
FAMILY/FRIEND
DHHS OR SIMILAR
CHILD'S SCHOOL

OTHER

B RURALSAMPLE  m STATEWIDE
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NEP-MAP asked the study team to explore with families their use of linguistic interpreters, in
order to access services (Figure 11). Overall, 21.2% of families reported using interpreters
outside of their homes. The percentage of rural families utilizing interpreters was less than the
sample overall, 11.4%. Itis not clear from the survey whether this is the result of lesser
demand or lesser availability. While there was some reports of children being used as
interpreters, this was not reported in the rural sample.

Figure 11: Reported Utilization of Interpreter Services
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Specific to medical services, all families most often reported utilizing family practice doctors
and pediatricians. Rural respondents utilized family practice physicians more than pediatricians,
likely due to relatively fewer pediatricians in rural areas. Utilization of mid-level providers,
Nurse Practitioners and Physician Assistants, was higher for rural respondents than the sample
overall, as was urgent care and emergency department use. Notably, 6.4% of all respondents
reported no provider type that they utilize for services (Figure 12).

Figure 12: Medical Services Utilized by Families
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Forty-percent (40%) of all respondents indicated that they had no issue accessing services
on their own. Approximately 60% of respondents required at least a little help, and nearly
3% were completely unable to access needed services (Figure 13).

Figure 13: Reported Ease of Accessibility to Services
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When asked about barriers faced in accessing health care services, by far, the greatest
issue to accessing healthcare services for all respondents was language or interpretation
services (58%) (Figure 14). Rural respondents reported distance and travel, financial
burdens, and lack of appropriate providers as the greatest barriers to accessing services. As
expected, rural respondents reported distance and travel as a greater burden than the
overall sample.

Figure 14: Reported Barriers to Accessing Services
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Further, a full third of respondents pay for their accessed services completely out-of-pocket
(Figure 14). Over half of respondents indicated that these out-of-pocket expenses cause
financial hardship or strain at least some of the time.

Figure 15: Reported Payment Method of Services
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Nearly 35% of respondents reported out-of-pocket financial expenses as a financial
hardship in comparison to only 40% of rural respondents. However, both rural respondents
and the statewide sample stated that out-of-pocket expenses are similarly sometimes a
burden (30%). This shows that out-of-pocket expenses are financially draining on the
majority of families.

Part lll: Adaptation to Remote Learning

The 2020/2021 school year was an unprecedented experiment in multi-modal education
delivery, and implications for families have been uneven and at times severe. Rural
children tended to attend in-person more (either through strictly in-person or some sort of
hybrid method) than the statewide sample overall (Figure 16), which was related to some
rural schools remaining open throughout the first phases of the pandemic.
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Figure 16: Education Method in 2020/2021 School Year
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Nebraska experienced considerable variation between rural and urban school districts,
with each district able to set their own policies. Considerable variation also exists in
quality and affordability of internet connections across the state. Overall, parents reported
their children experienced some struggles with changes in schedules, masking
requirements, and social distancing (Figure 17). The majority expressed adapting generally
or really well to these changes.

Figure 17: Reported Adaptations to COVID-19 Safety Protocols
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Families with children identified by their schools as having special needs impacting learning
that were receiving an IEP/IFSP were asked if their schools were providing the services
and/or supports identified in the plan during the time spent in virtual or at home learning
scenarios. Forty-eight percent stated they were provided with specified accommodations
overall; however, significantly more rural respondents stated they were not provided with
these supports or services (Figure 18), a significant difference deserving of further
investigation and consideration of factors involved.
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Figure 18: Reported School Support for IEP/IFSP during Home/Virtual Learning
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A large percentage of parents adjusted their lives to better accommodate
online/remote/hybrid learning. In our sample, more rural parents than the overall average
worked from home. Fewer rural parents than the overall sample reported cutting or
changing hours at work. Compared to the statewide average, fewer rural parents reported
additional expenses related to finding adequate and appropriate childcare during
disruptions of the pandemic. A significantly larger share of rural parents (12.8%) compared
to the statewide average (5.4%) reporting quitting work in order to better accommodate
children’s learning needs. This is noteworthy not only as part of a national trend,
particularly where childcare is unavailable, unaffordable, or undesirable, particularly with
women leaving (or not re-entering) the workforce. Job loss by any means may have far-
reaching consequences for family security, and economic viability of small rural
communities.

Figure 19: Life Changes to Support Children at Home/Virtual Schooling

CUT OR CHANGE HOURS AT WORK

WORK FROM HOME

FIND ADEQUATE/APPROPRIATE CARE AT AN
ADDITIONAL EXPENSE

OTHER

QUIT WORK

Nebiaska

Medical Center ® RURAL SAMPLE = STATEWIDE
24



Y UNMC

Part V. Child Access to Health Services

Overall parents reported high rates of insurance coverage, both for themselves and their
children. Rural children are insured at a slightly higher percentage than the overall sample,
91% compared to 89.7%. Recent Medicaid Expansion in Nebraska since October of 2020
means that over 55,000 new adult enrollees have health insurance, many of them parents
and caregivers.

Families in all locations reported delaying their children’s medical care due to concerns
surrounding COVID. Rural parents reported less delayed care than the sample average
(Figure 20).

Figure 20: Delay in Care due to COVID-19
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The survey also inquired about utilization of telehealth during the COVID-19 Pandemic. We
found a significant proportion of parents incorporated telehealth in their Covid-19 health
arsenal (Figure 21), to an extent higher than reported in studies prior to the pandemic
(Williams et al., 2021). Such strong utilization of telehealth by families suggests telehealth
is a satisfactory option for families, technology developments are supporting the adoption
of telehealth, and providers are also using technology to reach their patients.

Figure 21: Reported Utilization of Telehealth Services
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A primary concern of NEP-MAP is improving access to mental and behavioral health care
services for children in youth in rural and underserved communities. In particular, NEP-
MAP seeks to grow the capacity of primary care providers to screen, refer, and treat mild-
to-moderate mental health conditions.

Much of rural Nebraska is classified as Health Professions Shortage Areas for many
provider roles, including pediatric mental and behavioral health care providers. Over half
of parent respondents in the survey reported their child(ren) received health services for
mental and behavioral health during the pandemic (Figure 22), with relatively little
difference between rural and statewide reported rates (rural = 52.8% received mental
health services; overall sample = 54.4%).

This high level of utilization suggests both need and available providers, statewide and in
rural areas in particular. Combined with findings on high utilization of telehealth, more
research is needed to determine the extent to which, family uptake of telehealth helps
meet children’s mental health needs.

Figure 22: Reported Utilization of Mental and Behavioral Health Services
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A major goal of the survey was to assess dimensions of trust in a provider-patient relationship.
A series of statements was offered with a standard five-point scale to designate level of
agreement. Table 2 summarizes responses by combining “Strongly Agree” and “Agree” into a
single column; “Disagree” and “Strongly Disagree” into a single column, and “Neutral” in middle
column. For the purpose of this assessment, “Neutral” is identified as a state of neither
agreement nor disagreement, and therefore will be analyzed as its own category. For
interpretation, the study team proposes stakeholders focus on “Disagree” findings for the
overall and rural samples, in order to identify quality improvement opportunities.

In assessing the findings of this portion of the survey, the research team looked at the
Statewide and Rural “Disagree” columns for the highest percentages indicating dissatisfaction.
In the Statewide and Rural column, these were:

* My provider helps me to identify areas where | may need additional support (14.9% vs 18%
disagreement);

* The provider helps me with information and educational materials that | can easily read or
that don't need reading, like videos | can watch (13.9% vs 14.9% disagreement);

* Written materials were provided in a literacy level that is plain, clear, concise, and not
technical (13.5% vs 12.9% disagreement).

Upon further examination, the Rural “Disagree” columns purported a higher percentage than
Statewide counterparts:

* The provider employs staff that reflect who lives in my community (12.3% disagreement);

* | feel comfortable letting my provider know if/when | disagree with medical advice due to my
cultural beliefs (12.2% disagreement); and

* Ifaninterpreter is used during my visit, the provider invites my feedback regarding my
satisfaction with the interpreter (12.1% disagreement).
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Table 2: Parent Reported Satisfaction Rating for Feelings around Provider

Feelings Around Provider Agree Neutral Disagree

Statewide [Rural Statewide [Rural Statewide [Rural

| feel comfortable with my

. 69.0% 70.7% 24.1% 20.7% 6.9% 8.6%
provider

| feel | can share my needs, issues,

. . . 68.4% 72.4% 21.8% 16.7% 9.8% 10.9%
and barriers with my provider

| feel comfortable letting my
provider know if/when | disagree
with medical advice due to my
cultural beliefs

63.4% 67.7% 25.4% 20.1% 11.1% 12.2%

Written materials were provided in
a literacy level that is plain, clear, 64.2% 69.4% 22.3% 17.6% 13.5% 12.9%
concise, and not technical

If an interpreter is used during my
visit, the provider invites my
feedback regarding my satisfaction
with the interpreter.

53.9% 57.6% 34.3% 30.3% 11.8% 12.1%

The provider helps me with
information and educational
materials that | can easily read or 61.5% 59.7% 24.5% 25.3% 13.9% 14.9%
that don't need reading, like videos
| can watch

The provider employs staff that

o . 64.0% 66.1% 25.2% 21.6% 10.8% 12.3%
reflect who lives in my community

My provider helps me to identify
areas where | may need additional | 62.4% 60.5% 22.7% 21.6% 14.9% 18.0%
support

My provider lets other providers
know about my need for
interpretation services when
making a referral

43.3% 47.2% 43.3% 41.7% 13.3% 11.1%
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Similar results were found when parents were questioned about their satisfaction with
services provided (Table 3). Both urban and rural respondents ‘Agreed’ with most statements
provided regarding satisfaction. While responses were largely in agreement, the most highly
reported disagreement by parents in the statewide sample and the rural sample was in the
area, “l feel listened and respected to.”

Table 3: Parent Reported Satisfaction Rating for Services Provided

Services Agree Neutral Disagree

Statewide |Rural Statewide |Rural Statewide |Rural

| am treated as an expert

. . 71.3% 69.4% [22.5% 21.5% 6.2% 9.2%
in my child(ren)s needs

| am empowered to
access, take charge, or
change the supports, 67.8% 69.6% |25.1% 21.6% 7.1% 8.8%
resources, and/or services
my child receives

If | have questions or
concerns about the

services your child need [70.2% 71.3% [20.2% 17.0% 9.7% 11.7%
or receives, | feel like | am
listened to and respected.
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STRENGTHS AND LIMITATIONS

This study has several strengths and limitations that are noteworthy. To our knowledge, this
study represents the first statewide assessment to identify parental satisfaction with their
children's mental health screening, care, and/or counseling, the extent to which parents
feel they are empowered as decision-makers in their children's care, the extent to which
parents agree they have access to needed family supports, the impact of COVID-19 on the
emotional and mental wellbeing of families/children, the programs available to assist
children and their families to cope with the COVID-19 pandemic.

This assessment documented the opinions of families of diverse ethnic and racial
backgrounds from a variety of geographic locations across the state of Nebraska. Through
purposeful sampling, the study team was able to gather robust family input from every
behavioral health region of the state, and in doing so over-sampled rural and diverse
families.

The information provided by the survey respondents only represents their perspectives and
may not entirely reflect or provide a complete picture of the needs and issues of families
with children and adolescents during the COVID-19 Pandemic. The information gathered
relied on self-reports from respondents, which may be subject to recall biases, a limitation
very common in cross-sectional surveys collecting self-report data. Additionally, the survey
was only offered in English and may not include individuals who do not speak or read
English proficiently.
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RECOMMENDATIONS
In light of the main findings from this study, the following recommendations are offered:

1. Continue to grow the use and availability of telehealth as a family-friendly solution to
access barriers. Clearly many families embrace the opportunity to use technology. One
of the major barriers to accessing care identified by rural families was the time and
distance it took to reach services. Telehealth is an important service that can lessen this
barrier and minimize geographic disparities. To expand this potential of telehealth, it
becomes necessary for Nebraska to beef up its infrastructure investment in affordable
and reliable internet connectivity in all geographic areas, and to continue
reimbursement of telehealth services by various insurance providers.

2. Recognize that mental and behavioral health issues are not limited to the identified
population of children and youth with special health care needs (CYSHCN).
Screening, Early identification and intervention services, and Family Support Services
are universal needs leading to successful access to care. It is important to continue to
educate primary care providers, pediatricians, and community members of mental and
behavioral health issues to continue to minimize stigma and increase access to
healthcare providers.

3. Promote access to qualified and trained health interpreters, to decrease language as
a barrier to care. Language services remain a large barrier for many families to access
and retain healthcare services, especially mental and behavioral health services. The
provision of in-person or tele-interpreters is crucial to closing disparities; therefore, it is
important to explore avenues to make interpretation services available to all providers
and patients when needed.

4. Continue to actively monitor children and adolescents for developing mental and
behavioral health issues as the COVID-19 Pandemic continues, and continuously build
accessible family supports. There is a continual need to monitor and screen children
for mental and behavioral health issues as pandemic-related stressors continue. This
also includes providing resources and financial support to families with
parent(s)/caregiver(s) who had to quit their jobs to oversee non-traditional schooling to
alleviate impacts on family due to potential loss of income, services, and insurance
coverage.
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CONCLUSIONS

This report identified many ways in which the COVID-19 pandemic has impacted families
and children in Nebraska and in particular explored the ways in which rural and
underserved communities have been uniquely affected compared to our understanding of
“statewide” impacts. Results from this report can easily be used to instigate many other
research avenues into the long-term impacts of the pandemic on children, families, and
providers.

Participating families reported ways in which their children’s mental health has been
affected, by reporting happiness as well as service utilization and the consequences of
disrupted school schedules. Parents reported resourcefulness and resilience as well, from
self-reported ability to seek out services for their children, use telehealth to obtain care,
alter work schedules, and seek out information for themselves. The pandemic completely
rewrote the ways in which education is delivered — the true effects of which may not be
known for years. A record 5% of families homeschooled their children, and more than half
of students experienced some sort of interruption to in-person learning.

The survey results begin to reveal at least a few areas of family experience and adaptation
during the COVID pandemic that are deserving of more attention and greater
understanding, from family uptake of telehealth technology to disruptions in economic
security. And, through an equity lens, an understanding of the real distribution of benefits
and disadvantage as a result.

For providers, our survey shows families are impacted by COVID, adopting telehealth, suffer
financial hardship, have children with behavioral and mental health needs at greater levels
than previously assumed in the general population, successfully obtain services for their
children, and are generally satisfied with their trust relationships with, and level of care
from, their providers.

For NEP-MAP stakeholders and partners, the survey results point to several possible action
steps including promoting and facilitating best practices by providers in the use of medical
interpretation, provider education on identifying community partnerships and resources for
addressing patients’ unmet social needs to improve patient outcomes, reduce costs, and
increase satisfaction, and promoting health literacy practices among providers in order to
better meet families’” communication needs. The common use of telehealth by Nebraskan
families during the current pandemic reinforces the need and promise of NEP-MAP’s
emphasis on integrating into pediatric primary care tele-behavioral health consultations
and referrals to enhance access to mental and behavioral health services for children and
youths in the state.
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APPENDIX

Questionnaire for Family Survey

Eligibility criteria:
1. Living with a child or children under the age of 18 years
2. Being 19 years orolder;
3. Livingin Nebraska

Survey date:

Part 1: Questions about you as the parent

1. Whatis your age?
1) 19to 24 years
2) 25to 34 years
3) 35 to 44 years
4) 45 to 54 years
5) 55 to 64 years
6) 65+years
7) Prefernotto answer

2. Your genderis:
1) Male
2) Female
3) Other
97) Prefer not to answer

3. What is your home zip code?
97) Prefer not to answer
98) Don’t know

4. In which country were you born?
97) Prefer not to answer

4a. If you were bornin a foreign country, in which year did you first come to the U.S.?

5. What is your current marital status?
1) Married
2) Unmarried but living together
3) Widowed
4) Divorced
5) Separated
6) Never Married
7) Other
97) Prefer not to answer
98) Don’t know
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6. How many parents or adult caregiversare in the home?
Single caregiver/parenthousehold
Two-caregiver/parent household
Two single-caregiver/parent households
Child resides in multiple homes

i. How many homes?

o0 oTo

ii. How many caregivers/parents in each home?
e. Foster/ Temporary care
f. Other:

7. What is your household income source. (Please select all that apply.)
1) 2 ormoreincomes
2) 1income
3) No income
4) Unemployment benefits
5) State support including foster stipends
6) Child support
7) Other (please specify )

8. Do you use language interpretation services outside the home?
1) Yes
2) No
3) The childrenusually interpret for us

9. What is the highest grade or year of school you have completed?
1) Less than a high school diploma/GED
2) High School Graduate/Earned GED
3) Some college
4) Associates Degree/Trade School
5) Bachelor’s degree
6) Master's degree

7) Professional degree (MD, JD, PhD, etc.)
97) Prefer not answer

10. Overall, how would you rate your current health?
1) Excellent
2) Very good

3) Good
4) Fair
5) Poor

97) Prefer not answer
98) Don’t know
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11.

12.

13.

14.

1

2.

Are you Hispanic or Latino/a?
1) VYes

2) No

97) Prefer not answer

98) Don’t know

Which one the following group would you primarily identify with?
1) White

2) Black or African American

3) American Indian or Alaska Native

4) Asian

5) Pacific Islander

6) Multiracial

7) Other

97) Prefer not answer

98) Don’t know

Do you have health insurance coverage?
1) VYes
2) No

Do all your children have health insurance coverage?
1) VYes
2) No

Part 2. Now we would like to know about your child (children).

How many children do you have now?__

For each of your children, please provide his/her demographic information, starting from the oldest.

List of Children | Age Gender Grade Does your child have any
special health needs
including disabilities? (Yes

or No)

Does your child have
any learning
disabilities?

(Yes or No)

Child #1

Child #2

Child #3

Child #4

Child #5

Child #6

Child #7

Child #8

Child #9

Child #10
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3. Using the following image, on a scale of 1 to 10 with a score of 1 indicating that your child is “very
unhappy” and a score of 10 indicating that the child is “very happy”, please indicate in the following table
how happy your child was right before the pandemic and how happy he/she is right now.

& ©

Unhappy Happy

1 2 3 4 5|6 7 8 9 10

Happiness rating

List of Children How happy was your | How happy is your | Any comment on why you gave the
child right before the | child now (in score and its potential changes
pandemic (prior to 2021)? before and during the COVID-19
March 2020)? pandemic?

Child #1
Child #2
Child #3
Child #4
Child #5
Child #6
Child #7
Child #8
Child #9
Child #10

4. Based on your observation, during the past 30 days, did any of your children show symptoms or signs of
mental or behavioral health issues such as depression, anxiety, restlessness, aggression, oppositional
defiant disorder (ODD), conductdisorder, attention deficit hyperactivity disorder (ADHD), obsessive-
compulsive disorder (OCD), Tourette Syndrome, or substance abuse?

1. Yes

2. No

97. Prefer not to answer
98. Do not know

4a. If yes, what was the issue?
4b. If yes, did you do anything to cope with the issue?

1) VYes (Please briefly describe what you did )
2) No (Please explain why you decided not to address the issue. )
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Part 3. Now we would like to ask about your children’s access to health services.

1. Arevyou currently utilizing any supports or servicesfor your child?
O Yes (move to question 2)
O No (move to question 4)

2. What servicesare you utilizing? (Check all that apply)
O Primary medical care
Special Education (IEP: Individual Education Plan or IFSP: Individual Family Service Plan)
504 Plan/ Accommodation Plan
Individualized Healthcare Plan (medical needs)
Behavioral/Mental healthcare
In-home support (formal- agency or informal- relative/friend)
Other:

O O O O OO

2a. What type of provider does your family use?

Family Practice Doctor
Pediatrician

Nurse Practioner
Physician’s Assistant
No Provider

Other:

N I B

3. Ifyour family is receiving services, where did you learn about them? (Checkall that apply)
O Personal Research: internet, pamphlets, support group

Primary medical care provider, doctor’s office staff, or care coordinator

Dept. of Health & Human Services or other similar organizations

Family/friend

Child’s school

Other (Please specify)

O O O O O

4, Are there barriers to your accessing services/supports foryour child(ren)?

No

Language/ use of interpreters/lack of qualified healthcare interpreters
Distance/travel

Financial

No appropriate providersavailable in your area

Other:

O O O O O O
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o

If you do receive services, how easy was it to access needed services?
O No problem; | was able to do it onmy own.
Okay, was able to find without too much trouble/ may have needed a little help
Moderately difficult; it was a pain, and we needed help but finally was able to get whatwe needed.
There is noway I could have done this on my own.
I have notbeen able to access services

O O O O

6. Do you utilize any of the following financial meansin order to access needed services?
Services we use are free/ no personalout-of-pocket expense

Self-pay — all personal out-of-pocket expense

Private Insurance

Public Insurance (Medicaid)

Family/friends help

Organizations that help

O OO0 OO0 O

~

Ifyou have personal out-of-pocket expense in order to help supportyour child(ren)’s learning, does it cause
significant financial hardship or burden?

O Yes

o No

o Sometimes

8. Now we wantto ask you about your experience with the care provider of you and yourchildren.

Strongly Agree Neutral Disagree Strongly Not
Agree Disagree Applicable

| feel comfortable with my provider.

| feel I can share my needs, issues,
and barriers with the provider.

| feel comfortable letting my provider
know if/when | disagree with medical
advice due to my cultural beliefs.
Written materials were provided in a
literacy level that is plain, clear,
concise, and not technical.

If an interpreteris used during my
visit, the provider invites my
feedback regarding my satisfaction
with the interpreter.

The provider helps me with
information and educational
materials that | can easily read or
that don’t need reading, like videos |
can watch.

The provider employs staff that
reflectwho lives in my community
My provider helps me to identify
areas where | may need additional
support.

The provider let other providers

NeBuvmsm]os know about my need for
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interpretation services when making
areferral.

9. Based on your experiences with accessing services for your child(ren):

Strongly Agree Neutral Disagree Strongly
Agree Disagree

| am treated as the expertin my
child(ren)’s needs.

I am empowered to access, take
charge, or change the supports,
resources and/or services my child
receives.

If I have questions or concerns
about the servicesyour child
needs orreceives, | feel like | am
listened to and respected.

10. Isthere anythingelse youwould like us to know about barriers you have encountered in receiving
appropriate/ adequate supports and/orservices?

Part 4. Impact of the COVID-19 pandemic on you and your family

1. How well has your child(ren) adapted to changes in school schedules (virtual learning/home school)
and/or requirements to wear masks/social distance due to COVID?
O Really well
O Okay- a few issues here & there, but generally well
O It's been difficult but we’re managing
O Not well at all

2. If your child has an IEP (Individual Education Plan) or IFSP (Individual Family Service Plan), is the school
providing you with the services and/or supports identified in your child’s plan during the time spent at
home/virtual learning?

O Yes
o No
O Not applicable or Unknown

3. Did your child’s school (any representative) offer other support or resources during the time spent at
home/virtual learning?
o Yes

Nebraska ° N
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4. Did you have to make significant life changesin order for your child(ren) to stay home/ do virtual school?
o Work fromhome

Cut or change hours at work

Quit work

Find adequate/appropriate care atan additional expense

Other:

O O O O

5. For each of your children who are currently living with you, please describe their health care utilization
during the pandemic based on yourbest knowledge.

List of Children Did the child delay | Did you or your child | Did your child If you child received
his/her care due to | use telehealth to receive any health health servicesrelated
the pandemic? communicate with servicesrelatedto | to mental or
(Yes or No) the child’s care mental or behavioral health,

providersduring the behavioral health how satisfied are you
pandemic? (Yes or issues during the with the services?
No) pandemic? (Yesor | Why?

No)

Child #1

Child #2

Child #3

Child #4

Child #5

Child #6

Child #7

Child #8

Child #9

Child #10

6. In consideration of the health needs of your child(ren), do you have any suggested changes to our health
care system that you think would help improve access to, as well as the quality of health care for your
child(ren)?

1) Yes (Please explain )
2) No
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