
News, policy updates, resources, events, and advocacy opportunities

COVID-19 Information

Strategies to Ensure Continuous Coverage for Children when COVID-19 Public Health

Emergency Ends

During the pandemic, all states have been federally required to maintain continuous Medicaid coverage for children
who were enrolled as of March 2020. When these coverage requirements expire, states must redetermine eligibility for
millions of pending Medicaid cases, putting many children at risk of becoming uninsured even though they remain
eligible for coverage. In the first of three policy briefs funded by our Foundation, Manatt, in partnership with Family
Voices, provides recommendations for states and child advocates to ensure that children retain access to the care they
need. Read the brief.

Also see: New Resources for Unwinding the Medicaid Continuous Coverage Protection – from Georgetown Center for
Children and Families

Transition to Adult Care

Chronic Illness and Disability Conference: Transition from Pediatric to Adult-Based

Care

Date Thursday and Friday, October 27-28
Location Virtual
Sponsor Baylor College of Medicine - Division of Continuing Professional Development
Details A major hurdle to CYSHCN receiving successful transition care is the lack of a workforce - including

physicians, nurses, social workers, mental health providers and other caregivers - trained to provide the
necessary transition services. Care providers, youth with special health care needs, and family caregivers
are the target audience for this conference, which will address medical, legal, financial, and ethical issues.
Read more and register by October 26. Fee. Continuing education credits available.

Caregiving

Webinar: National Family Caregiving Strategy - A State Roadmap for Supporting

Family Caregivers

Date Monday, October 3
Time 11 a.m. to 12 p.m. Pacific Time
Sponsor National Academy for State Health Policy
Details A discussion of the opportunities within the new National Family Caregiving Strategy and how it can provide

a roadmap for states that are interested in developing and expanding supports for family caregivers. Read
more and register.

In Brief

The Invisible Cost of Caring for a Child with a Health Condition - from Huffpost

Telehealth/Health Equity

Webinar: Telehealth and Children of Color with Special Health Care Needs - Lessons

from the Pandemic

Date Wednesday, September 28
Time 4 to 5:30 p.m. Pacific Time
Sponsor The Children's Partnership
Details This webinar will highlight how families of children of color with special health care needs are navigating

health care through telehealth during the pandemic. In conversation with families and policymakers, staff
from The Children's Partnership will discuss recommendations that emerged from community listening
sessions, and opportunities to make the health care system more equitable. Live Spanish translation will be
available. Read more and register.

Mental and Behavioral Health

Report: Using Medicaid Waivers to Cover Child Mental Health Services

Many states cover mental health home- and community‐based services (HCBS) for youth through Medicaid waivers.
This research, funded by our Foundation, evaluated how states are covering mental health services using Medicaid
waivers and compared this to waivers being used to cover services for other pediatric conditions. The findings indicate
broad variability in waiver eligibility, transition plans, services covered, and waitlists across populations of youth. Read
the article.

CYSHCN Research

CYSHCNet Offers Course on How to Use National Research Agenda

Much research is being done nationwide to improve health systems for CYSHCN, but projects are not well coordinated.
To promote higher-impact research, CYSHCNet developed a national research agenda on health systems improvement
to highlight important challenges, organize research topics and goals, and provide examples of potential studies. A new
interactive course traces the development of the research agenda and explains how to implement its elements. Read
more.

Intellectual/Developmental Disabilities

New Law Addresses Racial, Linguistic Disparities in Regional Center Services

Significant gaps in funding of services for children of different racial and ethnic groups have persisted for years at
California's regional centers for developmental disabilities, as documented in several reports funded by our Foundation.
A newly signed law requires regional centers and the Department of Developmental Services (DDS) to publicly report
on the number of instances where it takes longer than 45 days to translate a client’s individual program plan into their
preferred language. The law also requires DDS and the regional centers to report on the purchase of services data for
the recently restored set of social recreation activities. Read more.

Family Engagement

Feds Launch Family and Community Engagement Council

The U.S. Department of Education has established a National Parents and Families Engagement Council to facilitate
effective relationships between schools and students' parents, families, and caregivers, to give them a voice in how
children are recovering from the pandemic. Topics will include parental rights, the different ways schools are providing
academic, mental health, and social and emotional support, and how families can best constructively engage with
schools. Read more.

In Brief

September 30 is deadline to register for virtual attendance at the 2022 Family Leadership Conference.

National Policy

Biden Administration Releases Final Rule on Public Charge - from Georgetown Center for Children and Families

Special Education

In Brief

Communication Supports for Students with Significant Cognitive Disabilities: What Parents Need to Know - from
Ties Center

Schools Nationwide Expect Special Ed Teacher Shortages This Fall – from Disability Scoop

Eventos

Seminarios Web: Educación Especial, Servicios de Recreación Social y Acampada

Congreso Familiar es una conferencia dedicada a promover educación y liderazgo en familias Latinas que tienen
niños o miembros de familia con discapacidades. Dos próximos eventos:

Fecha Sábado, 1 de octubre
Hora 10 a.m. to 12 p.m. Pacific Time
Patrocinador Educación Especial
Detalles Los padres aprenderán sobre la importancia de entender las leyes que afectan la educación de sus

hijos y como abogar efectivamente por su estudiante. Registrarse.

Fecha Jueves, 6 de octubre
Hora 5 to 7 p.m. Pacific Time
Patrocinador Servicios de Recreación Social y Acampada
Detalles Los centros regionales ahora pueden pagar por los servicios de acampada y recreación social bajo la

Ley Lanterman. Las familias aprenderán mas sobre estos servicios. Registrarse.

In the News

Social Security, SSI Recipients Likely To See Biggest Increase In Decades
Disability Scoop, 9/15/22

Kohl's Unveils Clothing Collection for Adults with Disabilities
Disability Scoop, 9/14/22

Analysis: We Can Talk About Abortion Without Being Ableist
Cal Health Report, 9/13/22

We'd like to hear from you

Let us know what's happening with your organization or family. Email newsletter assistant editor Hannah Au
at Hannah.Au@lpfch.org with your news or updates. Or contact newsletter editor: Eileen Walsh at
Eileen.Walsh@lpfch.org.

Join the Network

To see past issues, visit the Network Newsletter Archive.

The California Advocacy Network for Children with Special Health Care Needs is a collaborative organized by the Lucile Packard Foundation for Children's
Health. Through grantmaking, advocacy, and communications, the Foundation promotes a system of care that improves the lives of children with special
health care needs and their families.
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