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

Children with Medical Complexity

Join a Conversation on Supporting Self-Management

While self-management support has been a core component of adult chronic care for decades, its
importance in the care of children with chronic and complex conditions is just being recognized.
Join a discussion on the article, Supporting Self-Management in Children and Adolescents with
Complex Chronic Conditions. Lead author Amy Houtrow, MD, PhD, MPH, and other experts will
share their background and experience with pediatric self-management and discuss how health
systems could better support self-management by children and their families. Read more and

reqister.

Date Wednesday, August 22
Time 10 a.m. to 11 a.m. Pacific Time
Sponsor The Lucile Packard Foundation for Children's Health

Q&A from a Conversation on Models of Care Delivery

Read the responses to questions that were submitted during the June 28 "Conversation on
Models of Care Delivery for Children with Medical Complexity," a webinar in our series, Building
Systems that Work for Children with Complex Health Care Needs.

Webinar: Approaches to Extending Complex Care Models into
the Community — Emerging Evidence

Date Thursday, August 16
Time 9:30 a.m. to 11 a.m. Pacific Time
Sponsor Center for Health Care Strategies


https://cl.exct.net/?qs=1b4d6403e07491472d7518dedc401cff6d262a95d8b859371e7df14cf70f7191aaa813b9a30417e51474d942c61368c5
https://cl.exct.net/?qs=1b4d6403e07491472d7518dedc401cff6d262a95d8b859371e7df14cf70f7191aaa813b9a30417e51474d942c61368c5
https://cl.exct.net/?qs=1b4d6403e0749147da05dc0300b613bcd0acaed2630d69f2c74c93bd6d985671dd4d8453591209e1eca1d55ffdfd23ba
https://cl.exct.net/?qs=1b4d6403e0749147da05dc0300b613bcd0acaed2630d69f2c74c93bd6d985671dd4d8453591209e1eca1d55ffdfd23ba
https://cl.exct.net/?qs=1b4d6403e074914766e09bdc9edd0e60a1c1c515242bca177e98d279682571f302b1061f614dfd3bd39100a9e4d3fcf1
https://cl.exct.net/?qs=1b4d6403e0749147a9020c0692241cf3f502a6571a9bd2572b582ed2b0823ac5719dc03331d020fad75a8c4590470539

Details

Speakers will discuss their experiences building effective care models to address
social determinants of health, developing tools to support community-based care team
members, and designing a business case for sustaining complex care models. Not
pediatric specific, but perhaps of interest. Read more and register.

California Children's Services

Save the Dates

Raising the Bar: California Children's Services & Continuous
Quality Improvement

Date
Time
Location

Sponsor

Details

Thursday, October 4
8 a.m. to 4:30 p.m. Pacific Time

The California Endowment
2000 Franklin Street, Oakland

Children's Regional Integrated Service System (CRISS), CCS Executive Committee
and Family Voices of California

This conference will provide information on successful and feasible strategies for
improving local care delivery for children and youth with complex medical conditions in
the CCS program. Details to come.

Whole Child Model Overview Webinar for Phase 11

Implementation

Date Thursday, October 18

Time 1 p.m. to 2:30 p.m. Pacific Time

Sponsor The Department of Health Care Services

Details Speakers will provide a summary of the Whole Child Model (WCM) Program. Phase I

currently is scheduled for implementation on January 1, 2019. Details will be posted on
the WCM website.

Family Engagement

Two Films about Families


https://cl.exct.net/?qs=1b4d6403e07491470ba32c7824374d65f77ea4924397a31a100fd5fa34e2a3e76a5adddca2c7697136cd22720411a10e
https://cl.exct.net/?qs=1b4d6403e074914762157c79f09cde32b80d21fd617370eef0a7c5a1ec045194b7c560abeb39c66fae99be3fb41b3d71

e Far from the Tree — based on the book by Andrew Solomon about what it means to be a
family and dealing with "differences."”

e Intelligent Lives — actor Chris Cooper's family story about cerebral palsy and reframing
intellectual disabilities.

Care Coordination

California Care Coordination Assessment Project

The Department of Health Care Services has convened an advisory committee to conduct a
systemic review of care coordination across the Medi-Cal delivery system. The committee will
draft recommendations for policy changes. Meetings are open to the public. Read more and see
the list of committee members. Next meeting:

Date Wednesday, August 22
Time 10 a.m. to 3 p.m. Pacific Time

Location The California Endowment
1414 K Street, Sacramento — First Floor, Suite 100

Also See: Care Coordination for California’'s Children and Youth with Special Needs

In Brief

e Physician's Role in Coordinating Care of Hospitalized Children — from the American
Academy of Pediatrics

National Policy

Bill to Watch

HR 6560 — The Children's Program of All-Inclusive Coordinated Care (ChiPACC) would require
provision of a full range of medical services to families with children who have life-limiting illnesses
and who qualify for Medicaid. Currently there are gaps in Medicaid coverage for hospice and
palliative services. Introduced July 26.


https://cl.exct.net/?qs=1b4d6403e0749147db584fcad82984841b3405b81ac8db70273ca4825e1f0ea06529d1c071c8237c0b9ea1f63b92f512
https://cl.exct.net/?qs=1b4d6403e0749147f4e83afc67392269fcbf2b5a72eacf15ec2c2ddab56dab1af43e2a7818194acc5821bc21d9b14736
https://cl.exct.net/?qs=1b4d6403e074914784f23c94deb334963f7bb581c541c7cc13900d1efeae61459f99269cc73850fa53a18522187b6a50
https://cl.exct.net/?qs=1b4d6403e07491476568c46e8269e6879e55f195d7f3cd1bdb6d8baad1fb0e7322ba12acf5471e21493c0dd2f481d8a5
https://cl.exct.net/?qs=1b4d6403e07491474527ee81a48680abb7c372b8d66d9ce1dc0f4bcee004c41ff83ecf129232f422b327439c8475f821
https://cl.exct.net/?qs=1b4d6403e074914709e19d2e585e7de8872cb3fa3a038cb75248e5b9bafb6837e3f7f61fc16a0ff37b1430553cd44de7
https://cl.exct.net/?qs=1b4d6403e07491473ed2edac8c6ef9cf3e89816fac0a253ef8179243c4fd54b72feec8bc5f0c0ca258b0b6daf71b4f80

Research

Overcoming Payment Challenges to Realize the Promise of
Telehealth

Inconsistent public and private insurance coverage and other challenges have hindered
implementation of telehealth, one of the most promising tools to enhance access to care for
children and youth with complex conditions. The National Academy for State Health Policy's
(NASHP) Patient-Centered Outcomes Research Workgroup explored how telehealth services can
be effectively deployed, and outlines what new state policies and funding are needed to
implement it. Read more.

Archived Webinar

e Individuals with Disabilities & Families of Children with Special Health Care Needs, Pre/Post
Disaster — Discusses the importance of emergency preparedness; how families with CSHCN
can prepare for various types of disasters; and some practices that may be implemented
post disaster to mitigate trauma to the family.

Also See: Many U.S. Schools Still Not Fully Prepared for Disasters — Includes information about
children with special needs.

Resources

e Serious Game Helps Teens Dealing with Chronic lliness Foster Self-Inquiry

e Complex Child August issue: Rare and Interesting Conditions, Part |l

e Exceptional Parent Magazine July issue — Pet Space Design + Animal Therapy

Events


https://cl.exct.net/?qs=1b4d6403e074914779be406a0742fc872ff8f73ece8d022511829e8a6e1ae6633a3f7a74a21f717d9ab20171f68beef6
https://cl.exct.net/?qs=1b4d6403e0749147b12f311a8faa4a065263658ebdc14b86907b1842789f716da856a5be8d6b594d41dec563af82426d
https://cl.exct.net/?qs=1b4d6403e0749147b12f311a8faa4a065263658ebdc14b86907b1842789f716da856a5be8d6b594d41dec563af82426d
https://cl.exct.net/?qs=1b4d6403e07491479451ef60105a159f878552b6a9fa3530e0894776e14f67512ead7ad88f59e39ed3a749983886429e
https://cl.exct.net/?qs=1b4d6403e074914745d707e1f15160eecca166e6ac524a7b537c6d2ca9a50811a4e08987305680bb37cc13af8d7da2e4
https://cl.exct.net/?qs=1b4d6403e074914759ddcfdf8788eabaa0a7d7a477cca9948be33dd50d1f0683410ad0156e47cde03b1c0cdb1c758c81
https://cl.exct.net/?qs=1b4d6403e0749147884a1a44b689ee0d8bf581e14ab82d75c2a6d303d98c1661adfcad6d48787f36645e445c3b35f252

Proposals Sought for Sessions at AMCHP 2019 Annual
Conference

The Association of Maternal & Child Health Programs (AMCHP) has issued a call for proposals
(workshop, skills-building session, or poster), including topics related to children and youth with
special health care needs. The annual conference is scheduled for March 9-12 in San Antonio,
Texas. The proposal deadline is September 21. Read more.

Did you Know?

New on kidsdata.org: Access to Services for Children with Special Health Care Needs

Funding Opportunity

Healthy Tomorrow Grants Available

Applications for funding are being accepted for the Healthy Tomorrows Partnership for Children
Program, a cooperative agreement between the federal Maternal and Child Health Bureau and the
American Academy of Pediatrics. Federal grants of up to $50,000 per year for up to five years are
awarded to support community-based child health projects that increase access to health
services. Funds support projects that provide clinical or public health services, and do not support
research. Applications are due October 1. Read more and apply.

Employment Opportunity

e Family Voices of California seeks Family Engagement Manager

In the News


https://cl.exct.net/?qs=1b4d6403e0749147e20369bacd3afa98d53beea1a7ac36b51b6476aee23c63fc574b92688d63b7583af127ad38cf442f
https://cl.exct.net/?qs=1b4d6403e074914740058d06228a83fe1e86038c808bab3645f54c3311d0fbdf3277c41f37e9be18c5a3d0e775c8e6a7
https://cl.exct.net/?qs=1b4d6403e07491477cf82767dc176b7f2f60e3aa647ae2f84b0bbc2b098b818b0a9229d1e4400a0bb173815411e5fe30
https://cl.exct.net/?qs=1b4d6403e0749147c45960b3a42b9e86279dae9e0e972b349c1b44fdfb641075230925aa01a71c87d53870df70c68697

Temple Institute Uses Technology to Help Disabled Young People Live More Independently
Radio.com, 8/6/18

Healthy Kids with Sick Sibling May Hide Emotions
Reuters, 7/26/18

Students Seeking Equal Access to Education May Find Federal Help Harder to Come By
NPR, 7/25/18

We'd like to hear from you

Let us know what's happening with your organization or family. Email newsletter
editor Eileen Walsh at Eileen.Walsh@Ipfch.org with your news or updates.

This email was sent by: You
Lucile Packard Foundation for Children's Health

400 Hamilton Ave, Suite 340 Palo Alto, CA, 94301,
USA


https://cl.exct.net/?qs=1b4d6403e074914724178eb5792ce64988315999c02d289defae6d1b82fa09d438b89883bf2e1d946a738ed0e150ea2b
https://cl.exct.net/?qs=1b4d6403e07491471bee99f34c8b0779481b1f0a8f1030d4ad83ea87b1bc623d5f23f45ebff492fe1a2f819668dddfb1
https://cl.exct.net/?qs=1b4d6403e074914720c62891f0a4df51d7999c1813a5bcb17fe1e4d715d3697aa14655d2420661cd93355b69b7c3d637
mailto:eileen.walsh@lpfch.org
https://cl.exct.net/?qs=1b4d6403e0749147d7fb39456cea7296a6c734216fda81e0c6c395e5045da2b6194ffd9cc7f7d403a0e5cafcf32be95f
https://cl.exct.net/?qs=1b4d6403e074914750b191582b07dcdc71711c8fd187911bd8749863018396fbca6b8a34cdf41def87feb806f4b8ec49
https://cl.exct.net/?qs=1b4d6403e07491478985c72e8cd596f0fa7657607853e253d8bf43caaac6f1c16fcd2c3fd9d93df16edd197f88beb518

