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Title and Link Author(s) and Year 
Issue Brief: A Framework for Assessing Family 
Engagement in Systems Change 

Clarissa Hoover et al., Lucile Packard 
Foundation for Children’s Health, 2018 

A Guide to Replicating and Adapting an Innovative 
Youth Development Program (PDF) 

Bay Area Leadership Academy, 2018 

Best Practices for Convening a Consumer Advisory 
Board 

Center for Health Care Strategies, 2019 

Consumer Advisory Board Manual (PDF) National Health Care for the Homeless Council, 
2020 

Convening a Consumer Advisory Board: Key 
Considerations 

Anna Spencer, Center for Health Care 
Strategies, 2019 

Creating a Consumer Advisory Council (PDF) National Partnership for Women & Families, 
2014 

Engaging Consumers and Communities to 
Meaningfully Transform Care 

Anna Spencer, Center for Health Care 
Strategies, 2019 

Engaging Consumers in Medicaid Program Design: 
Strategies from the States 

Jane Zhu et al., Milbank Quarterly, 2021 

Engaging Consumer Voices in Health Care Policy: 
Lessons for Social Work Practice 

Kristi Lohmeier Law and Jeanne A. Saunders, 
Health & Social Work, 2016 

Engaging Youth with Special Health Care Needs and 
Families of Children with Special Health Care Needs: 
Recommendations for Medicaid Agencies (PDF) 

Courtney Roman, Hannah Gears, and Madeline 
Pucciarello, Center for Health Care Strategies, 
2021 

Family Engagement and California’s Whole Child 
Model: Lessons Learned from the Implementation 
of Family Advisory Committees 

Caroline Davis, Lucile Packard Foundation for 
Children’s Health, 2021 

Family Engagement in Systems (FES) Toolkit: 
Strategies and Resources (PDF) 

Family Voices, 2020 

Five Top Tips for Engaging Families in Advisory 
Roles: Advice from a Family Leader (PDF) 

Lucile Packard Foundation for Children’s 
Health, 2018 

1. Increasing Consumer Engagement: Learnings from 

States (PDF) 

Jane M. Zhu and Ruth Rowland, Oregon Health 
& Science University, 2020 

It Takes a Family: An Analysis of Family Participation 
in Policymaking for Public Programs Serving 
Children with Special Health Needs in California 
(PDF) 

Maryann O’Sullivan, Lucile Packard Foundation 
for Children’s Health, 2014 

https://www.lpfch.org/publication/framework-assessing-family-engagement-systems-change
https://www.lpfch.org/publication/framework-assessing-family-engagement-systems-change
https://calyouthconn.org/wp-content/uploads/2018/11/2018-BAYLA-Replication-Guide-FINAL-1.pdf
https://calyouthconn.org/wp-content/uploads/2018/11/2018-BAYLA-Replication-Guide-FINAL-1.pdf
https://www.chcs.org/resource/best-practices-for-convening-a-community-advisory-board/
https://www.chcs.org/resource/best-practices-for-convening-a-community-advisory-board/
https://nhchc.org/wp-content/uploads/2020/06/CAB-Manual_2020-Update.pdf
https://www.chcs.org/convening-a-consumer-advisory-board/
https://www.chcs.org/convening-a-consumer-advisory-board/
https://www.nationalpartnership.org/our-work/resources/health-care/cbc/creating-a-consumer-advisory.pdf
https://www.chcs.org/engaging-consumers-and-communities-to-meaningfully-transform-care/
https://www.chcs.org/engaging-consumers-and-communities-to-meaningfully-transform-care/
https://doi.org/10.1111/1468-0009.12492
https://doi.org/10.1111/1468-0009.12492
https://doi.org/10.1093/hsw/hlv087
https://doi.org/10.1093/hsw/hlv087
https://www.chcs.org/media/Report-Engaging-YSHCN-and-Families-of-CSHCN-Needs-Recommendations-for-Medicaid.pdf
https://www.chcs.org/media/Report-Engaging-YSHCN-and-Families-of-CSHCN-Needs-Recommendations-for-Medicaid.pdf
https://www.chcs.org/media/Report-Engaging-YSHCN-and-Families-of-CSHCN-Needs-Recommendations-for-Medicaid.pdf
https://www.lpfch.org/publication/family-engagement-and-californias-whole-child-model-lessons-learned-implementation
https://www.lpfch.org/publication/family-engagement-and-californias-whole-child-model-lessons-learned-implementation
https://www.lpfch.org/publication/family-engagement-and-californias-whole-child-model-lessons-learned-implementation
https://ilpqc.org/ILPQC%202020%2B/Patient%20and%20Family%20Engagement/Family%20Engagement%20in%20Systems%20(FES)%20Toolkit%3A%20Strategies%20and%20Resources.pdf
https://ilpqc.org/ILPQC%202020%2B/Patient%20and%20Family%20Engagement/Family%20Engagement%20in%20Systems%20(FES)%20Toolkit%3A%20Strategies%20and%20Resources.pdf
https://www.lpfch.org/sites/default/files/field/publications/five_top_tips_12.19.18.pdf
https://www.lpfch.org/sites/default/files/field/publications/five_top_tips_12.19.18.pdf
https://www.ohsu.edu/sites/default/files/2020-12/Increasing%20Consumer%20Engagement%20in%20Medicaid%20-%20Learnings%20from%20States%2012.14.20.pdf
https://www.ohsu.edu/sites/default/files/2020-12/Increasing%20Consumer%20Engagement%20in%20Medicaid%20-%20Learnings%20from%20States%2012.14.20.pdf
https://www.lpfch.org/sites/default/files/field/publications/it_takes_a_family_full_report.pdf
https://www.lpfch.org/sites/default/files/field/publications/it_takes_a_family_full_report.pdf
https://www.lpfch.org/sites/default/files/field/publications/it_takes_a_family_full_report.pdf


Literature Review Resources, page 2 

Title and Link Author(s) and Year 
Key Findings from the Medicaid MCO Learning Hub 
Discussion Group Series and Roundtable — Focus 
on Member Engagement and the Consumer Voice 
(PDF) 

NORC at the University of Chicago, 2021 

Key Learnings for Strengthening Partnerships (PDF) Deborah L. Dokken, Pam Dardess, and Beverley 
H. Johnson, Institute for Patient- and Family-
Centered Care, 2021 

Leading by Convening: A Blueprint for Authentic 
Engagement (PDF) 

IDEA Partnership, 2014 

Partnering with Youth, Families & Patients in 
Research: A Standard of Compensation for Youth, 
Family, and Patient Partners (PDF) 

Charlene Shelton, Clarissa Hoover, and Carolyn 
Allshouse, Family Voices, 2021 

Supporting Meaningful Engagement Through 
Community Advisory Councils: Lessons from the 
Oregon Health Authority (PDF) 

Renée Markus Hodin and Madison Tallant, 
Milbank Memorial Fund, 2020 

Working with Patients and Families as Advisors: 
Implementation Handbook (PDF) 

Agency for Healthcare Research and Quality, 
2013 

Y.O.U.T.H. Training Project California Youth Connection 

Youth Advocates Program California Children’s Trust and California 
Coalition for Youth, 2021 

https://www.norc.org/PDFs/Medicaid%20Managed%20Care%20Organization%20Learning%20Hub/MMCOLearningHub_MemberEngagement.pdf
https://www.norc.org/PDFs/Medicaid%20Managed%20Care%20Organization%20Learning%20Hub/MMCOLearningHub_MemberEngagement.pdf
https://www.norc.org/PDFs/Medicaid%20Managed%20Care%20Organization%20Learning%20Hub/MMCOLearningHub_MemberEngagement.pdf
https://www.lpfch.org/sites/default/files/field/publications/ipfcc_key_learnings.pdf
https://www.servingongroups.org/sites/default/files/uploads/Leading%20by%20Convening%20%20Book.pdf
https://www.servingongroups.org/sites/default/files/uploads/Leading%20by%20Convening%20%20Book.pdf
https://cyshcnet.org/wp-content/uploads/2021/09/Standard-of-Compensation-2021-Partners.pdf
https://cyshcnet.org/wp-content/uploads/2021/09/Standard-of-Compensation-2021-Partners.pdf
https://cyshcnet.org/wp-content/uploads/2021/09/Standard-of-Compensation-2021-Partners.pdf
https://www.healthinnovation.org/resources/publications/body/OHACaseStudy_final.pdf
https://www.healthinnovation.org/resources/publications/body/OHACaseStudy_final.pdf
https://www.healthinnovation.org/resources/publications/body/OHACaseStudy_final.pdf
https://www.ahrq.gov/sites/default/files/wysiwyg/professionals/systems/hospital/engagingfamilies/strategy1/Strat1_Implement_Hndbook_508_v2.pdf
https://www.ahrq.gov/sites/default/files/wysiwyg/professionals/systems/hospital/engagingfamilies/strategy1/Strat1_Implement_Hndbook_508_v2.pdf
https://calyouthconn.org/leadership-in-action/trainingyouth-training-project/
https://calyouth.org/advocacy-policy/youth-advocates-program/

