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Executive Summary  
The North Carolina Serious Illness Coalition (NCSI Coalition) was founded in February 
2020 as an evolution of the North Carolina Institute of Medicine’s (NCIOM) Task Force 
on Serious Illness Care.1 The mission of the Coalition is to continue statewide 
partnerships to improve quality of life, access to care, and health equity among people 
living with serious illness and their caregivers, across the lifespan.1 

In just five years, the NCSI Coalition has transformed from a small group of committed 
leaders into a statewide force for change, uniting more than 350 participants from over 
125 organizations who share in the mission and vision.2 Through its three core 
workgroups, Advance Care Planning & Clinical Practice, Caregiver & Patient 
Engagement, and Communications, Advocacy & Education, the Coalition has: 

●​ Expanded reach and collaboration across healthcare, social services, 
academia, advocacy, and community partners 

●​ Elevated patient and caregiver voices to raise awareness of lived experiences 
●​ Driven policy change to improve access to supportive care and resources 
●​ Delivered education and information to professionals, patients, and families 

statewide 3  

The Coalition’s newsletters, monthly 
“Friday Facts” series highlighting thought 
leaders from across the state, annual 
“Joining Our Voices” symposium, and 
educational and advocacy opportunities 
have created the relationships, resources, 
and momentum needed for real change in 
North Carolina.  

As North Carolina’s population ages and the demand for serious illness care and 
support increases, the Coalition is standing at the ready to do even more to ensure 
every patient facing a serious illness has access to person-centered, high-quality care, 
but only with sustained support and committed partners. 4 
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Formation & Founding Goals 
“Serious illness occurs when chronic or acute health conditions become serious enough 
to affect a person’s general health and functioning, and the illness is potentially 
life-threatening. For individuals with serious illness, it is possible that the effectiveness 
of curative treatment will decrease, and the focus of care may shift toward comfort.” 6 

People experiencing serious illness and their families have unique challenges in 
accessing and coordinating care, mitigating financial burdens, caregiver burnout and 
stress, and navigating healthcare and end-of-life decisions.5  

In response to the rising need to address the health needs of an aging population and 
the impact of serious illness on families, the North 
Carolina Institute of Medicine, a non-partisan 
state-sponsored health policy organization, convened a 
task force on serious illness care and published its 
findings in 20201,6. The report identified a series of 
priority recommendations to address the needs of this 
population, including the establishment of 
“coordinated statewide leadership to facilitate 
implementation of recommendations and ongoing 
work to achieve quality of living for individuals 
with serious illness,” resulting in the formation of the 
NCSI Coalition that same year.6   

The recommendations focused on strengthening 
services and support for individuals living with serious illness, their caregivers, and their 
healthcare providers, as well as health system and public policy considerations.6 
Recommendations were organized according to the following categories: 

●​ Health system and culture change to support serious illness care 
●​ High-quality person-centered care 
●​ Engaging with patients and families to meet goals of care 
●​ Development of the health and human services workforce and infrastructure to 

support serious illness care 

The focus areas, recommendations, and vision of the initial task force continue to drive 
Coalition efforts 5 years later. (See Appendix A for a crosswalk of NCIOM 
Recommendations and corresponding NCSI Coalition activities and accomplishments) 

NCSI Coalition Vision Statement: “A culture of care that prioritizes 
person-centered quality of life, access, and equity across the age spectrum for 

anyone with serious illness, their families, and their communities.”1 
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Coalition Workgroups  
To better accomplish its specific goals and strategies, NCSI Coalition created thematic 
working groups, allowing members to focus their efforts and expertise. The current 
working groups include: 

●​ Advance Care Planning & Clinical Practice 
●​ Caregiver & Patient Engagement 
●​ Communications, Advocacy, & Education 

 

The Advance Care Planning & Clinical Practice workgroup is committed to improving 
the quality of care for seriously ill patients in North Carolina. The mission of the work 
group is to ensure consistency in palliative and end-of-life care throughout the state and 
make it easier for North Carolinians to learn about, complete, and access advance 
directives and portable medical orders (including the MOST form), so that each 
individual receives care aligned with their personal goals and wishes.6 

The Caregiver & Patient Engagement workgroup engages with the community at a 
grassroots level to elevate and amplify the lived experiences of the community in policy 
recommendations and healthcare processes. It aims to support activities related to 
soliciting community feedback, promoting health equity, and expanding caregiver 
support resources, particularly those that address the financial burden and physical and 
mental well-being of family caregivers.6 

The Communications, Advocacy, & Education workgroup fosters active collaboration 
and cooperation across the NCSI Coalition, providing communications expertise to 
develop educational and outreach activities to raise awareness, promote education, and 
support advocacy efforts.6 

Through these workgroups, NCSI Coalition has made significant progress towards its 
founding goals, growing the community, fostering state-wide collaboration, and creating 
invaluable resources for members.  
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2020-2025 Accomplishments 
The Coalition has successfully engaged a wide range of stakeholders with a shared 
goal of creating systems of care in North Carolina that prioritize quality of life, access, 
and equity for all people with serious illness in the state.1  

Coalition Engagement and Impact: 

●​ Monthly E-Newsletters & Topic Presentations.  
○​ 85+ Thought leaders, industry experts, organizations and initiatives have 

been highlighted on our Friday Facts online program and monthly meeting 
presentations, sharing health care news, trends, innovations, advocacy, 
and personal stories from throughout North Carolina.2 

●​ 350+ health professionals, providers, consumers, and caregivers from throughout 
North Carolina.2 

●​ 125+ organizations represented 
○​ Including: health systems, hospice & palliative care providers, universities, 

aging, pediatric & disability service providers, community organizations, 
government agencies, trade associations, advocacy groups, and family 
caregivers.2 

●​ 20+ graduate and undergraduate interns hosted from public health, medicine, 
social work, and health administration.2 

●​ 250+ participants registered for the 2024 Annual Virtual Symposium 2 

●​ 4000+ unique visitors to the website over the past 18 months. 
●​ Membership and event participation are offered at no cost to support accessible 

and inclusive events regardless of ability to pay. 

 

Highlights of Special Program and Initiatives: 

●​ Championing Advance Care Planning through Coalition programming, 
convening the ACP Educators Collaborative, and coordinating grant-funded 
projects to run workshops throughout North Carolina on Advance Care Planning.2 
Promoting MindMyHealth.org, a free and secure website to support completing, 
storing, and sharing Advance Directives. 7 Advocating for updates to 
state-sponsored forms for portable medical orders, and modernizing legislation to 
ease the administrative burdens for completing, storing, and sharing Advance 
Directives.2,8 (See Appendix B).​
 

●​ Promoting Palliative Care & Serious Illness Conversations between patients 
and providers regarding goals of care through Coalition educational programs 
and partnerships.2 Convening the NC Clinical Consortium to increase training 

6 
 

https://www.zotero.org/google-docs/?Zma8iq
https://www.zotero.org/google-docs/?np5Kt2
https://www.zotero.org/google-docs/?I9KCCy
https://www.zotero.org/google-docs/?vg5Usi
https://www.zotero.org/google-docs/?bmc44D
https://www.zotero.org/google-docs/?0wBiC2
https://www.zotero.org/google-docs/?jhET8D
https://www.zotero.org/google-docs/?JNGGYW
https://www.zotero.org/google-docs/?xDZ4Mc
https://www.zotero.org/google-docs/?B4uYkn


competencies, promoting palliative care awareness, and collaborating with 
CaroNova and other organizations to design innovative care delivery and funding 
models.2,8​
 

●​ Forming the NC Caregiving Collaborative alongside the NC Coalition on Aging 
and the NC Children’s Complex Care Coalition to convene organizations and 
individuals engaged in caregiving advocacy.9 The collaborative represents NC in 
the Caregiver Nation State Network, advancing the goals of the National Strategy 
to Support Family Caregivers.9 Collaborative initiatives include coalition-building 
with diverse caregiving stakeholders across the lifespan, elevating caregiver 
voices and promoting awareness through media channels, and organizing 
educational, research, and advocacy events to highlight caregiver support and 
resources.9​
 

●​ Advocating for Legislative and Public Policy Priorities to support those living 
with serious illness and their family caregivers, and expand access to care. 
Developed bi-annual policy priorities to align with the NC General Assembly 
schedule, delivered a 3-part “Advocacy 101” educational series of live and 
recorded webinars as a resource for members and organizations, and 
participated in lobby days and individual meetings at the state and national level 
to raise awareness and share data and personal stories. 10,11 (See Appendix C) 
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Coalition-Wide Strengths, Opportunities & Challenges 
The Coalition’s first five years have been marked by growth, statewide impact, and 
lessons learned. To guide the next phase, it is helpful to assess the Coalition’s internal 
strengths and limitations alongside external opportunities and threats. 

Strengths​
 

●​ Multidisciplinary stakeholder 
engagement from a wide range of 
health and social service providers, 
organizations, and associations 

●​ Intentional cultivation of patient 
and caregiver voices brings unique 
perspectives and insights  

●​ Agile, responsive member base of 
experts and thought leaders 

●​ State-wide Coalition member 
presence creates a real-time 
“finger on the pulse” in NC for 
serious illness trends 

●​ Academic connections provide an 
opportunity for hosting internships 
and contributing to research and 
program development 

 

Opportunities​
 

●​ COVID-19 raised public awareness 
and increased institutional 
resources related to chronic and 
critical disease care 12 

●​ NC expansion of Medicaid 
provided increased access to 
services, including palliative care 13 

●​ Increased societal interest in topics 
related to aging and caregiving 12  

●​ Local academic institutions with 
established public health research 
programs 

●​ New provider payment and care 
models are being piloted in NC 14 

●​ Motivated stakeholders to 
advocate for changes in practices 
and policies 

 

Weaknesses/Limitations​
 

●​ Lack of control over enacting 
legislation and administrative 
changes related to advance care 
planning, funding, and increased 
access for palliative care and other 
supportive services 

●​ Limited Coalition influence over 
large institutional processes and 
standards 

●​ Volunteer nature of the Coalition, 
limited staff support & budget 
impacts bandwidth and capacity 

 

Threats to the Coalition ​
 

●​ Turnover of members due to 
institutional changes, retirement, 
illness, moving, etc. 

●​ Member fatigue and competing 
demands on time and energy for 
Coalition activities 

●​ Increased competition for grant 
funding and institutional 
sponsorships for Coalition 
programs and sustainability 
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Looking Ahead: Priorities for the Next Phase  
Coalition priorities, accomplishments, and thoughtful reflection of the identified 
strengths, limitations, opportunities, and threats guide the Coalition’s 2025 strategy and 
beyond.  

The Coalition is grounded in its mission to be a voice for serious illness care in North 
Carolina and has identified action steps to improve the quality and consistency of care 
for seriously ill patients, increase awareness and use of Advance Care Planning, 
advocate for the needs of individuals living with serious illness and their caregivers, and 
support collaboration and cooperation across all Coalition members and workgroups. 

Connect Diverse Stakeholders 
 

●​ Engage voices from patients, family 
caregivers, providers & direct care 
workforce, industry, community-based 
organizations & associations, and 
elected officials in awareness and 
advocacy efforts 

●​ Outreach to new participants 
representing marginalized communities, 
as well as health systems, businesses, 
and payor groups 

●​ Maximize value and engagement for 
Coalition participation 

 
Convene Thought Leaders 

 
●​ Leverage Coalition participants' interest 

and expertise in programming 
●​ Strengthen the impact and initiatives of 

the NC Caregiving Collaborative, NC 
Clinical Consortium, and ACP Educators 
Collaborative 

●​ Support efforts to validate and promote 
palliative care and ACP models 

●​ Continue partnership with state and 
national organizations to advance serious 
illness support, research, and advocacy 

 
 

Create Meaningful Content 
 

●​ Continue monthly programming and 
special events to offer desirable 
educational programs 

●​ Strengthen the Coalition website to 
serve as a more robust resource for 
members and the public 

●​ Enhance the availability of online and 
printed resources for Advance Care 
Planning and promoting conversations 
around serious illness, palliative care, 
end of life, and caregiving  

●​ Plan and promote community-centered 
and professional workshops and training 
opportunities 

Collaborate on Innovative Initiatives 
 

●​ Support the NC Caregiving Collaborative 
and Caregiver Nation State Network 

●​ Advocate for legislation to revise 
signature and notary requirements for 
Advance Directives  

●​ Promote understanding and completion 
of advanced care planning documents 

●​ Promote interdisciplinary training and 
expanded access for serious illness, 
caregiving, palliative care, and end-of-life 
care 

●​ Secure organizational and individual 
sponsorships, as well as grant funding to 
support initiatives and sustainability 
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Conclusion 
The Coalition’s participants and partners are uniquely positioned to improve the quality 
of life for millions of North Carolinians living with or caring for someone with a serious 
illness. Moving forward, the Coalition must continue creating meaningful engagement 
for the patients, caregivers, advocates, professionals, and community collaborators who 
work tirelessly for all who call North Carolina home.  

The Coalition is standing at the ready to do even more in the community as the need 
intensifies across the state, but only with sustained support. Investment is needed to 
help shape equitable, person-centered care, so that: 

●​ Patients will have the information they need to make informed decisions and 
ensure their care reflects their values 

●​ Caregivers will have their voices heard and gain access to the resources and 
support they urgently need 

●​ Providers will be equipped with the training, tools, and standards to deliver 
high-quality, consistent, evidence-based care 

●​ Policymakers will be guided by data and real stories to shape legislation that 
improves serious illness care (See Appendix C) 

Call to Action 

Now is the critical moment for action by potential funders, policymakers, prospective 
partners, and Coalition participants: 

Partner with the NCSI Coalition on education and advocacy  

●​ Join the Coalition and invite other colleagues and partners to join 
●​ Share Coalition resources with your networks 
●​ Present at an educational session 
●​ Attend the "Joining Our Voices" annual symposium and other special events 
●​ Help us advocate for policies to support patients, families, and communities 
●​ Fuel the infrastructure needed for equitable, person-centered care 

Become a Coalition sponsor  

●​ Support the Coalition as an individual or organizational sponsor to help expand 
statewide reach and ensure continued programming and Coalition management, 
while maintaining our commitment to free membership and event participation. 
(See Appendix D) 

 

Together, we can ensure that person‑centered care, equity, and dignity are not just 
ideals, but realities, for every North Carolinian facing serious illness.  
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