Case for Support
The Florida Palliative Care Coalition 
Background:

Palliative Care focuses on addressing the physical, psychological, and spiritual pain and symptoms associated with an advanced or serious illness, and can be provided at any stage of an illness. Palliative Care includes not only medical interventions, but also encompasses effective advanced care planning/goals of care discussions, education, information, and support for both patients and caregivers. Palliative Care has been cited as one of the most impactful ways our healthcare system can improve the quality of care for patients living with serious illness.  
In 2016, Florida convened a task force to examine palliative care, led by Florida’s Surgeon General. The report, delivered to the Governor and the Legislature, made important recommendations about how Florida should expand access, quality, and awareness of palliative care. It strongly supported the value of palliative care and estimated that the current supply of this type of care available in Florida could only meet 50% of the demand.  
Though the 2016 Florida Report provided a roadmap for action, there has been almost no state-wide activity, either by State agencies or community-based organizations in Florida focused on advancing palliative care or facilitating thought leadership on this issue. For the past several years, national organizations such as the Trust for America’s Healthcare, with support from the John Hartford Foundation, have convened state policy leaders to share best practices for supporting and increasing palliative care in their respective states. Florida has no identified policy leaders in this area, so it has not been part of this national effort or conversation. Palliative care appears only once in Florida’s regulations and only in reference to defining hospice care as palliative in its intent. There is no legislative or regulatory definition of palliative care in Florida beyond hospice care. 

Recently, The Florida Cancer Control and Research Advisory Council (CCRAB), the group that develops and supports Florida’s Cancer Control plan and makes recommendations to the Governor, Legislature, and Department of Health, has identified advancing access to palliative care as among their priorities for action in the Florida Cancer Control Plan. The Center to Advance Palliative Care (CAPC), a national organization that has been at the forefront of shaping the awareness and delivery of palliative care, issues a state-by-state report card that assesses the availability of palliative care relative to need.  In its 2019 report, Florida moved from a “C” to a “B” but the report noted significant gaps still exist for those who live in rural areas. The report notes that 28 states have coalitions working to address the issues of quality, workforce, advanced care planning, access, and education around palliative care within their states. Florida is not among them.
Why Focus on Palliative Care?
Numerous studies have shown that palliative care brings better outcomes for patients, and their families, as well as offering guidance and support for the professionals providing care.  It has also been shown to help reduce low value care that patients often receive during the later stages of an advanced illness, and to reduce the spiritual and psychological suffering of patients and their caregivers. While palliative care can improve the quality of care for seriously ill patients and reduce low value care that brings poor outcomes, barriers to its availability and acceptance exist. 
Although palliative care is a beneficial and widely-supported approach to care, it is often misunderstood or confused with hospice care or equated with end of life care.  Hospice care is palliative care, but is designed only for those in the last stage of an illness.  Non-hospice palliative care can be provided throughout any serious illness, whether it long term or chronic, or acute and posing short term burdens on the patient and family. It can be provided at any location, including home, clinics, long term care facilities, and acute care hospitals.  The goal of palliative care is to help patients live better with advanced or serious illness through education, skilled care planning, support for them and their caregivers, and medical management of burdensome symptoms associated with the illness. 
Fear and misunderstanding, both among medical professionals and the public, lack of awareness, a shortage of providers, and a lack of defined care model are among the limiting factors for the advancement of palliative care in Florida.  Increasing the acceptance, availability, and quality of palliative care has been described as one of the most important improvements that can be made in our current healthcare delivery system, but making progress will require an organized and sustained effort.  Given Florida’s growing aging population, who can benefit greatly from palliative care as they and their caregivers face serious illness, the need for action to support greater access and improve awareness is especially urgent.  
The Opportunity in Florida

Since 2018, the Florida Hospice and Palliative Care Association (FHPCA) has acted as the convener for a growing group of interested associations, health care providers, academic institutions, public policy, healthcare, and aging advocacy groups, and other leaders, who have interest in or currently practice palliative care.  This group has acted as a steering committee for efforts to form a Palliative Care Coalition in Florida. Plans are focused on creating an organized, state-wide effort around palliative care that would include thought leadership on this issue in Florida; facilitation of education and sharing of best practices; and advocacy focused on both professionals and the public, with the goal of addressing myths and misconceptions that form a barrier to appropriate access to this type of care; and improvement in the quality of and access to palliative care for the residents of Florida.  

The steering committee has identified the following as the focus for efforts in Florida:
· Education
· Advocacy
· Best Practice/Quality Improvement 

· Awareness 
Approach: 
· Using a “back bone organization” to support and sustain its efforts, convene a broad-based coalition of those who practice or support palliative care in Florida. 

· Utilizing best practice from other states who have successful coalitions, develop work groups around key issues and needs associated with palliative care, including advanced care planning, caregiver support, education, workforce development, and quality standards.  

· Utilize the steering committee to develop funding to support the on-going work related to the Coalition’s goals and to oversee a plan of work developed by the stakeholders who participate in the Coalition’s work. 
Initial Goals of the Coalition’s Work:

· Advance the understanding and acceptance of Palliative Care through advocacy efforts aimed at influencing public policy and public perceptions;
· Address myths, misinformation, and fears about the intent and practice of palliative care; 

· Increase the availability of training and peer support for those providing palliative care;
· Promote and support quality standards for the delivery of palliative care, which includes advanced care planning and caregiver support;
· Facilitate opportunities for cooperation between providers, those interested in conducting research on palliative care, and those who interact with patients and families who could benefit from palliative care. 

Current Participants on the Steering Committee:

· Florida Hospital Association

· Florida Department of Health
· Florida Healthcare Association

· National Association of Social Workers (NASW) Florida Chapter
· AARP

· Florida Association of Health Plans
· Florida Hospice and Palliative Care Association

· Florida Commission on Aging with Dignity

· Florida Association of Long Term Care Directors

· Florida Conference of Catholic Bishops
· Florida Association of Long Term Care Directors
· Florida Homecare Association
Other participants being invited:

· Academic Institutions throughout Florida 

· Florida PACE Association
· Leading Age
· Florida Nurse’s Association

· Florida Association of Area Agencies on Aging
· The Veteran’s Administration

· The State Office of Veteran’s Affairs
· Florida Bioethics Network
· Individual hospitals/health systems/health plans/foundations that practice or support palliative care programs

Anticipated Outcomes of the Coalition’s Work:
· Broader acceptance of palliative care by the public and medical community
· Increased capacity/availability of palliative care in Florida

· Cooperative working relationships with those providing or supporting palliative care

· Central focus/clearinghouse of information and best practices
· Clear standards and quality measures for palliative care

· Changes in public policy/payment policy
Summary
Florida has an opportunity to develop a strong, effective coalition of institutions, organizations, and individuals committed to improving access and quality of palliative care in this state. The COVID-19 pandemic has highlighted the need for advanced care planning and the ability of patients and families to have access to information about their care and treatment options, which is an essential component of palliative care. As our population grows, the need for access to care that improves the quality of life and the quality of care for Floridians and their families facing serious illness continues to grow. The members of the steering committee are committed to helping Florida realize its goal of having accessible excellent palliative care, advanced care planning, and caregiver support for all residents. 
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