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Objectives
1. Define Primary Palliative Care (PPC) and explain its 

importance for the global health agenda (Markaki)

2. Understand Alabama’s health outcomes, health 
care needs and resources (Selleck)

3. Identify challenges and resources available to 
implementing PPC in rural Alabama (Selleck/Beasley)

4. Describe successful models for teaching and 
integrating PPC into a rural health system (Beasley)



Public health strategy for Palliative Care (1)

Integrating palliative 
care into a country’s 
health care system  
(WHO, 1990)
palliative care as a 

key pillar of 
comprehensive 
cancer control

Stjernswärd J, et al. (2007). The Public health strategy for palliative 
care. J of Pain and Symptom Management, 33(5): 486-493.



Public health strategy for Palliative Care (2)



Primary Palliative Care (PPC)
Provided by individuals and 
organizations who are not part of 
a specialist palliative care team.
• In the community 
• In hospitals (by general staff, 

and disease specific teams) 
• A wise combination of 

generalist and specialist PC 
a more sustainable and 

cost-effective approach 

Stjernswärd J, et al. (2007). The Public health strategy for palliative 
care. J of Pain and Symptom Management, 33(5): 486-493.



PPC Fundamental Principles
• Integral part of comprehensive care and support for: 

people living with HIV/AIDS (PLWHA) and cancer patients
• Provided in a continuum of care from:

diagnosis of an incurable disease until the end of life
• To ensure population coverage it should be provided in:

health institutions, home, and community-based organizations



PPC within the framework of 
Integrated People-Centred Health Services (IPCHS) 

“[…] services managed and 
delivered so that people receive 
a continuum of health 
promotion, disease prevention, 
diagnosis, treatment, disease-
management, rehabilitation 
and palliative care services,
coordinated across the 
different levels and sites of care 
within and beyond the health 
sector, and according to their 
needs throughout the life 
course.”

World Health Organization. (2017) Framework on integrated people-centred health services. 
http://www.who.int/servicedeliverysafety/areas/people-centred-care/framework/en/

http://www.who.int/servicedeliverysafety/areas/people-centred-care/framework/en/


Relevance to global health agenda (1)
• To remedy access gaps, a 

universally accessible 
Essential Package has been 
recommended (Lancet 
Commissions Report, 2018)

• LMICs can improve the 
welfare of disadvantaged 
people at modest cost by:
Publicly financing and fully 

integrating the Essential 
Package into NHS, as part of 
universal health coverage



Relevance to global health agenda (2)

ICN. Nurses - A voice to lead: Health is a human right (2018)
https://2018.icnvoicetolead.com/resources/



Operationalizing PPC –
global efforts (1)

Murray SA, et al. (2014). Promoting palliative care 
in the community: Production of the primary 
palliative care toolkit by the European 
Association of Palliative Care Taskforce in primary 
palliative care. Palliat Med 29, 101-111.



Operationalizing PPC - global efforts (2)



ICN. Nurses - a voice to lead: health 
is a human right (2018)
https://2018.icnvoicetolead.com/res
ources/

Operationalizing PPC - global efforts (3)

• Nurse-led pilot PC 
service

• Community capacity 
building approach

• Nurse navigator 
bridged the gaps 
between health and 
social care 



Building Leaders to Promote Education, 
Practice, and Advocacy (1)

• PC specialty has limited resources
• Pre-licensure nsg students, educated 

to provide PPC, can fill that gap 
• An innovative online nursing 

curriculum that prepares students with 
essential PPC nursing knowledge and 
skills

Modules
Introduction to Palliative Nursing
Communication in Palliative Nursing
Pain Management
Symptom Management
Loss, Grief, and Bereavement
Final Hours of Life



Building Leaders to Promote 
Education, Practice, and Advocacy (2)

• The Global State of Palliative 
Care (July 2018, Melbourne Australia)
An overview of ELNEC curricula, 
emphasis on module design and 
teaching/learning strategies

(ELNEC-Core, Pediatrics, Geriatrics, 
Critical Care, Advanced Practice 
Registered Nursing, and ELNEC-
International)

• Strategies to improve programs 
and services 

Building Integrated Palliative Care Programs and 
Services. Eds Xavier Gomez-Batiste & Stephen Connor  
(2017) Catalonia, Spain.



So, is Primary Palliative Care a utopia 
or 

can it become a reality for rural Alabama?



Snapshot of Alabama’s health
• Overall health ranking among poorest in U.S.
• Alabama ranked 47th in 2017 and 2016, 46th in 2015, 

43rd in 2014, 47th in 2013, 45th in 2012
• Largely rural state (54 of 67 counties)
• Lack of access to healthcare is a major factor
• Shortage of health professionals in the state
• All 67 counties have MUA/MUP designations
• Significant primary care, dental and mental health 

HPSA designations



Urbanized areas of Alabama



62 of 67 counties 
have primary care 

HPSA 
designations:

51 whole county
11 partial county

Alabama’s Primary Care Health Professional 
Shortage Areas (HPSA)



Alabama’s Mental Health & Dental 
Health HPSAs

The picture can't be displayed.



Characteristics of rural Alabama
• Older
• Less formal education
• Greater racial / ethnic diversity
• Less wealthy
• Poorer health status
• Less health insurance
• Higher unemployment
• Less available transportation 
• Many rural areas are shrinking in population



• 8 rural counties do not have hospitals; many others on 
the verge of closing.

• 13 rural Alabama counties do not have a dialysis clinic.

• Deaths from heart disease are 50-60% higher than the 
U.S.

• Deaths from cancer are 24-30% higher than the U.S.

• Deaths from strokes are 40-50% higher than the U.S.

Access to healthcare is a challenge in 
rural Alabama



Alabama poverty and health

Poverty 2017 Health Outcomes 2017



Health literacy in rural Alabama



Poverty Rates (2011-2015)



All cause mortality rates per 100,000 
(2011-2015)



Cancer mortality rates per 100,000
2014



Cardiovascular disease mortality rates 
per 100,000 (2011-2015)



Who is trying to meet Alabama’s health 
workforce needs?

• 4 medical schools (7 campuses)
• 8 Nurse Practitioner programs
• 2 Physician Assistant programs (soon to be a 

3rd PA program)
• 1 Dental School
• 2 Pharmacy Schools
• 1 Optometry School
• Many other needed allied health training 

programs



Opportunity exists for PPC in Alabama

• 3,713 (36%) primary care physicians (45th in 
primary care physician to population ratio) – an 
aging population

• 4,260 NPs in collaborative practice in AL (most in 
primary care) – 5th fastest growing job in AL!

• 727 physician assistants in AL (most not in primary 
care)

According to Hooker and Muchow (2015), Alabama has the 
lowest state ratio of NPs and PAs to population 

(40 and 8 per 100,000, respectively)



Primary Care Physicians Actively Practicing
in Alabama’s Rural and Urban Counties by Age, 2015
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Implementing PPC in rural Alabama



https://reportcard.capc.org/

Center to Advance Palliative Care. (2015). 2015 state-by-state report card 
on access to palliative care in our nation’s hospitals. Retrieved from  
https://reportcard.capc.org/

https://reportcard.capc.org/


Resources for PPC Practitioners 

Adapted from Palliative Care Australia. A guide to palliative care service development: A population based approach. 
Canberra: PC Australia, 2005. http://palliativecare.org.au/wp-content/uploads/2015/05/A-guide-to-palliative-care-service-
development-a-population-based-approach.pdf
Adapted from Eagar K, Gordon R, Quinsey K, Fildes D. (2004). Palliative care in Tasmania: current situation and future 
directions. Wollongong: Centre for Health Services Development, Univ. of Wollongong. 
https://ro.uow.edu.au/cgi/viewcontent.cgi?referer=&httpsredir=1&article=1012&context=chsd

http://palliativecare.org.au/wp-content/uploads/2015/05/A-guide-to-palliative-care-service-development-a-population-based-approach.pdf
https://ro.uow.edu.au/cgi/viewcontent.cgi?referer=&httpsredir=1&article=1012&context=chsd


Practice and Team Resources 
Palliative Care Leadership Centers Training Program 
(PCLC) 

• https://www.capc.org/palliative-care-leadership-centers/how-pclc-
works/

• https://www.uab.edu/medicine/palliativecare/training/leadership

• International Network for Cancer Treatment and 
Research (INCTR)  http://inctr-palliative-care-handbook.wikidot.com/INCTR 
Palliative Care Handbook

handbook on how to improve quality of palliative care in 
resource poor areas 

• Toolkit for the development of palliative care in the 
community  http://journals.sagepub.com/doi/pdf/10.1177/0269216314545006

https://www.capc.org/palliative-care-leadership-centers/how-pclc-works/
https://www.uab.edu/medicine/palliativecare/training/leadership
http://inctr-palliative-care-handbook.wikidot.com/
http://journals.sagepub.com/doi/pdf/10.1177/0269216314545006


Education/Training Resources
• Clinical Training Academy at UAB

https://www.uab.edu/medicine/palliativecare/training/clinical

• Center to Advance Palliative Care (CAPC) Training
https://www.capc.org/providers/courses/

• End of Life Nursing Education Consortium (ELNEC)
https://www.relias.com/product/elnec-training

• Education in Palliative and End-of-Life Care (EPEC)
https://www.bioethics.northwestern.edu/programs/epec/

• CAPC Mapping Project
https://mapping.capc.org/

• HeartCareCHF App 

https://www.uab.edu/medicine/palliativecare/training/clinical
https://www.capc.org/providers/courses/
https://www.relias.com/product/elnec-training
https://www.bioethics.northwestern.edu/programs/epec/
https://mapping.capc.org/


Successful Models of Care in PPC

California Department of Health Care Services. (2018). Care model for SB 1004 medi-call palliative care. 
Retrieved from https://www.dhcs.ca.gov/provgovpart/Pages/Palliative-Care-and-SB-1004.aspx

https://www.dhcs.ca.gov/provgovpart/Pages/Palliative-Care-and-SB-1004.aspx


Community Model of Care: RPaSS (1)
Rural Palliative Supportive Service 
(RPaSS)

• Chronic life-limiting illness
• Biweekly in-home visits
• Nurse navigator and community-

based clinical team
• Assessment and care coordination
• 17 month intervention 
• Community-based approach

Pesut, B., Hooper, B. P., Robinson, C. A. , Bottorff, J. L., Sawatzky, R.., & Dalhuisen, M. (2015). Feasibility of rural 
palliative supportive service. Rural and Remote Health, 15(3116), 1-16. Retrieved from http://rrh.org.au
Pesut, B., Hooper, B., Jacobson, M., Nielsen, B., Falk, M. & O-Connor, B. (2017). Nurse-led navigation to provide early 
palliative care in rural areas: A pilot study. BMC Palliative Care, 16(37), 1-10, doi: 10.1186/s12904-017-0211-2

Pesut, B. et al (2015). Feasibility of rural palliative supportive service. Rural and Remote Health, 15(3116), 1-
16.  
Pesut, B. et al (2017). Nurse-led navigation to provide early palliative care in rural areas: A pilot study. BMC 
Palliative Care, 16(37), 1-10.

http://rrh.org.au/


Community Model of Care: RPaSS (2)

Outcomes
• Acceptability of intervention

• 393 in-person visits conducted
• Only 19 visits declined (4%)

• Successes
• Bridging gap between health and 

social issues
• Community capacity-building
• Relationship with nurse
• Well-validated instruments 
• Addressed complex-multifaceted

needs for the patient and caregiver

Pesut, B. et al (2015). Feasibility of rural palliative supportive service. Rural and Remote Health, 15(3116), 1-
16.  
Pesut, B. et al (2017). Nurse-led navigation to provide early palliative care in rural areas: A pilot study. BMC 
Palliative Care, 16(37), 1-10.



Telehealth Model of Care: ENABLE
ENABLE (Educate, Nurture, Advise, 
Before Life Ends)

• Telehealth concurrent palliative care 
model

• Implementation in advanced cancer and 
heart failure

• Palliative care clinician 
• Dyad study (patient and caregiver)
• Six structured telephone sessions

• Charting Your Course: An Intervention for 
Patients with Advanced Cancer

1. Bakitas, M. A. et al. (2015). Early versus delayed initiation of concurrent palliative e oncology care: Patient outcomes in 
the ENABLE III Randomized Controlled Trial. J Clinical Oncology, 33(13), 1438-1445. 
2. Bakitas, M. A. et al. (2009). Effects of a palliative care intervention on clinical outcomes in patients with advanced cancer: 
The Project ENABLE II randomized controlled trial. JAMA, 302(7), 741-749. 
3. Dionne-Odom, N. et al. (2015). Benefits of early versus delayed palliativecare to informal family caregivers of patients 
with advanced cancer: Outcomes from the ENABLE III randomized controlled trial. J Clinical Oncology, 33(13), 1446-1452.  



Telehealth Model of Care: ENABLE

Outcomes
• Patient

• Improved QOL 
• Decreased depression
• Improved symptom burden
• Improved survival

• Caregiver 
• Lower depression

and stress burden

1. Bakitas, M. A. et al. (2015). Early versus delayed initiation of concurrent palliative e oncology care: Patient outcomes in 
the ENABLE III Randomized Controlled Trial. J Clinical Oncology, 33(13), 1438-1445. 
2. Bakitas, M. A. et al. (2009). Effects of a palliative care intervention on clinical outcomes in patients with advanced cancer: 
The Project ENABLE II randomized controlled trial. JAMA, 302(7), 741-749.
3. Dionne-Odom, N. et al. (2015). Benefits of early versus delayed palliativecare to informal family caregivers of patients 
with advanced cancer: Outcomes from the ENABLE III randomized controlled trial. J Clinical Oncology, 33(13), 1446-1452. 



Hybrid Palliative Care

General Practitioners and Specialist 
Oncology Nurses

• Oncology nurses:
• Postgraduate palliative care training 
• Offered recommendations related to 

disease management
• General practitioner:

• Knowledge about patient and caregiver  
• Available community resources  

Johansen, M. & Ervik, B. (2018). Teamwork in primary palliative care: 
General practitioners’ and specialized oncology nurses’ complementary 
competences. BMC Health Services Research, 18(159), 1-8. 



Hybrid Palliative Care

Outcomes
• Assisting with interprofessional dialogue
• Specialized care for patient and caregivers
• Complimentary competencies 

Johansen, M. & Ervik, B. (2018). Teamwork in primary palliative care: 
General practitioners’ and specialized oncology nurses’ complementary 
competences. BMC Health Services Research, 18(159), 1-8.  



Palliative Care Education

Palliative Care Needs Assessment
• Awareness, activity, and 

available resources in rural 
hospital 

• Assess palliative care education
• Lack of knowledge by providers

• Outcomes
• Need staff to attend 
• Barriers: location, funding, 

electronic educational offerings, 
timing

Fink, R. M., Oman, K. S., Youngwerth, J., & Bryant, L. L. (2013). 
A palliative care needs assessment of rural hospitals. Journal of 
Palliative Medicine, 16(6), 638-644. 



Palliative Care Education
• APRN Palliative Care Externship

• Experiential learning opportunity
• Didactic education 
• Clinical and programmatic areas

• 5-day program
• Nationally recognized interdisciplinary 

palliative care team 
• Outcomes (at 6 months)

• 77.1% professional goals met
• 88.6% personal goals met 

Dahlin, C., Coyne, P. J., & Cassel. J. B. (2016). The advanced practice 
registered nurses palliative care externship: A model for primary 
palliative care education. Journal of Palliative Medicine, 19(7), 753-759. 



From utopia to reality…
Recommendations

• Educating and training primary care providers on PPC
• Development of external resources and support
• Ongoing networking
• Community-based metrics
• Reimbursement
• Redesigning care delivery 
• Public health strategy for PPC

Next Steps
• Community assessments
• Identify facilitators and barriers

Kelley, M. L. et al. (2008). Developing rural palliative care: 
Validating a conceptual model. Rural and Remote Health, 
11(1717). 



Questions?

Thank you!
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