
4th Annual Kathleen M. Foley 
Palliative Care Research Retreat 
and Symposium 

A collaborative meeting jointly sponsored by: 
• The National Palliative Care Research Center 
• The American Cancer Society 
• The American Academy of Hospice and 

Palliative Medicine 
• The Hospice and Palliative Care Nurses 

Association 
• LIVESTRONG 
 





Care For the Seriously Ill at 
the Turn of the Century (2000) 

• Unprecedented gains in life expectancy:  exponential 
rise in number and needs of frail elderly and their 
caregivers 

• Cause of death shifted from acute sudden illness to 
chronic episodic disease 

• Untreated physical symptoms 
• Unmet patient/family needs 
• Disparities in access to care 
• Inadequately trained health care professionals 
• An unresponsive health care system facing enormous 

and increasing expenditures 



What a difference a decade 
makes… 



Growth of Patients 
Enrolled In Hospice 

>40% of 
Deaths 



Growth of Non-Hospice 
Palliative Care Programs   

Goldsmith et al, J Palliat Med, 2008, AHA Annual Hospital Survey, 2009 

>50% of All 
Hospitals 

>75% of All 
Hospitals 

with >300 
Beds 



Growth of Annual 
AAHPM/HPNA Meeting 
Attendance 

HPNA 

Preliminary Actual 



Palliative Care Research 
Publications 

Slide courtesy of Neil 
Hagen, MD 



Palliative Care 2010 
• Dramatic increase in the number of clinical palliative care 

programs 
• Increasing public and professional awareness and 

acceptance of palliative care 
• Recognition of palliative care as a distinct medical 

specialty 
• Enhanced professional training and educational efforts in 

palliative care 
• Increasing evidence of the benefit of palliative care 
• Major quality and policy initiatives 



How Did We Get Here? 

• Technical assistance to hospitals,  institutions, and 
educators to translate this research into practice 

• Focused educational programs that addressed the 
needs of learners 

• A clear body of research that demonstrated palliative 
care: 
– Improves clinical quality 
– Addresses patient and family preferences 
– Helps hospitals, hospices, healthcare systems address their fiscal 

pressures 

• Targeted and strategic media outreach 
– Moving research into the public and policy domain 

 
 



Palliative Care Research:  
2010 



Palliative Care Research 



Palliative Care Media 
Highlights 2010 



Helping cancer patients live better, 
longer 

NBC Nightly News (9/10/10) 
 

Palliative Care Extends Life, Study Finds 
The New York Times (8/18/10)  

Palliative care can help cancer patients live longer 
USA Today (8/18/10)  

Study shows value of quality-of-life cancer care 
The Washington Post (8/18/10) 

Study: Advanced Cancer Patients Receiving Early Palliative Care Lived Longer 
The Wall Street Journal (8/18/10) 

Cancer strategy: Easing the burden 
Boston Globe (8/19/10) 

 

New Studies in Palliative Care 
National Public Radio, The Diane Rehm Show (8/24/20) 

Temel et al/Kelley & Meier, 2010 
New England Journal of Medicine, August 18, 2010  

419,193,994 impressions 



NPCRC Grantee 
Accomplishments 
• Career Development:  9 of our 16  junior 

investigators have already secured 
NIH/additional foundation funding as a result of 
their NPCRC awards 

• Pilot/Exploratory:  6 our 11 investigators have 
leveraged NPCRC funding for larger NIH awards 
including an NIH program project grant 

 
 

 



Palliative Care Research 
Cooperative 

$7,175,320 



2010:  A Very Very Good 
Year for Palliative Care 



Where Do We Go Next? 

• 2020 Goals 
– All patients and families will know to request 

palliative care in the setting of serious and 
life-limiting illness 

– All healthcare professionals will have the 
knowledge and skills to provide palliative care 

– All healthcare institutions in the US will be 
able to support and deliver high quality 
palliative care  



This will require changes in 
state and federal policy… 



How Do We Get There? 

• Workforce 
• Access and Quality 
• Evidence base 
• Public and professional misconceptions 

 



Workforce 

• Current problem: 
– 1 palliative medicine MD for every  

1,000 persons with serious and 
advanced illness 
• Compare to 1 oncologist per 145 newly 

diagnosed cancer patients or 1 cardiologist 
per 71 MI victims 

– 20 states have no GME fellowship 
training programs in palliative medicine 



Access and Quality 

• Current problem 
– 50% of hospitals (27% of hospitals with 

over 300 beds) lack a palliative care 
program 

– Standards for palliative care programs 
are voluntary 

– Business model = cost savings + MD 
reimbursement (difficult to demonstrate 
and sustain) 



Evidence base 

• Current problem 
– Inadequate evidence base to support 

appropriate care of persons with serious and 
life-limiting illness 

• NIH Funding in 2009 
– 114 active NIH grants in palliative care 
– $30,031,914 in FY 09 (.098% of total NIH budget) 

» NCI: $13,179,833  (0.27% of NCI budget) 
» NINR: $10,679,930 (7.5% of NINR budget) 
» NIA: $5,534,584 (0.8% of NIA budget) 

– Lack of junior and mid-career investigators 
– Lack of sustainable research centers 



Public and Professional 
Misconceptions 

• Current Problem 
– Palliative care is linked to “end-of-life” care in 

the minds of the public, professionals, and 
policy makers 

• “Death Panels” 
– Major barrier to ensuring access to high 

quality medical care for persons with serious 
and advanced illness 

 



It Will Take All of Us 

Top-Down 
Create supportive 

environment via media, 
accreditation, policy, 
regulation, payers, 

research, and education 

Bottom-Up: 
Promote and develop 

palliative care evidence 
base & Increase # and 

quality of  palliative care 
programs via research & 

technical assistance 



What will the next 2 1/2 
days hold? 



Goals For Our Retreat 

 To provide an opportunity for 
interdisciplinary palliative care researchers 
to come together to network, learn from 
each other, discuss the science of 
palliative care, develop new research 
ideas and collaborations, and develop the 
knowledge and skills necessary to meet 
our 2020 goals. 



Who is in the room? 
• NPCRC 

– CDA grantees and their mentors 
– P/E grantees 
– Scientific Advisory Council Members 

• American Cancer Society 
– Grantees 
– Program Directors 

• AAHPM 
– Scholars 
– Board members and Committee Chairs 

• Palliative Care Research Leaders 
• Funders and Supporters 
 
• 17 RNs, 48 MD/DOs, 16 PhDs (psychology, health services research, 

behavioural medicine), 1 SW 
• 31 Junior investigators, 51 Experienced investigators 



Our Schedule… 



Tonight 

• 4:45 - 5:00 pm:  ACS Pathfinder Award 
Presentation 

•  5:00 - 6:00 pm: Opening Plenary 
– “Be at the Table or Be on the Menu:  My Year in Washington”, 

Diane E. Meier, MD 

• 6:00 - 6:30 pm: Reception 
• 6:30 – 9:00 pm: Dinner 



Wednesday 
• 7:00 – 7:30 am:  Continental breakfast 
• 7:30  – 9:00 am:  Moderated poster session 
• 9:00 – 9:15 am:  Break 
• 9:15 – 11:00 am:  Research in progress 

presentations 
• 11:00 – 12:00 pm:  Plenary 

– “The Ten Commandments of Building a Successful 
Research Career”, Christine Miaskowski, PhD RN 

• 12:00-12:30 pm - Lunch 
• 12:30 – 3:30 pm:  Networking/Free time 
• 3:30 – 5:00 pm:  Media training 101 
• 5:00 – 6:30 pm:  Research Consultancies 
• 6:30 – 9:00 pm: Dinner 



Thursday 

• 7:00 – 7:30 am:  Breakfast 
• 7:30 – 9:00 am:  Advanced Media Training” (experienced 

investigators) 
• 7:30 – 9:00 am:  Grant workshop part II:  Investigators 

Responding To Pink Sheets (junior investigators) 
• 9:00 – 9:15 am:  Break 
• 9:15 – 10:15 am:  Closing Plenary 

– “Dignity and Palliative Care:  The Long and Winding Road,” 
Harvey M Chochinov, MD PhD 

• 10:15 – 10:30 am:  Goodbyes and evaluations 
• 10:30 am:  Shuttle departure to SLC 
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