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Objectives

1. Describe the “common ground” of oncology and 

palliative care.

2. Identify steps in building collaborative 

relationships.

3. Recognize the value of research, education and 

practice initiatives in oncology and palliative care.



Why Do Research in 
Palliative Care?





Death and the Research Imperative

New England Journal of Medicine

Daniel Callahan, PhD

Hastings Center

March 2, 2000



From the cellular to the social level, 

much remains to be learned about how 

people die and how reliably excellent and 

compassionate care can be achieved.  

(Cont.)



Important, unanswered questions exist 

about the fundamental physiological 

mechanisms of the symptoms that cause 

so much suffering among dying patients 

and about the kinds of interventions that 

will relieve these symptoms.

-Callahan,2000
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Barriers to Research In Palliative 

Care

❖ Overall limitations in funding for research 

and in the number of palliative care 

researchers.

❖ Research establishment and associated 

funding has been focused on rehabilitation 

or cure.

(Cont.)



Barriers to Research In Palliative 

Care

❖ Lack of political or consumer advocates to 

promote research in end of life care.

❖ Limited focus on palliative care in 

graduate education to promote end of life 

research.

(Cont.)



Barriers to Research In Palliative 

Care

❖Rapidly declining status limits subject 

accrual and opportunity for longitudinal 

measures.

❖ Lack of conceptual frameworks appropriate 

for palliative care research.

(Cont.)





Barriers to Research In Palliative 

Care

❖ Late referrals to hospice or palliative care 

programs severely restricts opportunities 

for accrual to studies.

❖ Participation in research interferes with 

demands of patient care.                                                                                     
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Barriers to Research In Palliative 

Care

❖ Lack of research instruments and methods 

appropriate for this population.

❖Challenge of conducting research in a 

sensitive area.

(Cont.)





Barriers to Research In Palliative 

Care

❖ Balancing demands of rigorous research 

(such as the need for randomization) with 

awareness of patient needs.



Building a Palliative Care Research 

Program

❖ Identifying the needs

❖Research to fill the gap

❖Clinically relevant research

❖Dissemination to others



Patient and Family Caregiver Studies

(1984-1999)

❖ Pain Management at Home

❖ Family Factors Influencing Cancer Pain 

Management

❖ Pain Education Intervention for Patients 

and Family Caregivers

(Cont.)



Patient and Family Caregiver Studies

(1984-1999)

❖Dissemination of Pain Education in Home 

Care

❖ Family Caregiver Quality of Life

(Cont.)



Patient and Family Caregiver Studies

(1984-1999)

❖Cultural Adaptation of Pain Education

❖Cancer Pain Education for Patients & 

Public (CPEPP)





From Pain to Palliative Care:

Pain Education in Home Care

HOPE Project –

Home Care Outreach for

Palliative Care Education

Phase I Development and pilot in 2 agencies (PDIA)

Phase 2 5 local agencies & national conferences (NCI)



Ovarian Cancer  / QOL Research

❖QOL Survey 1996

❖ “Conversations” Qualitative Analysis

❖Quantitative Survey (11/02)

❖QOL Intervention





❖Correspondence from 1993-2000

❖ n=21,806 letters, cards, email

❖ Ethnographic methods used to analyze 

“data” from 2001-2002

Analysis of “Conversations” 

Correspondence





Subsequent OVCA Intervention Studies 

• Cancer Survivorship

• Pain

• Family Caregiving



Reducing Barriers to Pain & Fatigue 

Management

Betty Ferrell, PhD, FAAN, Tami Borneman, RN, MSN, CNS, 
Virginia Sun, RN MSN, NP, Marianna Koczywas, MD, 
Barbara Piper, DNSc, FAAN

Funded by NCI



Study Phases
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Phase II Patient Education Packets



From Pilot to P01

1. Unfunded chart review of lung cancer 

with a surgical fellow

2. Institutional pilot to develop intervention 

3. P01 (11 million funded by NCI)

4. Dissemination (R01 funded by NINR) 



Lessons Learned

❖ Be focused 

❖ Think of your research in phases or steps

❖ Research only what you care about 

passionately

❖ Don’t let the tail wag the dog

❖ Interdisciplinary Collaboration



Lessons Learned

❖ Seek input liberally

❖ Be very, very flexible

❖ Value descriptive research

❖ Use diverse methods

❖ Be realistic 

❖ Listen to the mission / agenda of others

❖ PUBLISH!!!


