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Harry Hynes, MD 1935-2000
• A native of Ireland who received 

his MD degree from the National 
University of Ireland in Dublin

• Trained in the US at the Mayo 
Clinic in hematology/oncology

• Established his oncology practice 
in Wichita Kansas and led the 
Wichita CCOP

• In 1993, Dr. Hynes received a 
Certificate of Merit from the 
National Cancer Institute for 
“Fostering the Growth of Clinical 
Trials Research in the 
Community.”



Overview

• Palliative Care Background and Statistics
• Key Considerations in Palliative Care 

Practice and Research
• Global Lessons



Our Best Teachers



Our Personal Stories

Most of us have cared 
for a loved one with a 
chronic or life-limiting 

illness. Palliative care is 
personal!



Definition of Palliative Care

Palliative care is an approach that improves 
the quality of life of patients and their 
families facing the problem associated 
with life-threatening illness, through the 
prevention and relief of suffering by means 
of early identification and impeccable 
assessment and treatment of pain and 
other problems, physical, psychosocial
and spiritual. 

World Health Organization, 2002WHO, 2002



4 Decades of Palliative Care

Palliative Care in the title of the manuscript

First palliative care service in US in 1985 – Wayne State
First palliative medicine program in US in 1987 – Cleveland Clinic



Palliative Care Trajectory
Continuum?

Time

Crises Death

Decline



Palliative Care Continuum

• 1985 – dx. breast cancer
• 1995 – bone metastases
• 1998 – chest wall 

recurrence
• 2005 – vaginal wall 

recurrence – Her-2+
• 2008 – tumor around spinal 

cord 
• 2009 - soft tissue mass 

abdomen
• 2010 – lung and liver 

metastases
• Died in November 2011

• Nausea and vomiting with 
oral opioids

• Bone pain
• Abdominal (visceral) pain
• Osteonecrosis of the jaw
• Herpes zoster and post-

herpetic neuralgia
• Fatigue, weakness, lack of 

energy
• Anorexia



Societal View of Palliative Care

DEATH = FAILURE

Giving Up



Never Give Up

… fought bravely 
until the very end. 
Never let it be said 

that she lost her 
battle, for to lose is 
to give up and she 

never did. 



Celebrate Survivorship
Talk About Being Mortal



Growing Landscape

Diagnosis Survivorship End of Life

Hospital Clinic
Home

Telemedicine/Telephone

Remote Rural 
Areas

Long-Term Care



Key Considerations

Communication &
Shared Decision 

Making

Palliative Care 
Delivery Models Technology

Pain & Symptom 
Management

SCPsInpt

Clinic

Home

Tele-
med

ePROs

Psycho-
logical

Spiritual

Physical
Social
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Treat-
ment



Communication and 
Shared Decision Making

How to best communicate?
When to communicate?

How to communicate with diverse populations?



Palliative Care Delivery Models

• Where?
– We have to go to where the 

patients are!
• Which patients?
• How often? Dose?
• Which team members?

– Physician or Advanced 
Practitioner

– Nurse
– Social Worker
– Chaplain
– Others?

• Model replication

• Academic
• Urban Facilities

Tertiary

• Communities

Secondary

• Critical Access 
Hospitals

• Rural Settings

Primary



Early Palliative Care Improves 
Survival

A221303: Randomized study 
of early palliative care 
integrated with standard 
oncology care versus 
standard oncology care alone 
in patients with incurable lung 
or non-colorectal 
gastrointestinal malignancies



Rural Palliative Care Models

How can we 
reach remote and 

disparate 
populations?

Brochure



Survivorship Navigator

Survivorship Navigator . . . . . . . . . . . . . . Supportive Care Navigator



Complexity of Symptom Science
What Should We Study? 

• Asthenia/Fatigue 
• Anorexia 
• Cognitive Impairment
• Constipation
• Diarrhea
• Dyspnea 
• Lymphedema

• Pain 
• Peripheral 

Neuropathy
• Nausea and Vomiting
• Sedation and 

Confusion
• Sexual Dysfunction
• Xerostomia 



Organizing Our Thoughts . . .



Antecedents

Demographics:
Age, gender, marital
status, race, role, 
education, 
SES, genetics, 
developmental level

Disease 
Characteristics:
Type of cancer, stage,
Tx., comorbidities, 
Biomarkers, genomics

Individual
Characteristics:
Knowledge, values,

Past experiences, ACE,
Coping skills, self-care, 

Spirituality, support

Environment: 
Physical, Social,

Cultural, Lifestyle

Symptom 1 
Intercept

Symptom 3 
Intercept

Symptom 2 
Slope Symptom 3

Slope

Symptom 1 
Slope

Symptom Experience
Temporality

Intensity
Quality
Distress

Appraisal

Symptom 
Management
Strategies: What? 
When? Where?
Why?

Relationships
Interaction

Patient           Healthcare
Family               Team

Interventions

Symptom Trajectory

Time 2

Consequences

Costs Morbidity Long-term
Survival

Adjustment

Time 1 Time 3 Time x

QOL Function

Meaning
Of Health

Symptom 2 
InterceptAdverse 

Childhood 
Experiences

ACEs:
Abuse

& 
Neglect
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Systematic Reviews of 
Symptoms

• Oncology Nursing Society Putting 
Evidence into Practice
– Systematic reviews of 20 different symptoms
– Identify gaps in science
– Set directions for future research

• Clinical Journal of Oncology Nursing, June 
2017 Issue – Pain Systematic Reviews

https://www.ons.org/practice-resources/pep





Moonshot – Call for Symptom 
Management Research

Symptom management research. 
• Support research to accelerate development 

of guidelines for management of patient-
reported symptoms to improve quality of life 
and adherence to treatment regimens.



Too Much to Do
Technology Can Help!

• Patient-reported 
Outcomes

• Shared Decision 
Making

• Supportive Care 
Plans

• Survivorship Care 
Plans

• Home-based 
Monitoring



Standards Driving PROs

• Quality Oncology Practice Initiative (QOPI)
• “Commission on Cancer (CoC)
• Oncology Care Model

– 12 performance metrics include pain assessment/Mx,  
Depression screening, hospital admissions/ER visits

www.QOPI.com



Meet Mary

• Rectal cancer survivor
• One year follow-up visit

– Clinic initiated distress 
screening

– Patient rated distress at “8” 
due to unpredictable 
diarrhea and inability to run

– Did not report earlier –
“small trade off for my life”

• Supportive Care Team 
– Nutritional consult
– Anti-diarrhea agents

• Running again and reports 
a high quality of life



ePROs Extend Survival!



32

ASCO 2014 Poster Presentation

Supportive care plans: Harnessing technology and 
patient-reported outcomes to drive quality care 
across the cancer continuum

Authors: Jeannine Brant, PhD, APRN, AOCN, FAAN, 
Billings Clinic, Carrie Stricker, PhD, RN; On Q Health, 
Inc, William Dudley, PhD, Piedmont Research 
Strategies, Paul Jacobsen, PhD; Moffitt Cancer Center 



Tracking Symptoms Over Time



Care Plan Recommendations

n=51 patients with gynecologic cancers



Customizable Care Plans



Recommendations for Research

• Shared Decision Making
– ACP
– Disparities

• Models of Care
– Dose, Who, When
– Rural Populations

• Symptom Science
– Pain!
– Nonopioid strategies
– Nonpharmacologic modalities

• Technology
– How to measure impact on symptoms, costs, hospital 

utilization



Global Palliative Care Landscape

• More than 29 million people died in 2011 
in need of palliative care (WHO Global Health 
Estimates, 2011)

• 34% of these people died from cancer 
(WPCA Global Atlas of Palliative Care at the End of Life, 2014)

• Over 18 million died in pain and distress 
(www.TWHPCA.org)







We are more similar than we are different



Global Partners
Oncology Nursing Society (ONS)
American Society of Clinical Oncology (ASCO)
Middle East Cancer Association (MECC)
Oman Cancer Association (OCA) 
Chinese Psychosocial Oncology Society (CPOS) 

MECC - Prof. Michael 
Silbermann
and daughter, Ronit

OCA - Dr. Wahid AlKharusi
and wife, Madame Yuthar

CPOS – Dr. Lili Tang
Beijing, China



Liberating Structures
• Engage participants
• Every voice is heard
• Capacity building
• Engage in critical 

conversations
• Develop relationshipsConversation Cafe

Open Space 1-2-4-ALL TRIZ



Palliative Care Global Leaders
Turning Places Into People
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