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Makerere University / MNRH

■Makerere and Mulago PCU

■centre of excellence which 

improves access to quality, 

evidence-based palliative care 

for patients and families in need..

■Cairdeas International Palliative 

Care Trust

■ a world where palliative care is 

accessible by all

Universidad Catolica   Santiago    September 2015



Universidad Catolica   Santiago    September 2015



Integrating oncology and PC

• What do we mean by palliative care?

• Global health systems and palliative care

• Evidence base for integration

• Models of palliative care 

• Realities of integrating palliative care in the Indian 

setting
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Integrating oncology and PC

■Palliative care is an approach that improves the 

quality of life of patients and their families facing 

the problems associated with  life-threatening 

illness, through the prevention and relief of 

suffering by means of early identification and 

impeccable assessment of pain and other 

problems, physical, psychosocial and spiritual.
WHO 2002

AROICON2015       Lucknow



Integrating oncology and PC

■holistic care for those facing 

life limiting disease and their 

families

■reducing suffering

■improving quality of life

■restoring dignity

■‘Adding life to days not just 

days to life’
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Integrating oncology and PC

• ‘only when we came to 

palliative care was her 

pain  relieved’

• ‘my heart has become 

less heavy, I feel at 

peace, my pain is less’
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Influencing health systems

■WHA resolution on palliative care

■to develop, strengthen and implement, where
appropriate, palliative care policies to support
the comprehensive strengthening of health
systems to integrate evidence-based, cost-
effective and equitable palliative care
services in the continuum of care, across all
levels, with emphasis on primary care,
community and home-based care, and
universal coverage schemes

June 2014
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Influencing health systems

• focuses on health 

systems rather than 

specific diseases

• urges palliative care 

integration into health 

worker training and 

education at all levels

• advocates for universal 

coverage

• highlights training needs inc. 

primary care, oncology,

paediatrics, geriatrics and 

internal medicine

• urges governments to fund 

palliative care

• countries must report to WHO 

by 2016
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■WHA resolution on palliative care



Influencing health systems

• WHO fact sheet (402 July 2015)

• majority of adults in need of palliative care have chronic 

diseases

• cardiovascular diseases (38.5%)

• cancer (34%)

• chronic respiratory diseases (10.3%)

• AIDS (5.7%) 

• diabetes (4.6%)

• other conditions may require palliative care, including 

kidney failure, chronic liver disease, multiple sclerosis, 

Parkinson’s disease, rheumatoid arthritis, neurological 

disease, dementia, congenital anomalies and drug-

resistant tuberculosis.
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Morphine consumption mg/per capita 1983

Universidad Catolica   Santiago    September 2015



Morphine consumption mg/per capita 2013

Universidad Catolica   Santiago    September 2015



Influencing health systems

WHO NCD programme

• ‘Access to palliative care assessed 

by morphine-equivalent 

consumption of strong opioid

analgesics (excluding methadone) 

per death from cancer. ‘
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PC in India: Cancer control

• WHO Cancer Control 

• Prevention

• Early detection

• Treatment

• Palliative care

• National Cancer Control India

• Primary and secondary prevention

• Strengthening treatment

• Palliative care
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Palliative care in India

■still less than 1% of 1.2 billion have access to 
pain relief 

■significant disease burden 
■30 lakh cancer cases

■11.5 lakhs new cases

■6 lakhs die each year

■80% palliative care services in Kerala

■only 2 states with comprehensive policy

■few medical colleges teach palliative care
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Palliative care in India

• Human Rights Watch 2009

• 'Each day the government 

fails to act, more than 

2,000 cancer patients in 

India die in excruciating 

pain,' 

• 'The government should 

take decisive action to 

end the unnecessary 

suffering.'
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Opioid availability; India
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Opioid availability; India

Times of India 2012



Palliative care in India

■New opportunities

■MCI recognition and MD programme

■NCD, cancer control  and NHM

■national and state training programmes

■strong national association IAPC

■amendment in Narcotics Act 2014

■?easier access to oral morphine

■strong NGO models

■WHO collaborating centres

■Pallium India

■PPCS Calicut
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Evidence for early palliative care

• Living and dying well. 

• ‘Palliative and end of life care are integral aspects of the 

care delivered by any health or social care professional 

to those living with and dying from any advanced, 

progressive or incurable condition. 

• Palliative care is not just about care in the last months, days 

and hours of a person’s life, but about ensuring quality of 

life for both patients and families at every stage of the 

disease process from diagnosis onwards.

• Palliative care focuses on the person, not the disease, and 

applies a holistic approach to meeting the physical, 

practical, functional, social, emotional and spiritual 

needs of patients and carers facing progressive illness 

and bereavement.
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Evidence for early palliative care

• Improved 

• quality of life

• quality of end of life care

• decreased rates of depression

• illness understanding

• patient satisfaction

• ??survival
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Temel JS et al. Early palliative care for patients with metastatic non-small-cell 

lung cancer. N Engl J Med 2010;363:733-42. 

Greer JA et al. (2012) Effect of early palliative care on chemotherapy use and 

end-of-life care J Clin Oncol 30:394–400.

Zimmermann C et al. Early palliative care for patients with advanced cancer: 

a cluster randomised controlled trial. Lancet 2014;383:1721-30. 



Evidence for early palliative care
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Evidence for early palliative care

• Evidence collected in many other 

diseases

• heart failure / multiple sclerosis

• renal disease / MDRTB

• HIV/AIDS

• ‘Palliative care is holistic patient-

centred management of life-

limiting progressive disorders and 

is recognised by WHO and 

UNAIDS as an essential element 

of HIV care, from diagnosis to end’
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Zhi WI, Smith TJ. Ann Palliat Med 2015;4(3):122-131.

Simms V et al  Lancet Infect Dis 2012; 12: 571–75



Evidence for early palliative care

• ASCO provisional clinical opinion

• substantial evidence palliative care, when combined 

with standard cancer care or as the main focus of care, 

leads to better patient and caregiver outcomes. 

• include improvement in symptoms, QOL, and patient 

satisfaction, with reduced caregiver burden

• more appropriate referral to and use of hospice, and 

reduced use of futile intensive care

• considered early in the course of illness for any patient 

with metastatic cancer and/or high symptom burden. 

• research needed
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Smith et al. J Clin Oncol 2012 Mar 10;30(8):880-7.

.

http://www.ncbi.nlm.nih.gov/pubmed/22312101


Integrating oncology and PC

1. Don’t delay palliative care for a patient with serious 

illness who has physical, psychological, social or 

spiritual distress because they are pursuing disease 

directed treatment 

2. Don’t delay advance care planning conversations
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Choosing Wisely Canada. Palliative Care: Five 

Things Physicians and Patients Should Question. 

Canadian Medical Association and Canadian 

Society for Palliative Care Physicians Oct 2014 

www.choosingwiselycanada.org/recommendations/ 

palliative-care/ 



• How many of you practise 

palliative care?

• How many of you refer to 

palliative care?

• What influences your 

decisions?
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Models of palliative care

Policy

Drug availability Education

Implementation

WHO model, Stjernsward and Foley
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Integrating oncology and PC
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Integrating oncology and PC

Conceptual models

• time-based

• integration based on chronological criterion

• provider-based (palli-centric) model

• primary, secondary and tertiary palliative care

• issue-based (onco-centric) model

• advantages and disadvantages of the solo practice, congress and 

integrated care approaches

• system-based (patient-centric) mode

• automatic referral based on clinical events. 
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Hui D, Bruera E. Models of integration of oncology and 

palliative care. Ann Palliat Med 2015;4(3):89-98



Integrating oncology and PC

• Aspects of integration 

• clinical structure (4)

• clinical process (13)

• educational (8)

• research (4)

• administrative (9)

AROICON2015       Lucknow

Levy et al. Palliative care J Natl Compr Canc Netw 2012 Oct 1;10(10):1284-309.

http://www.nccn.org/



Palliative care in primary care

• RCGP UK

• End of life charter

• Gold Standards Framework
• http://www.goldstandardsframework.org.uk/
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Palliative care in primary care
• How to identify those who 

need palliative care?

• Surprise question

• Would you be surprised if 

this patient were to die in 

the next few months, 

weeks, days? ? 

• General indicators of 

decline;deterioration,incre

asing need, choice for no 

further active care 

• Specific clinical indicators 

related to certain 

conditions. 
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Integrating oncology and PC

• Economic considerations

• models

• specialist, stand alone models

• strengthened health system models

• cost implications

• cost savings

• whose cost??????
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Gaertner J, Maier BO, Radbruch L. Resource allocation 

issues concerning early palliative care. Ann Palliat Med 

2015;4(3):156-161. 



Integrating oncology and PC

• What influences referrals decisions? 

• complex process

• can involve an interplay of interpersonal, subjective and 

institutional factors

• negotiating this referral process can be challenging to a 

medical specialist from a professional and personal 

viewpoint

• what actually influences the individual clinician to refer a 

patient to palliative care
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Broom et al. Referral to specialist palliative care. Internal Medicine 

Journal 42(9):1040-2 ·2012



Integrating oncology and PC

• Key elements of palliative care interventions

• relationship and rapport building

• addressing symptoms

• addressing coping

• establishing illness understanding

• discussing cancer treatments

• end-of-life planning

• engaging family members 
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Yoong J, Park ER, Greer JA, et al. Early palliative care in 

advanced lung cancer: a qualitative study. JAMA Intern Med 

2013;173:283-90.



Integrating oncology and PC; realities

• Issue is not should we have early 

palliative care 

but 

• Who?

• When?

• How much?

• What setting and model?

• How will we know we have made a 

difference?
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Integrating oncology and PC; realities

• Barriers and influences

• Professional factors

• previous exposure /experience / training

• lack of guidelines / peer opinion

• pressure of time

• insufficient evidence base

• aggressive treatment plans 

• Personal factors

• ‘giving up’ / ‘there is nothing we can do’

• ‘learned helplessness’ compassion fatigue

• expectations / communication
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Integrating oncology and PC; realities

• Barriers and influences

• Systems factors

• availability / models of care

• challenges in accessing oral morphine

• Patient and family factors

• expectations / communication

• poverty

• rurality
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Integrating oncology and PC; realities

Suggest

• Agreed guidelines

• Develop and evaluate models of care

• based on need and across continum of care

• innovative and creative

• economically wise

• joint with community / NGO

• Registration / legal issues cf ESMO

• Build capacity in oncology

• Training and clinical modelling; UG and PG

• Build evidence base

• Public and policy involvement inc resources
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■Together
■Everyone
■Achieves
■More



Integrating oncology and PC

• What are the values we 

want to see in our 

oncology services and 

health systems?

• Can palliative care support 

values based care?

• PC not only strengthens 

health system, but it 

provides the 

fundamental rationale for 

them
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Integrating oncology and PC

• ‘people need from 

their doctors...to 

be valued, listened 

to, cared for, 

loved.’
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J. Patient with colorectal cancer in Valdivia, Chile



Integrating oncology and PC

• ‘More than the cancer 

treatment it is the 

communication with the 

doctor that helps. Fear 

should be removed first. 

Earn the trust of the 

patient.’
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Shri Ram Naik, Governor UP Address to AROICON2015 Lucknow.


