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Organisation of Presentation

• Why Advocacy? The IAHPC Advocacy Program
• Key 
• elements: definitions and concepts
• texts/cornerstone documents
• institutions
• concepts
• partners 
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Why IAHPC 
Advocacy? 

2020-2024 
Strategic Plan

Survey of membership, patients, providers, 
volunteers, board members, funders.

“Prioritize Advocacy for integration of 
palliative care into primary health care, 

within the spectrum of universal coverage, 
and improved access to essential palliative 

care medications”



“Advocacy” 

• n. "the act of pleading for, 
supporting, or recommending 
from Medieval Latin advocatia, 
stem of advocare "to call, 
summon, invite"
• v. “To speak for another” (Dict. 
Etymology)
• “persuading people who matter 
to care about your issue [… 
getting listened to, being at the 
table when decisions are made, 
being heard by people who make 
decisions.”
(2001). Advocacy for Social Justice: A Global Action and Reflection Guide. 



LEVELS OF 
IAHPC 
ADVOCACY 
ENGAGEMENT

INTERNATIONAL

REGIONAL 

NATIONAL
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Key elements

• Clarity of shared vision and mission
• Involvement of patients and families 
• Analysis of spheres of influence 
• Attainable goals – “Basic Package”
• Commitment and passion
• Support system for consultation and 

legitimation



Effective 
advocacy 

messaging

• Builds credibility of organization
• Uses data and research effectively
• Presents compelling personal stories
• Encourages ongoing communication and 

relationships
• Targets specific audiences and addresses 

national context -- SWOT
• WHPCA Advocacy Toolkit, http://www.thewhpca.org/resources/category/advocacy-

resources

http://www.thewhpca.org/resources/category/advocacy-resources


Goals of IAHPC Advocacy Program

For UN member states to 
• translate their multilateral commitments into into nat’l & regional 

policies;
• integrate PC into Primary Health Care;
• include training, service delivery, appropriate prescribing of 

controlled meds in all UHC packages;
• promote balanced national, regional and int’l drug policies that 

support adequate access to essential palliative care meds;
• explicitly recognize PC as a component of right to health;
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UN Concept of 
Civil Society 

• The “third sector” of society, along with 
government and business. 
• UN recognizes importance of partnering 

with civil society, because it advances the 
Organization’s ideals, and helps support 
its work

https://www.un.org/en/sections/resources-different-audiences/civil-society/



Consultative 
Status with 

ECOSOC:

• ”Programme of work” must have “direct 
relevance to the aims and purposes of the 
United Nations.” PC has direct relevance to 
aims of the UN! 
• Org has authority to speak for its members
• Follows democratic and transparent 

decision-making processes 
• Derives basic resources mainly from 

contributions of […] other components or 
from individual members.” 
http://csonet.org/index.php?menu=30

http://csonet.org/index.php?menu=30


Non-State 
Actor in 
Official 

Relations 
WHO

Benefits & obligations 
• Participate WHO Executive Board 

meeting, World Health Assembly, 
Regional Meetings
• Oral statements, side events

• Invite to Open Meetings of Expert 
Committees 
• Present 3 year plans & submit reports 

to focal point
• Dr. Gilles Forte at Dept of EM)



Definitions and concepts
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Theory of Change sets out
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• The set of assumptions underlying steps 
towards short, medium & long-term goals

• The connections between advocacy 
activities &  outcomes  



Assumptions I

• Palliative care is a component of the right 
to health; it is not a privilege
• Should be provided publicly, not just 

privately to those who can pay, or as 
charity
• Requires public policy, which entails 

political will, planning, a budget, and 
new collaborations
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Assumptions II

• Global institutions matter (IAHPC)
• Set national & regional policy agendas

• Language matters
• PC language included in texts supports 

service provision on the ground
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Our
Words

• Palliative Care
• Universal Health Coverage
• Primary Health Care
• Controlled substances
• Multi-lateral, duty bearer, rights holder, 

agreed language, spheres of influence 
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Consensus 
Definition of 

Palliative Care
2018

• Objective: Relief of preventable suffering, 
applicable to all patients regardless of 
diagnosis, prognosis, geographic location, 
point of care, or income level.
• Process: Year-long, 3 phase Delphi using the 

WHO definition as starting point. 
• Participation: >400 persons from 88 countries 

and different backgrounds (confers legitimacy)
• Result:  Two sections with similar structure to 

current WHO definition.
• Endorsed: 180 orgs/institutions 1110 

individuals
• Translated: 15 languages



“Palliative care is the active 
holistic care of individuals 
across all ages with serious 
health-related suffering due 
to severe illness, and 
especially of those near the 
end of life. It aims to 
improve the quality of life of 
patients, their families and 
their caregivers.”

Read additional components on 
IAHPC website



PC Advocates
Act as “Key 

Informants”

THEY
Connect policymakers with
• information, providers, and patients
Promote integration of palliative care into 
primary health care (PHC);
• Participate in policy discussions about 
• “drugs” 
• global health
• human rights;

• Present solutions for SHS



Palliative Care Policy Advocacy at the World 
Health Assembly
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Desired Outcome – “Only say the word”

• Demonstrates alignment 
between multilateral 
commitments & national policy;
• Builds confidence in other 
countries’ that palliative care can 
be integrated as viable practice
• Highlights essential partnerships 
between nat’l palliative care assns
and ministries in national capitals 



Essential Tool: Serious Health Related Suffering Database
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Key terms



Universal Health Coverage (UHC) 

• All people and communities can 
use the promotive, preventive, 
curative, rehabilitative and 
palliative health services they 
need, of sufficient quality to be 
effective, while also ensuring 
that the use of these services 
does not expose the user to 
financial hardship (WHO)
• Hot topic: balance between 

public and private funding
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Included in the 2019 High Level 
Declaration, September 2019 & 
Target 3.8 of the 2030 Agenda 
for Sustainable Development

ADVOCACY WIN! 



Primary Health Care 

• a whole-of-society approach that 
includes health promotion, 
disease prevention, treatment, 
rehabilitation and palliative care
• meets people’s health needs 

throughout their lives;
• addresses the broader 

determinants of health through 
multisectoral policy and action; 
• Includes primary care
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Controlled Substances

• Plant based or pharmaceutical preparations whose manufacture, 
possession, and use are regulated by governments under 
international, regional, and national laws to promote and protect 
public health; 
• Includes “drugs” that are used illicitly, and prescribed essential 

palliative care medications such as opioids;
• Will be addressed in detail in Advanced Course
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Key Concepts I

• Multi-lateral – the system constituted by 
UN member states
• Duty-bearers -- UN member states 
• Rights holders -- individuals who can 

make legitimate claims against duty 
bearers (governments in UN member 
states). 
• patients and families with palliative 

care needs



Key Concepts 
II

• Agreed language – publicly available texts 
that all UN member states have agreed 
on through a consensus process
• Spheres of influence -- field or area in 

which an individual or organization – a 
stakeholder --has power to affect events 
and developments.



Cornerstone Documents 

“Drugs”
• Single Convention on Narcotic Drugs (1961, 1972)
• UNGASS Outcome Document (2016)
• Ministerial Declaration, 2019
Global Health, Primary Health Care, Universal Health Coverage
• WHO Constitution (1948)
• Astana Declaration 2018
• Political Declaration of High Level  Meeting on Universal Health Coverage 

(2019)
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Cornerstone Documents II 

Human Rights
• Universal Declaration  Human Rights (1948)
• Int’l Covenant Economic, Social and Cultural Rights (1948) 
• General Comment 14, 1973
• Reports of Special Rapporteur

• Convention Against Torture, Optional Protocols & Report of Special 
Rapporteur
• Inter-American Convention on Rights of Older Persons 2015 & Reports 

of Independent Expert on Rights of OP
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ADVOCACY WIN!



Challenges of Palliative Care Advocacy at all 
levels I

• Widespread unfamiliarity with palliative care concepts and practice
• media, healthcare system and general public
• foreign ministry mission staff even less familiar!
• stigma of PC when somewhat familiar;

• Fear of additional costs in context of hospital-based systems
• Association of essential palliative care medicines with illegal “drugs”
• Current dominant narrative of “opioid crisis” –> “opioidphobia” 
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Challenges II

• Scarce government/public resources in neo-liberal model
• Profit rather than person centered

• Scarce philanthropic resources to train and fund travel of regional and 
national advocates to global meeting
• Ideology of global health that prioritises reducing preventable 

mortality through prevention and  “control” of disease;
• General cultural unwillingness to talk about serious illness and dying
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Key issues to flag in documents & agendas of 
all meetings
• Is PC in discussions all of Universal Health Coverage (UHC), Primary 

Healthcare (PHC)  & Non-Communicable Disease (NCDs)?
• Is access to affordable essential internationally controlled palliative care 

medicines mentioned where appropriate?
• Is there reference to the rights of older persons and children to palliative 

care if appropriate?
• Is there a gender perspective (older women as both patients and 

caretakers)?
• Do documents respect rights of prisoners, refugees, and other vulnerable 

populations, as per the CESCR, Special Procedure reports & Lancet 
DeclarAction?
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Key Government & Official Stakeholders 
(advocacy partners)
• Policy makers in UN member states (national ministries admin staff as 

well as political appointees)
• Diplomats at national missions in Vienna, Geneva, and New York 

(usually Foreign Affairs, External Relations)
• Secretariat staff (UNGA, UNODC, WHO, OAS, INCB)
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Key non-governmental stakeholders
• National, regional, and international palliative care 

associations
• Patient organisations, patients, and families
• Non-governmental organisations (NGOs) with common 

interests
• Academia
• Policy experts, think tanks
• Faith communities
• Traditional and social media contacts
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Role of 
Advocacy 

Ambassadors 
in Nat’l and 
Regional PC 

Associations

• Identify key staff persons at national ministries and 
international mission staff (the officials who write 
and deliver statements)
• Collect contact information and build relationships 

in following ministries
• Health, Foreign Affairs, Social Welfare, Drug 

Regulators
• Send them IAHPC policy briefs and advocacy 

notes from IAHPC
• These may need translation

• Follow up with missions and ministry before and 
after key meetings



Relationship 
to other 

global 
organizations 

re Advocacy

Berlin Declaration, 2019 announces advocacy 
collaboration between three global 
organisations.
IAHPC – Controlled medicines, Rights of Older 
Persons, Primary Healthcare, global health, 
monthly newsletter reporting. 
WHPCA – Universal Health Coverage (UHC), 
Non-communicable Diseases (NCDs), World 
Hospices Palliative Care Day, Ehospice
ICPCN – children, access to essential medicines 
for pediatric palliative care



Current 
Advocacy 
Challenge

• WHO withdrawal of Ensuring 
Balance and Pediatric Pain 
Guidelines
• In process
• Ask questions at WHO EB in 

January? 
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Does your 
strategic plan 

include 
advocacy?

• Is the language operational? 
• Aligned with your Vision and Mission?
• Do you have identified advocacy focal 

points and deputy?
• Do you have targets and outcomes, and a 

way to evaluate?
• Can you celebrate successes and 

evaluation challenges?



Questions
• For questions please contact Katherine Pettus, 

IAHPC Advocacy Officer kpettus@iahpc.com

mailto:kpettus@iahpc.com


List of Resources
• IAHPC Advocacy Page https://hospicecare.com/what-we-do/iahpc-programs/advocacy-program/ and database 

https://hospicecare.com/what-we-do/resources/global-data-platform-to-calculate-shs-and-palliative-care-need/database/

• INCB Special Supplements on Essential Medicines 2015 and 2018. https://www.incb.org/incb/en/publications/annual-reports/annual-
report-supplement-2018.html; https://www.incb.org/incb/en/publications/annual-reports/annual-report-supplement-2015.html

• Lancet Commission Report  and resourses https://www.mia.as.miami.edu/initiatives/hemispheric-health/lancet-palliative-care/index.html

• UNODC Technical Guide on Improving Access to Internationally Controlled Essential Medicines https://www.unodc.org/documents/drug-
prevention-and-treatment/UNODC_2018_technical_guidance_on_promoting_access_at_national_level.pdf

• WHO Model List of Essential Medicines for Pain and Palliative Care 
https://www.who.int/selection_medicines/committees/expert/19/applications/PalliativeCare_8_A_R.pdf

• WHO Webpage on Palliative Care https://www.who.int/news-room/fact-sheets/detail/palliative-care

• White Book for Global Palliative Care Advocacy 
http://www.academyforlife.va/content/dam/pav/documenti%20pdf/2019/White%20Book/WHITE%20BOOK%20English02%2025Apr19.pdf

• Ezer et al. Ezer, T., Lohman, D., & de Luca, G. B. (2018). Palliative care and human rights: a decade of evolution in standards. Journal of pain
and symptom management, 55(2), S163-S169. https://www.jpsmjournal.com/article/S0885-3924(17)30371-8/fulltext

• https://www.unodc.org/unodc/en/drug-prevention-and-treatment/access-to-controlled-medicines/accessibility-medicines-availability-
healthcare-professionals-glok67.html

• Advocacy in Action Toolkit for Public Health Professionals 2019, https://www.phaiwa.org.au/wp-
content/uploads/2019/09/2019_Advocacy-in-Action-A-Toolkit-for-Public-Health-Professionals-1.pdf
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THANK YOU! 
TERIMA KASIH! 

FOR YOUR 
ATTENTION
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