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	THE LOBBY PYRAMID
A model for effective patient advocacy
at national and European level


Patients are heard — but not heeded. Effective advocacy requires strategy, timing, and leverage — not just evidence.
	THE LOBBY PYRAMID
	6  Formal escalation  —  Legal · EP petition

	5  Going public & campaigns  —  Media · Petitions · Parliament

	4  Building coalitions  —  Patient orgs · Societies · Academia

	3  Collaborating  —  HTA · Regulators · EMA 

	2  Persuading  —  Framing · HTA input · Opinion pieces

	1  Informing  —  Evidence · Data · Consultations — always on


Not a queue — multiple levels run simultaneously.
	THEORY OF CHANGE
	INPUT  Patient evidence & expertise

	ACTIVITY  Right level at the right moment

	OUTPUT  Shifted framing & access

	RESULT  Decision changes

	IMPACT  Better access for patients


Critical assumption: Decision-makers are reachable · Evidence is accepted · Window exists · Independence is credible
NARRATIVE FRAMING
	HTA / payer
	QALYs · Cost of missed diagnosis · Unmet need

	Clinicians
	PRO data · Guideline gap · Diagnostic criteria

	Parliament/media
	Gender health gap · Patient story as system failure

	EU institutions
	EU compliance · Health Union · Cross-border rights





POWER MAP  —  Map stakeholders before choosing your level. Power × Alignment determines strategy.
	High power · Low alignment
→ Persuade & build relationship
Ministry of Health · HTA body · Regulator · Sceptical MP
	High power · High alignment
→ Activate & amplify
Allied minister · Sympathetic MP · Patient org umbrella · Research funder

	Low power · Low alignment
→ Monitor
General public · Peripheral industry
	Low power · High alignment
→ Organise & elevate
Patient communities · Academics · HCP champions · Journalists


POLICY WINDOWS  —  Advocacy is 80% timing. Prepare before the window opens, not after.
	🔥 New government
First 100 days set 4 years of policy. Submit position papers during coalition formation.
	🔥 HTA assessment
Submit patient evidence before the scoping phase closes. Late input carries less weight.
	🔥 Budget cycle
Coalition pressure in spring shapes the autumn budget. Plan media activity accordingly.

	📅 Guideline update
Patient involvement is formally required — but quality of input is what determines influence.
	📅 EU trilogue
Brief rapporteurs before trilogue begins, not during. Positions harden fast.
	📅 Awareness calendar
ESMO, ASCO, disease months: media are primed. Attach a specific policy ask.


7 WORKING PRINCIPLES  —  Strategic patience  ·  Parallel tracks  ·  Windows first  ·  Dual channel  ·  Independence visible  ·  Frame before argument  ·  Measure policy results
© Paezadvise — intellectual property. Not to be shared without explicit permission of the author.
