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MY BACKGROUND

Patient with severe hemophilia and comorbidity (complex patient)

45 years experience in the patient movement (inter-)national

2013  - 2019, chair Policy Board Biobank RadboudUMC

2008 - 2019, member TAS ZonMw (gene- and stem cell therapy)

2008 - 2015, member Appraisal Committee Zorginstituut Nederland

2012  - 2019, European Steering Committee Undernutrition, Platform Patiënt en Voeding  

1978 - 2019, Haemophilia in the Netherlands-project LUMC, dept. epidemiology



HEMOPHILIA AS 
UNMET MEDICAL NEED (50’S)



RISK IF THERE IS 
NO TREATMENT AT ALL



MEDICAL PROGRESS IN HEMOPHILIA
1965 2015 2015



THE SAME PROGRESS IN 

From ‘unmet medical needs’ → to ‘effective treatments’

Hemophilia (70’s)

HIV (90’s)

HCV (2015)

Consequence: from paediatriacs to care for the elderly



CIRCLE OF HEALTH CARE CONTACTS
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De patiënt en
zelf-management

Zorgverzekeraar, 
sociale zekerheid en 

gemeenten
(wmo/pgb)

Artsen, (para)-medici, 
incl. verpleegkundigen

Mantelzorgers, familie, 
vrienden, buren en 
sociale omgeving



1972 gestart als studentenproject in Leiden

Leids Dagblad 1972

Hemophilia in The Netherlands: results of a survey on the medical,genetic
and social situation of Dutch hemophiliacs. Acta Medica Scandinavica, 1974



HIN-3 (1985)



Questionnaires

National 
Biobank

Medical 
records

Digital 
infusion

log

Adverse 
events

HiN-1 to HiN-6
Cross sectional studies 

All patients with hemophilia

HemoNed
Patient registry

Long term follow up

1972 2016 - 20191978 19921985 2001



HAEMOPHILIA LIFE-EXPECTANCY
1971 – 2018 (HIN-6, IN PRESS)



NCFS PIONEER IN NL 
WITH A REGISTER FOR 7 CENTRA
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INNOVATIVE POWER OF 
PATIENT GROUPS

To bring together patients and their body materials (DNA, data, etc.)

Share data for research and the organisation of a research infrastructure
(EuroBiobank.org in cooperation with RDConnect

Fundraising for biobanks and R&D (gene therapy, Fighting Blindness
Ireland; also long-term AFM, Généthon) 



DRUG DEVELOPMENT PROCESS

1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19 20

fundamental 
pre-clinical 

research

Ph. 1

Phase 2

Phase 3
Phase 4

Registration

clinical research

post marketing  research

effective patent-period
Patent request

launch 
product

End of patent 

Years Ref: Jan Raaijmakers (2005, UU)
JR 2005



Identifying
topics

Prioritizing

Developing
Research agenda

Research
design

Conducting
research

Analysis & 
Interpretation

Disseminating
results

Implementing
results

Evaluation

Emperical
Research cycle

Recruiting participants

Assessing questionnairesCoding transcripts

Patient education

Presentations

Review research applications

Research questions

Patient relevant 
domains

Patient
reviewer

Patient
advocate

Research 
partners

Patient
advocate

Patient
adviserInterviewing patients

Respondent
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Patient
reviewer

Research
Partner

Patient
adviser

Patient
respondent

Giving
information

Not time 
consuming

Requires first 
hand experience

with the
condition or 

disease

Giving advise

Two-way 
communication

Often single 
involvement

Making an
assessment

Direct influence
on the aims and

design of the
study

Often singele
involvement

Collaboration
throughtout the life 
cycle of the research

Partnership based on 
equality

Time consuming

May require substaintial
education and/or 

support

Patient panel
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‘PUSH’ VERSUS ‘PULL’ MODEL





LITERATURE
PATIENT PARTICIPATION



THE DONOR AS PARTNER



OSCAR WESTBROEK & LENNART THY

Intervie



SEUN ADEBIYI, INSPIRE2LIVE, 
9 FEBRUARI 2018, AMSTERDAM



POLICY WORK

Ontwikkeling richtlijnen en zorgstandaarden (NPCF en VSOP)

Inbreng patiëntenperspectief in het werk van geneesmiddelengoedkeuring (MEB/CBG en EMA)

Inbreng patiëntenperspectief bij besluiten Zorginstituut (ACP)

Vroeger: Breed Platform Verzekerden en Werk (BPV&W), helaas wegbezuinigd

Nu veel losse initiatieven op het terrein van chronische ziekten en werk

Zelf bezorgd over positie chronisch arbeidsbeperkten i.v.m. flexibilisering arbeid



DE POSITIE VAN DE 
PATIENTENBEWEGING



DE PATIËNT
Van derde naar vijfde partij

Diversiteit versus eenheid (sterkte – zwakte)

Onafhankelijke financiering blijft probleem
Single-issue successen, maar geen erkenning
‘Countervailing power’ landelijk ontbreekt

Decentralisatie, hoe krijg je iedereen ‘lokaal’ gehoord?
Preventie (voeding) en leefstijl

Bezuinigen (Manifest ‘zinnig en zuinig’, )



MORE INFORMATION

info@smitvisch.nl

www.smitvisch.nl


	Patient participation �in Research and policy
	My background
	Hemophilia as �Unmet medical need (50’s)
	Risk if there is �no treatment at all
	Medical Progress in hemophilia
	The same progress in  
	Circle of Health care contacts
	Dianummer 8
	�Geschiedenis van hemofilie (1971-2015/6)�
	HiN-3 (1985)
	Dianummer 11
	Haemophilia Life-expectancy 1971 – 2018 (HiN-6, in press)
	NCFS PIONEER in NL �with a register for 7 centra
	Innovative power of Patient groups
	Drug DEVELOPMENT PROCESs 
	Dianummer 16
	Dianummer 17
	‘PUSH’ versus ‘pull’ model
	Dianummer 19
	Literature �patient participation
	the donor as Partner
	Oscar Westbroek & Lennart Thy
	Seun Adebiyi, Inspire2Live, �9 februari 2018, Amsterdam�
	POLICY Work
	De positie van de Patientenbeweging
	De PatiËnt
	More information

