
 

 

1 
 

 
 

References 
 

 
Course Name 1st EULAR Online Course for Patient Research Partners  
Module Title Module 1- Principles of collaborative research 

 

 
 

Further reading and sources for inspiration 
 

• Abma, T. A., et al., Patients as Partners in Responsive Research: Methodological Notions for 
Collaborations in Mixed Research Teams Qualitative Health Research Volume 19 Number 3 - March 
2009 401-415 © 2009 Sage Publication 

• Hewlett, S., et al., Patients and professionals as research partners: challenges, practicalities, and benefits. 
Arthritis & Rheumatism, 2006. 55(4): p. 676-80. 

• Jinks, C., et al., Sustaining patient and public involvement in research: A case study of a research centre. 
Journal of Care Services Management, 2013. 7(4): p. 146-154. 

• Sacristán, J. A., Aguarón, A., Avendaño-Solá, C., et al., Patient involvement in clinical research: why, 
when, and how. Patient Prefer Adherence. 2016;10:631-40. Published 2016 Apr 27. 
doi:10.2147/PPA.S104259 

• Nikiphorou, E., Alunno, A., Carmona, L., Kouloumas, M., Bijlsma, J., Cutolo, M. (2017) Patient–physician 
collaboration in rheumatology: a necessity. RMD Open. 3(e000499). 

 
References  
 
1. De Wit, M., Berlo, S. E., Aanerud, G. J., Aletaha, D., Bijlsma, J. W., Croucher, L., et al., European League 

Against Rheumatism recommendations for the inclusion of patient representatives in scientific projects. 
Annals of the rheumatic diseases 2011;70(5):722-6. 

2. De Wit, M. and Adebajo, A., The unique role of rheumatology in establishing collaborative relationships in 
research. Past, present and future of patient engagement, Annals of the rheumatic diseases 
2019;78:293-296. 

3. De Wit, M., and Richards, D. P., Experiential knowledge and the role of PRP’s (submitted) 2021. 

4. Wang, H. et al., Patient research partner involvement in rheumatology clinical trials: analysis of journal 
articles 2016-2020, ARD. 

5. Goel, N., Conducting research in psoriatic arthritis: the emerging role of patient research partners. 
Rheumatology (Oxford), 2020. 59(Supplement_1): p. i47-i55. 

6. De Wit, M., Kvien, T. and Gossec, L., Patient participation as an integral part of patient reported outcomes 
development guarantees the representativeness of the patient voice – A case-study from the field of 
rheumatology. RMD-open, 2015. 1(e000129). 

7. Richards, D. P., The patient as person: an update. Br J Sports Med, 2020. 54(23): p. 1376. 

8. Richards, D. P., Don't call my experience a “patient story”. BMJ, 2020. 368: p. m414. 

 


