
Patients are the benefactors of 
medical research. Yet, in the 
past, patients were regarded 

solely as passive objects in research-
based development of new treatments 
and medicines. Research happened 
‘for’ or ‘to’ patients, who played no 
active part in the research process. In 
recent years, however, there has been 
a shift in research practices. Patient 
involvement in research, also known as 
Patient and Public Involvement (PPI), is 
increasingly recognised as a valuable 
part of healthcare research. Rather 
than ‘for’ or ‘to’, research is now ‘with’ 
or ‘by’ the patient.

In PPI, patients are treated as research 
partners rather than simply recipients. 
The patient’s perspective on the 
research process is invited and can 
influence the direction taken by the 
research. Living with the condition 
being studied allows patients to 
offer unique and personal insights 
at all stages of the process, from 

planning and design of the study to 
communicating the results.  

THE CHALLENGES OF PPI
While most researchers recognise 
the potential value of PPI, actually 
achieving this potential in practice can 
throw up many challenges. For many 
scientists, embracing PPI requires a 
shift in mindset. Some researchers 
believe that “science is for scientists”; 
perhaps understandably, a scientist who 
has dedicated years to their chosen 
specialism may struggle with the idea 
of sharing ownership of their work with 
a non-expert. 

There is also the issue of identifying 
exactly what contribution is requested 
or expected from the patient: is it 
solely their experience of living with 
the disease or condition? Or could they 
offer more? How should patients be 
selected for participation – should the 
researcher aim for patients who are most 
representative of the patient population, 
or should those who are most willing or 
able to contribute be selected?

PPI represents a relatively new way of 
working. As such, some institutions may 
not have the right support in place for 
researchers to make best use of PPI. 
Project leaders may need guidance on 
how to involve the patient. Even simple 
things such as ensuring the patients are 
included in project meetings can require 
careful planning. Finally, both scientist 
and patient may need to learn how 
best to communicate with each other 
to get full benefit from the partnership. 
Most patients will not have a scientific 
background or be familiar with the 
research process, creating a ‘language 
barrier’ that must be overcome.

Patients as partners in research 
– The challenges for researchers 
of patient involvement 

Modern clinical research 
often includes Patient and 
Public Involvement (PPI), in 
which patients play an active 
role in the research process. 
While the benefits of PPI 
are well recognised, little 
attention has been given to 
the challenges researchers face 
in implementing it. Recently, 
Professors Mogens Hørder 
and Marie Konge Nielsen of 
the University of Southern 
Denmark set out to discover 
the challenges researchers 
face in PPI, the effect of PPI 
on the research process, 
and, crucially, the support 
researchers need in order to 
achieve the full potential of 
patient involvement.

Health & Medicine ︱
To better understand some of the 
challenges of PPI from a researcher’s 
perspective, and to seek solutions 
to potential problems, Prof Mogens 
Hørder and Prof Marie Konge Nielsen 
of the University of Southern Denmark 
scoured recent literature on the 
subject. Their aim was to answer three 
questions: what challenges and barriers 
do researchers face in PPI? What are 
some of the effects of PPI on well-
established research practices? And 
what support do researchers need?

HOW DOES PPI AFFECT THE 
TRADITIONAL RESEARCH 
PROCESS?
Most scientific, medical and clinical 
research follows a well-established 
path. The traditional research process – 
which includes, for example, generating 
a hypothesis, designing a study, 
collecting data and analysing results – is 
robust and reliable. While incorporating 
PPI does not mean that this process 
will be overturned, it does mean that it 
might be approached in new ways. 

In PPI, the patient’s perspective informs 
the research goals. When researchers 
are open to this, the view of the patient 
can steer the direction of the research, 
reveal overlooked issues, influence 
study design – and, crucially, ensure 
that the outcome is patient-centred. 
This has been particularly successful in 
arthritis research, in which patients have 
driven a new focus on quality-of-life 
measures such as chronic fatigue and 
sleep problems. 

Prof Hørder and Prof Nielsen found 
that, according to many researchers, 

the potential of PPI varies according to 
the type of study. While PPI might be 
smoothly included in clinical research 
– in which there has always been 
patient involvement, even if only as 
research subjects – it is less relevant to 
basic research (which seeks to expand 
knowledge, rather than lead directly to 
a new treatment, for example). 

While the success of PPI may vary from 
project to project, most researchers 
expressed a view that they are 
themselves changed by the process. 
For example, working closely with 
patients can force researchers to 
discuss their work in more accessible 
language, avoiding scientific jargon. 
As a result, researchers improve their 

While most researchers recognise the 
potential value of PPI, actually achieving 
this potential in practice can throw up 

many challenges.

Mogens Hørder & Marie Konge Nielsen

The PPI partners – the patient and 
researcher – should be supported 
by third parties (blue).

Patients have always played an active role in clinical research, often as research subjects (left). In basic research, however, patient involvement has – so far – 
been less relevant (right).
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Behind the Research
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In your opinion, what factor is most important in 
helping researchers to tackle the challenges of PPI? 

 Of major importance is to get started, to gain 
experience with PPI, to ensure feedback from patients 
and to share experiences among colleague researchers: 
“The researcher does not know what she does not know 
until she has asked the patient.” (Kristina Staley). 

Nielsen, M.K., Sandvei, M., and Hørder, M. (2018). 
Forskerens perspektiver på patientinddragelse i forskning. 
Ugeskr Læger, 180, V06180416.
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Finally, researchers agree that 
institutions should offer practical 
support for PPI. This could involve 
extra financial support – in meeting 
patients’ transport costs, for example 
– and help with budgeting. Institutions 
could also take responsibility for 
ensuring diversity in PPI: in the ethnic, 
cultural and educational backgrounds 
of participants.

THE FUTURE:                       
PATIENTS AS PARTNERS
If PPI is to have value, the commitment 
of the researcher is key. There are 
many challenges for the researcher 
in successfully implementing PPI. 
Prof Hørder and Prof Nielsen believe 

that, as yet, 
these challenges 
have received 
little attention. 
To overcome 
problems and 
sustain the 

motivation of both researcher and 
patient participant, the support of the 
institution is crucial. 

With the right support in place, 
researcher and patient will be able to 
work together in a constructive and 
mutually beneficial way. At its best, 
this collaboration will contribute to 
new scientific discoveries. A positive 
experience of PPI will lead the 
researcher to develop new skills and 
a richer level of experience, thereby 
enhancing the value of their future work.  

While the researcher leads the project 
– and takes overall responsibility – it 
is important that the roles of each 
participant are clearly defined. 
This should be done as early in the 
project as possible, so that realistic 
expectations can be set. With the 
support of their institution, researchers 
could even consider written ‘job 
descriptions’ for both themselves 
and patient participants in order to 
clarify roles. Another possibility is 
for researchers experienced in PPI to 
guide and mentor those who are new 
to the task. 

Both researchers and patients may 
need training in PPI. For the patient, 

this could cover the fundamental ideas 
of the research process: that research 
builds up knowledge that is based 
on data, that methodology is based 
on certain principles and theoretical 
assumptions, for example. For the 
researcher, training in communication 
– which could cover everything from 
discussing methods and results to 
chairing meetings – is likely to be 
beneficial. Researchers and patients 
could even participate in training 
together, which would help to build 
their relationship.

ability to share their work with a  
wider audience. 

Prof Hørder and Prof Nielsen believe 
that researchers return to one question: 
“How will involving patients affect my 
project?” There is no single answer 
to this question. PPI will impact the 
research process of each project in a 
slightly different way. Nevertheless, PPI 
will likely reveal new issues or problems 
to consider – and perhaps solutions to 
investigate by research, as well. 

WHAT SUPPORT DO  
RESEARCHERS NEED?
It is clear that there is no ‘one-size-fits-
all’ approach to incorporating PPI in a 
project. However, 
there are a few 
common factors 
that are important 
in successful PPI 
– and institutions 
should ideally have 
the proper support in place to allow 
researchers to address these points. 
First, patients should be involved at 
an early stage in the research process. 
This allows patients to understand and 
influence the aims of the project at the 
planning stage. It also enables them 
to have a sense of ownership over 
the work. Second, researchers should 
ensure that patients understand how 
and why their contribution is valuable. 
If addressed properly, these factors will 
strengthen the collaboration between 
patient and researcher.

PPI will likely reveal new issues or 
problems to consider – and perhaps 
solutions to investigate by research.
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For successful PPI, both researcher and patient may need training. For the patient this may include familiarising themselves with the fundamental 
ideas of the research process. 
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