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Patient and Public
Involvement:
A vital part of healthcare research

M

odern healthcare research
is centred on the patient.
Rather than the traditional
approach, where research has been
about doing things “to” or “for” the
patient, investigators increasingly try
to make patients a part of the research
process, so that it is carried out “with”
or “by” members of the public. This
idea is reflected in the concept of
Patient and Public Involvement (PPI),
which is now an integral aspect of much
healthcare research.
PPI in clinical studies allows service
users – who can include patients, carers,
family members and members of the
public – to be involved in research that
could directly affect their healthcare.
Patients and the public can potentially
be involved in all stages of the research
process, from planning and designing
the study to communicating the results
of the project. Most large funders now
require researchers to consider PPI as a
key part of their project planning. Many
research grant funding panels include
PPI members on an equal basis with

healthcare professionals and scientists.
PPI: AN INTEGRAL PART
OF THE RESEARCH PROCESS
Although PPI is an essential part of
modern healthcare research, it can still
be difficult for researchers to work out
exactly how to incorporate PPI into
their projects. Unfortunately, this can
lead to only token attempts to address
PPI. Given the significance of PPI to
patients, and the potential benefits to
clinical research, it is important that
investigators have the tools to properly
include PPI in their work.
At the University of Nottingham,
Professor Roshan das Nair and his
colleagues carry out research into
multiple sclerosis (MS). MS is a disease
that can affect the brain and spinal
cord, causing symptoms ranging
from fatigue and muscle stiffness to
problems with vision, cognition, and
walking. MS is a chronic condition
that is most commonly diagnosed in
younger adults in their 20s and 30s.
There is currently no cure.
Professor das Nair and his team have
established a PPI group that specifically
focuses on MS research. The group is
chaired by Dr Clare Bale. Dr Bale was
herself diagnosed with MS in 2007,
and also has family members with the
condition. As well as chairing the PPI
group, Dr Bale is a co-investigator on
several important research projects.

Patient and Public Involvement allows a
wider range of voices to be directly involved
in research.
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The approach taken by Professor das
Nair and his colleagues, of making PPI
an integral part of the research process,
has received excellent feedback. In
particular, numerous research grant
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Patient and Public Involvement,
or PPI, is an essential part of
modern healthcare research.
Patients are the only ones who
truly understand what it is like
to live with their condition and
can therefore offer a uniquely
valuable contribution to
research. At the University of
Nottingham, Professor Roshan
das Nair and his colleagues
have established a successful
PPI group for multiple sclerosis
research. The group ensures
that service users, including
patients and carers, are
involved at every stage of the
research process, from project
planning to communicating
results to the public.

Consultation meetings chaired by a PPI
facilitator allow researchers to focus their
work and make it more relevant.
The team use focus groups to collect feedback.

reviewers have commented on the
policy. For example, one reviewer said
that, “the team in Nottingham have
clearly established an excellent working
relationship with their PPI group and
their endorsement of this proposal is
clearly evident.” A member of another
committee was so impressed by the
study that they planned to alert their
own institution’s PPI team to the work
done at Nottingham, as they felt that
it was an excellent example of how PPI
could successfully be integrated into
research. A third reviewer noted that,
“with some grant applications, the PPI
plans feel no more than box ticking. That
is certainly not the case with this study.”

for example, patients expressed
the belief that providing emotional
support at the point of diagnosis is
extremely important. The team were
then able to consider this factor in
their research design.
To develop the PrEliMS emotional
support intervention, the team
received input from 29 people with

MS, 12 carers/family members, and 24
clinicians and MS Society volunteers.
These consultation meetings were
facilitated by Dr Bale. The research
team provided the group with
information they had collected from
other international research studies and
from their clinical colleagues, but it was

Patient and Public Involvement (PPI)
is now an integral aspect of much
healthcare research.

PATIENT-FOCUSED RESEARCH
One particular example of
Nottingham’s PPI work is a project
called PrEliMS (PRoviding EmotionaL
support In MS diagnosis.) This project,
funded by the MS Society, is led by
Professor das Nair, with Dr Bale and
Dr Topcu as co-investigators. PPI
is a key focus at every stage of the
research, from developing the
funding proposal to evolving the
intervention and monitoring progress
of the study.
Feedback from people living with
MS helped to shape the research
questions addressed by the project;

MS is a chronic condition that is most
commonly diagnosed in younger adults in
their 20s and 30s.
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Behind the Research

Involving patients in the development of
research helps ensure that it is relevant.
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Detail

the PPI group that enabled the team to
make it relevant for people with MS in
the UK. The draft intervention was then
taken to another smaller PPI group to
refine it further. This shows the active,
rather than passive, role allocated to PPI
at all stages of the research process.
Dr Bale provided advice and guidance
at all stages of the PrEliMS project.

invited to give feedback at various stages
of the project, so that PPI is not neglected
as the study evolves.
AN ONGOING COMMITMENT
TO THE PATIENT
For those patients and their families
who choose to participate in PPI, the
experience does not end as a particular
project concludes. Rather, Professor das

The real-life experience of living with MS
is something only the patient can truly
understand and describe.
Her role included attending research
team meetings, helping to identify
useful research materials, providing
feedback on all patient-facing
material (like information sheets) and
preliminary findings, and co-ordinating
communication with other service users.
In an interview with BBC Radio
Nottingham, Dr Bale summed up
the importance of the involvement of
patients and other service users in PPI. “If
you are a lay person, an individual, part
of the public, involved in these projects,
you can help the researchers to hold a
mirror up to themselves and just check
whether they’ve got a grasp on the real
experience of people and whether things
are useful,” she said. It is important that,
as in the PrEliMS project, service users are
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Nair and his team aim to continue to
build close, ongoing relationships with
MS patients, their families and carers.
Indeed, PPI members are trained to
share the research findings more widely.
Through their own MS PPI group and
via the MS Society, they aim to produce
useful findings that can one day be put
into practice, either through the MS
Society or the NHS.
Patients are always encouraged, and
very welcome, to become involved in
PPI. Understandably, some might be
hesitant, perhaps wondering what value
they can offer to academic research.
Dr Bale hopes to reassure patients that
their unique perspective on living with
MS is essential to successful research.
“You can ask anything, you can say

anything, there’s no right or wrong, you
don’t have to have a PhD in neurology,
everybody’s contribution is really
useful,” said Dr Bale.
Dr Bale also encourages patients to
seek out good quality information from
organisations such as the MS Society. This
will help patients to have confidence in
the value of their own knowledge and
experience, which could be an important
contribution to research through PPI.
“You’re the expert on you,” says Dr
Bale. “Find out what your options are,
ask questions, and be prepared to say
no – or not yet – and be prepared to look
for information out there.”
REAL-LIFE EXPERIENCE
IS IRREPLACEABLE
The real-life experience of living
with MS, or any other health condition,
is something only the patient can truly
understand and describe. For this
reason, PPI is now, and will continue
to be, a crucial part of healthcare
research. The effort devoted to ensuring
PPI is integral to the research process
by Professor das Nair and his colleagues
has already proven to be worthwhile.
This is reflected in the positive response
from service users, as well as from
grant reviewers and others with a stake
in healthcare research. As one grant
reviewer commented, the team at
Nottingham have thoroughly embraced
the value of PPI.
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Personal Response
In your experience, how has PPI in MS research
benefited the patient?
Patient benefit is at the heart of all our research.
To achieve this goal, we start and end with patient
involvement, because without their input, research risks
asking irrelevant questions resulting in meaningless
outputs. There are clear cost and ethical implications for
such endeavours. The Nottingham MS Research Group
has enabled over 50 people with MS to better engage
in research. The MS PPI group gets to learn about all
the new projects that they may wish to participate in,
which may lead to direct patient benefit. They also get
to shape the research they want to take part in, which
they recognise may not directly benefit them, but they
feel is vital to improved patient care for the future. If
anyone would like to be involved in our MS PPI group,
they can email msppi@nottingham.ac.uk. 
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