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Abstract

COVID-19 and its aftermath highlight the importance of patient self-care
and involvement in monitoring and improving their health. Resources
to guide this are essential.

Our objective was to create a web-based patient education tool, to
facilitate patient education and empowerment for people with epilepsy,
multiple sclerosis and Parkinson’s disease, available without cost to
patients, carers and clinicians.

This project was conducted within community and secondary neur-
ology services. Patients and their carers were involved in designing,
reviewing and revising the tool, as equal partners with clinicians and
digital engineers.

A web-based design template was developed with graphics and
links to enable patients to create personalised plans. Participants are
patients, carers, clinicians (neurology consultants and specialist nurses),
neurological charities, the London Neuroscience Clinical Network, NHS
England and Shift.ms (a service design team with experience in creating
digital services for individuals living with neurological conditions).
Shift.ms conducted in-depth interviews. Clinicians used evidence from
personal and PubMed databases. Shift.ms analysed and co-ordinated
the responses, and designed the pilot tool.

Confidence College provides a delivery model for patient educa-
tion relating to multiple sclerosis, epilepsy and Parkinson’s disease. It
requires follow-up evaluation regarding uptake.

This web-based accessible patient empowerment tool has no limit
on recurrent use, low maintenance costs and no additional costs in
up-scaling the number of users. It is ideally suited for use during and
after the COVID-19 pandemic.

medical conditions, affecting an estimated 1 billion people

worldwide. Of the 10 million in the UK, approximately 300,000
have active epilepsy, 137,000 have Parkinson’s disease, and 85,000
have multiple sclerosis (MS) [1]. Their burden outweighs their point
prevalence, as reflected in measures such as disability-adjusted life years
(DALY); for example, MS is the leading cause of non-traumatic neuro-
logical disability in young adults [2]. There is a significant treatment gap,
widened since the pandemic [1]. A World Health Organization (WHO)
survey of 155 countries found that almost half of the patients with
chronic diseases missed their regular medical care and medications
since COVID-19 pandemic began [3].

Patient empowerment enables people to gain control over deci-
sions and actions affecting their health. It emphasises self-efficacy,
self-awareness, confidence, coping skills and health literacy [4]. It
aims to maximise quality of life and treatment effectiveness and is
an important aim for both ethical and economic reasons: treatment
non-adherence costs the Healthcare system in the United Kingdom
alone an estimated $500 million per year [4], and these figures are
echoed throughout the world.

Patient empowerment is primarily achieved through education and

Neurological disorders are amongst the most common chronic
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communication. Coaching and facilitated support groups improve
outcomes and are part of development aims of government healthcare
schemes. Increasing patient empowerment in a cost-effective and
sustainable way is challenging, as it is difficult and costly to test and
upscale potential methodologies. In neurology, barriers to face-to-
face educational programmes include disabilities, mobility problems,
employment, transport and mood, and currently the restrictions associ-
ated with the pandemic [3]. Telemedicine is now used in more than 60%
of the world, and use of online resources during the COVID-19 pandemic
potentially helps vulnerable individuals to receive care and education
without compromising safety.

This project developed online modules to increase accuracy and
depth of patient knowledge, designed to enable them to tailor indi-
vidual health plans with clear goals. Developing evidence-based and
user-friendly online patient-focused modules is time-consuming, and
depends on collaboration between users and providers. This article
outlines the process involved in producing these for three long-term
neurological illnesses: multiple sclerosis, epilepsy and Parkinson’s
disease.

Multiple sclerosis

Surveys of MS services by University College London partners (an
academic health science network) highlight regional variations in stan-
dards of care and treatment gaps [5]. Individuals with MS, carers and
families expressed a desire to improve their confidence in self-manage-
ment but lacked the necessary tools. Confidence College evolved
from this need, in collaboration with the London Neurology Network.
Face-to-face courses are expensive in time and resources and are not
accessible to all, especially during the COVID-19 pandemic. Online
education offers universal access, and flexibility around employment,
transport, and family commitments in this generally young popula-
tion. The project was extended in a second phase to epilepsy and
Parkinson’s disease.

Epilepsy

Roughly 19-44% of patients with epilepsy are non-adherent to treatment.
This increases mortality risk threefold, and increases health costs.
Past attempts to improve adherence targeted Applications and e-pill
boxes, but forgetfulness is the problem in only 24% of patients. Other
factors include perceived unaffordability, underestimating the need
for medication, and side effects. An in-depth survey in patients with
epilepsy highlighted knowledge gaps, with only 50% aware of sudden
unexpected death in epilepsy, and 38% aware of status epilepticus. A
greater awareness of the importance of medication adherence (98%)
and seizure triggers (84%) suggests a major cognitive dissonance.
Solutions to address this education imbalance require an interactive
process. The Modular Service Package Epilepsy (MOSES) is an innova-
tive comprehensive group educational module for epilepsy. A random-
ised trial in Germany showed it reduced seizures in participants [6]. In
the UK, qualitative benefit was demonstrated but there were difficulties
with attendance, memory and concentration [7]. Online interactive
educational resources aim to reduce these barriers.
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Figure 1. Development process.

Parkinson’s disease

Parkinson’s disease is highly variable, so information is required on the
many features and management strategies. While a holistic, multidisci-
plinary approach is desirable, a minority of patients have access to such
care. Qualitative research suggests that many healthcare professionals
consider selfmanagement in Parkinson’s disease as important but identify
barriers such as lack of resources [8], and research in this field is currently
limited [9]. Face-to-face self-management courses are available through
charities and peer-support. However, these have limited reach, depending
on local availability, are not suitable for all, and are time limited.

Methods

Confidence College is a collaboration between NHS England, Shift.ms (a
technological company developing patient-centred educational tools)
and NeuroResponse® (a digital health community interest company) for
the original MS work.

The development process was iterative, led by clinicians in each
specialty, and involved reviewing the clinical information, individual
interviews with patients regarding their chief concerns and information
needs, and multi-disciplinary focus groups (Figure 1). Three topics for
each condition were chosen for this pilot and developed into modules.

Results
Confidence College is accessible through
http://www.confidencecollege.org.

Multiple sclerosis

Is it a relapse?

Approximately 85% of individuals with MS present with relapses.
Symptoms vary in presentation, severity and impact. They include
weakness, visual disturbance, fatigue, cognitive problems, and any
other symptom associated with MS. Relapses may have a major impact
on family and colleagues. 67% of employed individuals require sickness
leave, and 66% need additional support for routine daily tasks [10].
Relapses may occur with no precipitating factor and the speed and
extent of recovery is often unpredictable, causing uncertainty.

It can be difficult for both individuals with MS and clinicians to
identify a relapse. In this module, individuals and their families learn
the definition of a relapse, how to self-monitor and how to differentiate
between transient changes in background symptoms and an acute
event. This section empowers patients to recognise features of a relapse
and feel confident to report them to clinicians.

Know your

Bladder

Watch our films that teach you about the
bladder, Urinary Tract Infections and MS.

Figure 2. Visualisation of online modules for MS patients.

Know your bladder

Urinary tract infections are recorded in 13%-80% of patients with MS.
They are amongst the top three reasons for hospitalisations in MS,
accounting for 30%-50% of all in-patient admissions [11].

Recognising UTI symptoms in a person with MS can be difficult
since typical symptoms may be absent and the presentation may be
non-specific malaise. Symptoms suggestive of UTI in the general popu-
lation (urinary frequency and incontinence) may reflect chronic lower
urinary tract dysfunction and not signify infection.

The aim of this module is to promote adequate fluid intake, increase
early detection of UTIs, use of a urine dipstick, and improve confidence
in reporting symptoms to clinicians.

Better plans, better care

This section is shared across all three conditions and aims to empower
patients by equipping them with confidence to express their needs to
clinicians. It emphasises the need for individuals to identify personal
goals that are unique and reflect their values. This potentially allows
patients and carers to use their community and hospital consultations
to maximum advantage.

Epilepsy

Living Well
This module gives illustrative information about what an epileptic
seizure is, what happens to an individual with epilepsy, and what they
can do to improve their epilepsy and care, in terms of lifestyle and
medication.

It enables patients to develop their understanding of why and how
seizures develop. This potentially reduces patients’ anxiety, particu-
larly about the unpredictability of seizures. Better understanding
seizures can have a positive impact on managing epilepsy, such as
enhancing treatment adherence and reducing emergency depart-
ment visits.
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Mind Matters

The second module discusses links between
epileptic seizures, mood and behavioural
changes, and offers ways to cope with
unpleasant thoughts.

Better plans, better care

Here, the care planning documents are discussed,
allowing people to individualise them, ask the
most useful questions at their neurological
reviews, and establish epilepsy goals.

Parkinson’s disease

Living Well

This module has three sub-sections. The first,
“What happens to the brain?” provides an
illustrated overview of Parkinson’s disease,
explains the motor and non-motor symptoms,
and the unique disease impact experienced by
individuals. The second, “Parkinson’s profile”,
provides a template for individuals to create a
structured record of their own illness, starting
with how Parkinson’s affects them, and factors
that worsen and alleviate their symptoms. The
third, “What can 1 do?”, highlights evidence-
based variables that patients can influence:
medication, lifestyle and exercise. The aim is
that patients become expert in understanding
their condition, including differentiating
between Parkinson’s symptoms and treatment
side-effects.

Mind Matters

Mood is affected in at least 30% of patients [12].
This section, based on cognitive behavioural
principles, focuses on understanding mood
and unpleasant thoughts. Links to free online
resources are provided to help patients and
their carers formulate improvements.

Better plans, better care

This contains templates for a personal descrip-
tion of the patient’s life, and their goals, with
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the aim of personalising treatments and consul-
tations.

Discussion

Confidence College is a collaboration between
patients, carers and neurology clinicians,
government and charities. It has developed
online tools to support self-management in
three neurological conditions: multiple scler-
osis, epilepsy and Parkinson’s disease.

As part of the next stage of development,
links to Confidence College will be offered to
charity and NHS organisations, with the aim of
embedding it into patient resources.

Conclusion

These tools facilitate patient empowerment
by enabling individuals to gain a greater
understanding of their condition, and through
creating personalised health plans.

The use of Confidence College allows
patients to prepare for consultations, or carry
out in their own time and will not add to the
length of consultations. Gathering data on
usage is part of the next stage of the research.

Practice implications

This approach has the major advantage of
having potential for wide scale use without
additional costs: the structure and contents are
enduring as it is hosted by NHS England but is
available to all. It focuses on self-management
of the most significant issues among people
with chronic neurological conditions, rather
than on new treatment development. These
modules are however pilot tools and require
long-term testing with a wide representative
population to establish utility and impact on
care and can be developed further. Future
developments may involve adding other topics
identified as valuable by the user community.
If proven to add value, Confidence College
could provide a template for such tools in other
disease areas.
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