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2020 – The Year the World Changed and the Evolving
Role of Medical Communication Professionals

Topics such as the long term effects of COVID-19 on medical
publishing, resulting in the increasing use of preprint servers, and
the need for extra vigilance when data is disseminated rapidly,
which can lead to issues with reproducibility and lack of data
access, highlighted a key theme of this year’s meeting – that of
open science providing more guidance in such a rapidly
evolving space is an area that ISMPP hopes to circle back
to in the coming months.

open
science
Unsurprisingly, the need for enhanced use of technology and how
to tell – and deliver – a clear story to diverse stakeholders were
highlighted as important themes for medical communicators to
get to grips with. Interestingly, and perfectly highlighted by the
current pandemic, the need to improve the pace of sharing medical
research with Health Care Providers (HCPs) and patients,
rapidly, transparently and credibly – was discussed.
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Even before the first session started, there was no doubt
that we would discuss the impact of COVID-19 on scientific
communications in particular and our lives in general.
Catherine Skobe, Chair, ISMPP Board of Trustees and Senior
Director, Publications Innovative Solutions Lead at Pfizer, and
Todd Parker, Vice President, Managing Director, MedThink
SciCom and Chair Elect, ISMPP, kicked off the meeting with
an impactful scribe animation focused on The Future of
Medical Communications, highlighting many of the themes
we would return to.

credibility and
integrity
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Distilling data into a format that resonates with HCPs and other
audiences, adapting to a more virtual environment and, for example,
moving beyond a traditional poster format that is not bound by
the same limitations as a physical space were all areas highlighted
in the three day meeting. Imagine how the virtual congress
experience can evolve…
The role of scientific communication professionals has certainly
expanded in recent years, and this is set to continue; while publications
themselves will always be a key focus, omnichannel communications
is where the field is going, sharing relevant information with the right
audience in the most appropriate format.
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Open Access, Data Availability, and Taking Further
Steps Towards Open Science
KEYNOTE SPEAKER: Niamh O’Connor,
			
Chief Publishing Officer, PLOS
Niamh O’Connor discussed PLOS as a key instigator in the Open
Access movement and its journey towards Open Science at the Day
1 Keynote session entitled “How the open research paradigm will
impact next generation research dissemination”.
Open Access means methodologies, algorithms, codes, and research
data are published and free to read and to reuse under the CC-BY
licence by anyone and everyone without restriction. It was noted
in the discussion that industry-sponsored research continues to be
trusted less and while attributions and disclosure statements are
being used, we must help people understand and interpret them.

There is approximately

25% citation advantage
for papers published in BMC and PLOS
journals where the data were made
available.

At all PLOS journals, authors now have the option of publishing
the actual peer review and their responses alongside their
accepted manuscripts. These are citable via a DOI, provide
transparency of the review process and aim to give all those
involved appropriate credit. Reviewers are informed up front
that their comments may be made publicly available and are
given the opportunity to opt out. Niamh O’Connor reported that,
“We see across our portfolio of journals about a 39% take up so
far, but it’s much higher in journals like PLOS Medicine where
we see about 56% of authors choosing to have reviews of their
papers published.”

Open Science means thinking more broadly as research is shared
and developed through collaborations and everyone is able to see
the whole development process. It allows open inquiry which Niamh
highlighted is ‘at the heart of scientific enterprise’.
Data availability is an incredibly important aspect of Open
Science: mandating data availability statements in all published
manuscripts resulted in an approximately 25% citation advantage
for papers published in BMC and PLOS journals where the data
were made available.
PLOS now also publishes study protocols and, since the beginning
of this year, PLOS One and PLOS Biology, working closely with the
Center for Open Science, also publish registered reports. These are
submitted for peer review and given a provisional acceptance. If the
research is carried out as intended, the research will be published
regardless of the outcome or significance of the findings – so there isn’t
really an excuse for not publishing any more.
COVID-19 research has seen a rise in the number of articles posted
in preprint servers, (e.g. https://www.biorxiv.org/;
https://www.medrxiv.org/). Preprints allow findings to be made
publicly available without having to wait for the whole journal
process. They are, however, not peer reviewed and are not there
to inform clinical practice but should be considered a part of the
research process. Discussions are under way on how preprints

might be peer reviewed and validated, in which case, their use
in clinical practice may change. In parallel, with the increase in
volume of COVID-19-related publications, there has also been a
rise in the numbers of retracted articles due to the lack of visibility
of the research data. PLOS and other publishers are collaborating
to explore the pooling of peer reviewers with relevant expertise
to ease the pressures on that community and increase timely
sharing of data.

And finally, Niamh discussed equity and inclusion as the next
steps along the path of Open Science: while the current model
where the funder pays for the research and the resultant
publication has brought many benefits, there are also unintended
consequences. These include increased costs for funders,
especially for research-intensive academic institutions, and those
in industry who need to publish with a CC-BY licence, to those
with limited funds, particularly career researchers and those in
developing countries.
The future for Open Science is one where we can all participate in
ensuring transparency and greater access to useful information to,
in Niamh’s words, “speed discovery and innovation, and really bring
increased benefit to society as a whole.”
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So how can Aristotle help? Lisa focused on four principles that
Aristotle discussed.
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As publication professionals, we can help navigate common challenges,
such as authorship, with compassion and credibility with, as Lisa terms
it, ‘practical wisdom’. So what are a few of the practical applications
for us today?
One of the key challenges we face, especially in 2020, is the pressure to
advance science and release information with the unwelcome potential
for misinformation – it’s challenging today more than ever because
people want an exact answer. The key is to try to avoid the melodrama
and stay focused on the science. Channel your inner Fauci.
Right now, it is obvious that we are in a rapidly evolving and
preliminary scientific space as a result of COVID-19 and we need
to share information quickly. Sharing early has benefits to scientific
exchange meaning everyone can see if something is going on and
adjust their thinking accordingly and in this scenario, the focus on open
science / open peer-review / open data, makes a lot of sense.
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Lisa discussed how this dichotomy comes from melodramatic
thinking, which informs global popular culture and where there
is a clear definition between ‘good and evil’ and leaves little room
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It’s not every session you attend that you hear about classical
authors such as Aristotle and melodrama, but this was the heart of
Lisa’s talk on medical rhetoric sprinkled with practical wisdom in
medical publications. It’s not a surprise that the world of medical
publications is rapidly changing – new audiences, new branches
of science, different ways of looking at data such as RWE, the
increasing need to use plain language and the impact of social
media and science literacy are all impacting how we communicate
complex science. For example, the simple word ‘Safe’ to a scientist
can mean many things depending on the context and phase of
development, but to the vast majority of people in the world, safe
means one thing – 100% safe.

for scientific discourse and challenge. We only have to think of the
challenge of explaining COVID-19 and the likelihood of infection on
the news each day to see this theory in action.
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MODERATOR: Todd Parker, Vice President, Managing Director,
MedThink SciCom
FACULTY:
Lisa DeTora, Associate Professor of Writing Studies
and Rhetoric, and Director, STEM Writing,
Hofstra University
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Using Medical Rhetoric to Enhance Scientific
Communication in an Open World

In summary, scientists and publication professionals use these principles
daily – we work with the best intent, with knowledge and understanding
of our field, with the skills and professionalism, supported by global
standards such as GPP, ICJME, and COPE, to ultimately better ongoing
scientific exchange and improve the lives of others.

pr

Lisa’s parting advice on the perennial challenge of authorship – Ask!
Don’t tell. A few open questions to understand their point of view
can make a real difference in agreeing on appropriate authorship and
help deal with potentially difficult conversations.
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I’m an Editor – Ask Me Anything!
MODERATOR:	
Kelly Soldavin, Medical Editor, Current Medical Research
& Opinion, Taylor & Francis Group
FACULTY:
Niamh O’Connor, Chief Publishing Officer, PLOS
Caroline Halford, Digital Publishing Manager,
ADIS / Springer Health
Alan Moore, Sales Director, Wolters Kluwer
Shawn Morton, Senior Editorial Director,
Health Sciences, Wiley
Asking an editor anything is always fun! And many of us did!
Questions ranged from open access, through preprints, to novel
enhancements. Here are a few links and suggestions we thought
were particularly relevant.
• Niamh highlighted that the ability to reuse data (credited
of course!) is really important. Publishing, as part of the
research process, should be funded to increase speed of
discovery and be available to all. She highlighted a helpful
collaborative resource that helps us understand how
genuinely ‘open’ research journals truly are: SPARC
• Caroline spoke about predatory journals and highlighted the
fact that predatory is just not going away. There have been
more incidences in last few years, with predators trying to
replicate the brand, names and colours of established nonpredatory publisher sites. Use the Think Check Submit site
and the Directory of Open Access Journals to check!
– Lastly – if you see a PayPal link it should be an immediate red
flag – ethical publishers will not ask for payment upfront!

•

Caroline and Kelly highlighted a number of pitfalls to be aware of:
– Being realistic about appropriate journal choice for
submission remains an area of some discussion with authors.
It is important to be aware that many organisations’ good
faith effort to publish are solely focused on the top-tier
journals such as NEJM, Lancet and BMJ. We should not
forget that there are journals that will publish all studies,
even negative trials, if the research is sound.
– The prospective registration of clinical trials remains
an issue – many trials submitted for publication are
unregistered even if it’s mandated by the journal – so do
check the guidelines have been followed!
– COPE provides guidance on ethics review by an IRB. This is
no issue for a standard clinical trial, but it also applies to any
trial with human data included such as market research or
survey studies and those using wearable tech.
– Lastly – remember many authors unintentionally selfplagiarise. Be careful when publishing subsets of data from a
previously published study to ensure that you are not using
the same language, as this may be a red flag to much of the
software that journals use to detect plagiarism.
– Good quality pre-sub enquiries are highly recommended
to get a quick answer on interest. Do remember that if they
are vague or top line then it is hard for publishers to provide
appropriate advice. At a minimum, include the title, authors,
drug, MOA, comparator, and any published context

•

•

•

or even just an abstract of the purpose of the publication.
These are all needed, especially for reviews, and ideally
publishers would like a full draft!
Alan’s key advice – read the instructions for authors and then
follow to a tee! Editors will not accept any exceptions to the
rules and some publishers are now looking to AI to check a
manuscript submission and ensure that it complies before
they read a word.
– Answer all reviewers’ comments! If you believe they have
not understood something, be polite and just explain –
being irritable with a reviewer is not recommended!
– Talk to publishers when data delays happen as they
can often find a good home for a paper (although not
necessarily in the specific journal that you want, especially
if dates have slipped).
Sean highlighted that there is a general movement to make
manuscript submission simpler and more interactive – papers are
increasingly read on machines so the classical format sometimes
doesn’t matter: COVID-19 is accelerating this.
Caroline discussed the fact that digital enhancements are definitely
on the uptick. The most popular?
– Talking heads
– Graphical or video abstracts – video abstracts can increase an
article score on altmetrics by 106% and the access stats by 88%
– Plain language summaries
– Audio slides
– Survey studies combined with infographics.

Video abstracts can increase an article
score on altmetrics by 106% and the
access stats by 88%
•

•

•

•

•

Quantitative evidence shows that papers with digital
enhancements were downloaded far more than those that don’t
have them – but as Kelly highlighted, being able to find them
can be a challenge. They should not be behind a paywall!
On the subject of Plain Language Summary (PLS), although
there needs to be consensus on what a PLS should look like to
be indexed on Pub Med, there are various mechanisms to tag a
PLS correctly and such abstracts are now being added (as long
as they are one paragraph of text) just below the regular abstract
on Pub Med Central
Niamh outlined the increasing pressure on peer reviewers and
discussed some ways being explored to alleviate this. Looking at
panels across publishers and journals to enable reviewers to review
less number of times – a portable review that can be transferred
from one to another if they are rejected and resubmitted
Alan highlighted they have seen a huge increase in podcast
submissions on COVID-19. These are useful to address defined
subjects in about 5–7 minutes
And on the subject of podcasts, Caroline highlighted that
podcast articles are here and the manuscript is the transcript
of the podcast. While there is a way to go as both transcription
and the peer review process for this type of submission needs
to be refined, they definitely are coming
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Individualizing Communications:
From Concept to Impact
FACULTY:

Denise Bonen, Senior Scientific Director,
Complete HealthVizion
Heather Abourjaily, Head of Global Medical
Communications – Pipeline, Vertex Pharmaceuticals
David Hogben, Director, US Region, and Global
Multichannel, Complete HealthVizion

As medical writers and medical communication professionals, it is our
responsibility to ensure that complex scientific and medical information
is presented to the community in an accurate and easy-to-digest way,
so that it is accessible to all. This is especially important in an age of
abundant medical knowledge and pervasive fake news.
“A good story will never be forgotten.” Powerful storytelling stimulates
changes in the brain that activate emotional and rational responses
that ultimately impact behaviour. Data and information alone are not
enough – we need to connect with our audience on a human level to
address the gap between what we know happens in the real world and
what happens in evidence based clinical practice.
It is important to use a compelling narrative in all forms of medical and
scientific communication, from abstracts to medical booths – set the
scene to engage the reader, present the conflict, the unmet medical
need or clinical issue, and do so by evoking an emotional response:
what is at stake for the patient? What is important to them? The
middle of the narrative should present the methods used to solve the

problem, followed by the rational discussion of the data, and close with
a commitment, a resolution of the conflict, and an emotional outcome
that affects patients in a positive way.
The world of healthcare is changing
Traditionally, medicine has been speciality-driven where a primary care
physician will refer a patient to a specialist. The specialist will provide
a diagnosis based on the patient’s symptoms and, depending on the
results of various tests and imaging, treatment is then prescribed.
Medical communication to HCPs have been rooted in this model,
targeting the speciality groups, but things are changing.
We are now in a world of precision medicine when diagnosis,
prevention, and treatment strategies combine pharmacogenomic data
alongside a patient’s lifestyle and environment. Biotech companies,
academic centres and research tanks are rapidly developing products
and diagnostics to integrate bioinformation and clinical services,
moving from ‘one size fits all’ to a ‘whole body’ approach to diagnosis
and treatment. Precision medicine results in effective, tailored
therapies for the individual’s optimal response. Informatics is critical to
all of this: we need to understand and utilise the massive amounts of
data gathered from so many sources. We also need to be mindful of
mitigating possible concerns, such as data security and confidentiality,
especially as the amount of data (from clinical trials, from registries
and from real-world evidence) is only going to increase.

It is challenging for HCPs to keep up with the latest information and to
wade through the wealth of new data. We need to bridge the ‘practice
gap’ between the physician based in a Centre of Excellence, with
access to resources and the latest research, and the physician based
in the wider community. Both require tailored and robust scientific
content, without barriers to access.
How do we ensure that scientific communication reaches the right
people at the right time and in the right way to affect positive change?

Generation Z, Millennials, Generation X, and Baby Boomers all
consume information differently. By 2025, approximately 50% of
HCPs will be Millennials, requiring a broad range of channels for
accessing information. During the pandemic, media consumption has
increased dramatically, updates are fast and we have a greater level of
interaction with the community than ever before. And the more that
we understand of people’s learning styles, the more personalised their
experience becomes.
We must consider the use of on-demand technologies, made available
across multiple formats and channels, linking as-needed additional data
and content to those who wish to know more. We need to explore the
use of data visualisation to make information dissemination impactful,
more memorable, and easier to digest, especially in a world where
everyone is time-poor. Monitoring and understanding how people access
data builds a personalised behavioural map of the user, for example, the
HCP; application of machine learning to their profile can allow technology
to adapt content in real time, to ensure that HCPs can access information
that is aligned with their preferences while keeping up-to-date with
the latest research more broadly. Information must be clear, without
dumbing down, and accessible. Patients have the right to understand
their disease and the treatments for it, no matter how complex – the
information that they need cannot be behind a $50 paywall.
There is a need for more effective communication to connect with
HCPs, to present information in a way that is impactful, relevant and
inspires action.

It is more important now than ever to be
factual, to be clear, and to be accessible.
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Evolving the Process and Extending the Reach of
Scientific Platforms
MODERATOR: Kenneth Pomerantz, PhD, Senior Director,
Alexion Pharmaceuticals, Inc
FACULTY:
Rebecca Rozich, PhD, CMPP, Vice President,
Medical & Scientific Services, Ashfield Healthcare
Communications
Angela Jacobson, CMPP, Group Account Director,
Client Services, Ashfield Healthcare Communications
Chris Spohr, Creative Director, Ashfield Healthcare
Communications
One of the on-demand sessions focused on the fundamental role of
a scientific platform in supporting a publication plan. We know that
a well-developed, comprehensive scientific platform ensures internal
alignment and consistent and clear language across all publications,
medical communications, and beyond.

Generation of scientific platforms consumes significant time and
effort and should provide insights to guide publication goals and
tactics. However, if they are not developed properly, the final result
may be a document lacking internal alignment with limited uptake
and use. The session focused on the evolving best practice for
building a robust and clinically relevant scientific platform – focusing
on three key areas

What we want
to say... and why

Who we say it to...
When and how

How we grow
the narrative and
incorporate new data

The key components of this detailed process include a comprehensive
approach that actively engages key members from all the relevant
functional groups of the interdisciplinary team throughout the
development lifecycle. This may include initial one-on-one interviews
or small group discussions as well as interactive, collaborative crossfunctional workshops later in the process. A valuable step that is
often missed in the development process is the vetting of the scientific
platform with selected external experts to ensure that it is credible,
scientifically robust, clinically meaningful, and unbiased. Additionally,
it is really important to consider the user experience for the scientific
platform as this aspect is just as important as the scientific content if
you don’t want the platform to ‘sit on a shelf’ once it’s created. With
a wide variety of technology solutions now available, choosing the
appropriate medium or media for the platform is crucial to ensure
engagement and can range from powerpoint, interactive PDFs
through to fully web-based. Lastly, proper training and rollout of the
complete platform and format are essential for successful execution.

With a wide variety of technology solutions
now available, choosing the appropriate
medium or media for the platform is crucial
Ultimately, as communications professionals, our goal is to ensure
that in the end the scientific platform addresses our stakeholder’s
needs scientifically while creating a positive, user friendly experience.

7

Poster 2.0: Creating Better Research Posters

Remember, there are 2 rules for poster design:
1. Don’t put things on your poster that people ignore
2. People ignore most things
The next step is to think of the poster in layers: how much can you teach a
person if they give your poster 5 seconds of attention?

MODERATOR: Jason Gardner, Head of Scientific Services, CMC Connect
FACULTY:
Mike Morrison, Science Communication Designer

Scientific posters have been around for a
long time and have looked the same across
every field of science for the last 30 years,
long before the invention and adoption of the internet: they are text
heavy and densely packed. The result? Whilst one or two people may
stop for a quick read, the majority walk past and get nothing from them.
Information foraging theory
Since the birth of the internet, we have learned a lot about how people
consume information, what they find engaging and, how they learn.
Think about how you browse your favourite ‘distraction’ websites.
Some of the links may look interesting – these are described as having a
high ‘information scent’. However, when under time pressure you may
focus only on images, short sentences, things that can be processed
quickly. The effort to process something is called ‘the interaction cost’.
Ideally, you are looking for something that is highly interesting and has
a high information scent but low effort and a low interaction cost.
Taking these concepts to a poster hall, you may have about an hour to
read and process 100 posters. At each poster, this involves choosing
to interact with or ignore the presenter, read the title, figure out
the layout, the content, decipher the figures / images, all of which
takes roughly 10 minutes. Added to this, current poster titles work

like clickbait and have low to medium information scent whereby
they may be vague or tell you only some of the information so that
you have to read the poster to find out more. However, faced with
many posters, there is simply no time to read each and every one: it
becomes too high an interaction cost to stop.
There is also the poster hall layout itself and the process of path
switching – museums for example, are very well designed
to help you forage for information most efficiently. In a
typical conference poster hall, people tend to stop at
one or two posters per row, more than likely only
one or two posters per session.
Most attendees therefore go to a poster session
feeling optimistic but leave underwhelmed,
probably having learnt very little.
The answer? Poster 2.0
If attendees are to learn anything from
your poster, you need provide a high
information scent and the first place
to start is the title. This has to be a
statement that gets straight to the point –
no more clickbait. It will make people
more likely to stop and those that don’t
stop will still learn something in the time
they scanned the title.

Add an illustration: images reduce cognitive load, especially if they’re a
notional figure rather than a very detailed one.
And finally, triggering emotions is known to help with attention,
memory, and orientation to your topic, and it can be done by using
appropriate colours and fonts. This does not just mean use only ‘safe’
colours such as ‘trusted blue’ but use those that stimulate emotions
relevant to your study, for example, red for scars and damage, and
green for healing molecules. Each layer needs to build the
poster for quick glances.
The poster may be split into three columns – the bar
on the left, sometimes called ‘the introvert bar’ can
be scanned whilst interacting with the presenter,
the impactful figure in the middle that people
can look at as they are talking to the presenter,
and perhaps a key paragraph or a couple of
key more detailed figures on the right with
only ‘punchline’ titles and no further text
around them.
Adding a QR code that leads to more
resources – HTML summaries, plain
language summaries, the preprint, study
abstract, your contact details, whatever is
most appropriate – allows attendees to access
further more detailed information postcongress, if they wish to.

And finally, we might consider designing poster sessions in a way that
one poster leads to the next to facilitate path switching, as done very
well in museums. In this set up, the poster content would be limited to
about 30 seconds of information that could be processed at a distance,
for example using impactful data visualisation.
Posters are a bottleneck to progress: they are ineffective as currently
presented. If we remove this bottleneck we could really accelerate
research. There may be push back – the traditional posters are dense
and feel technical whereas Poster 2.0 may have a lighter, more ‘easy’
feel about it. However, there are hacks to make scientists feel more
comfortable and to give the simpler layout a more technical feel: add
hard edges, use more monochrome colours, and perhaps add a section
that remains more dense and technical, for example, an abstract of the
study on the right hand side.
For posters in the virtual world, we may need to think of them more as
a carousel, a scrollable vertical experience, or to have them like a flip
book with one key take away on each page, rather than having to zoom
in on a .pdf version of a dense eposter. If you think about how people
read on the internet, when it comes to it, the answer is they don’t. With
this in mind, focus on simple, short text, communicating one thing
really well instead of trying to fit everything in, and include images.
All posters should be fit for purpose, be clear, avoid bias, and teach
something about your research, whether people stop to look at it or
walk on by.
How many posters?

Ashfield recently conducted research
into HCPs preferred poster format
with 402 experts from the US, EU5
and China and across five specialities.
The results are now available – please
contact your Ashfield team lead or
Stephanie.Tortell@ashfieldhealthcare.com
if you would like to know more.

8

Putting the ‘Drive’ in Patient-Driven Publications
MODERATOR: Michael Pellegrino
FACULTY:
Suz Schrandt, Founder and CEO, ExPPect LLC
Dikran Toroser, Director, Publications Group Lead,
Rare Metabolic Diseases and Neurosciences, Takeda
Just how patient-centric are we?
Pharmaceutical companies increasingly engage with patients in
their drug development programmes, and some journals also
involve patients in their editorial and peer review processes.
However, there is a lag when it comes to integrating patients into
publication activities.
As publications professionals, we need to think more strategically
about involving patients in the publications process. Patients need
to be trained, and groups such as the Patient-Centered Outcomes
Research Institute and the European Patients’ Academy on Therapeutic
Innovation provide courses for patients preparing to partner in
research and for roles in drug development. We must help patients
integrate as early as possible into research process, and we must
consider the reasons behind engaging with patients in scientific
publications. Are we looking to explore findings from their perspective,
are we looking for patient input on specific topics, asking patients
to highlight issues that may be missing or whether any need more

attention? Patients are critical to framing the reality of living with
a disease, the reality of symptoms, and of lifelong treatment.
Patients are also able to provide input on the tone and language
used to describe therapy and side effects experienced. Tone is an
issue throughout medical care, with language that often reads like
a legal deposition rather than symptom history: “patient denied
a particular symptom”, “patient admitted experiencing pain”,
and even, “patient failed pharmacological therapy”. The choice
of language is critical for how patients, clinicians, and scientists
receive and process information.
When deployed appropriately, patient engagement can
make publications more relevant, more usable, and far
more reflective of the reality of the patient experience.
As publications professionals, we span almost the entire
research process, and are in an ideal position to drive a
lot of the changes around patient engagement, including
raising awareness through promoting the success stories of
patient authors from across the globe. If the relationship with
patients is treated formally, with a mutual understanding
of everyone’s roles and expectations, building trust and
educating each other, any potential conflicts that may
arise will be easily navigated. The greater risk now is of not
working with patients.
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Patient Involvement in Medical Communications
FACULTY:

Laurie Arnstein, Patient Partnership Scientific Liaison,
Envision Pharma Group
Dawn Richards, Founder Five02 Labs, Volunteer
Vice President, Canadian Arthritis Patient Alliance
Trishna Bharadia, Health Advocate and Patient
Engagement Champion
Vanessa Pott, Director, Global Patient Insights
& Advocacy, Merck KGaA, Germany

The faculty, comprising key stakeholders in medical communications,
agency, industry and two patients themselves living with chronic
conditions, provided their perspectives on patients as authors of peer
reviewed publications, as participants in advisory boards, and as co-hosts
and presenters at scientific symposia.

•

•

Involving patients or caregivers
in Med Comms?
No plans

Routinely or
infrequently

17%
39%

Barriers to including
patients and carers

Knowing
where to start

43%

Not to date

Compliance
challenges

32%

39%

5%

5%
Funding
Other

19%

At the heart of a successful collaboration with patients is ensuring that the
right ‘level’ of patient is involved – ideally, an expert or a pro patient rather
than a patient-by-experience. Expert patients are those that have good
knowledge of their own condition as well as the experiences of the broader
patient community, while pro patients, some of whom may also have
worked in industry, look beyond their condition to a more disease-agnostic
landscape, including health literacy and the drug development process.

What are the benefits of patients and carers as authors in medical
communications?

Where to find expert or pro patients? LinkedIn is a good place to
start. The hashtags increasingly being used to reach out to the wider
community include #healthadvocate, #healthadvocacy, #patientauthor,
#patientadvocacy, #patientadvocate, #patientengagement, and
#patientcentricity.

For the patients:
• “Nothing about us without us.” Adding the patient voice ensures
communications are more relevant and targeted.
• Patients, including the faculty, report that being better informed
translates to an increase in confidence and a sense of empowerment

Company
culture

when making decisions about their own healthcare and in reaching
out to others to build support networks. Moreover, it allows patients
to better understand the pharmaceutical industry and the drug
development process as a whole.
It is important to remember to set expectations: being an author may
be a lengthy undertaking that requires commitment and patients
need to understand what is being asked of them.
Plain language summaries may improve transparency of process and
provide clarity of legal and authorship agreements.

For the industry:
• Involving patients in clinical design, including protocol development,
will mean faster recruitment for, and retention of, patients in a
study, leading to a shorter time to regulatory approval, time to
reimbursement and assisting access in the market.
• Patient involvement in developing materials for patients will also help
improve treatment adherence.
• Together, their involvement builds trust and the reputation of the
company as a patient-centric organisation.
For the medical communications agency:
• Working alongside patients may inspire medical writers with a greater
sense of purpose and value in their work, expanding their skillset
and the range of deliverables that they can offer as well as to build
reputation as a trusted patient-centric partner to clients.
Patients frequently participate in Advisory Boards. Vanessa Pott
discussed the changing approach of advocacy groups in Europe when
it comes to offering a panel of patients and caregivers to participate in
Advisory Boards. In increasingly crowded disease spaces with a number
of competitors, a standing panel of participants now meet regularly
to answer the questions submitted by pharmaceutical companies.
Sometimes called a ‘Community Advisory Board’, although this approach
counters the lack of available participants, especially during the current
pandemic, it does pose a challenge to companies that require specific
insights and have to do so under the umbrella of confidentiality.

Advisory Boards work well when patients are involved from the very
start, perhaps with a patient leader involved in the organisation of the
Advisory Board itself. Accessibility is especially critical, and the move to
the virtual during this pandemic has opened up the potential for a larger
group of patients to be involved.
Patient involvement in scientific symposia has been well received by
attending delegates. The level of patient participation varies from
congress to congress and depends very much on the disease area.
Congresses increasingly offer a dedicated patient track, provide plain
language content, and may even involve patients in congress planning.
With many now going virtual, time, expense, and location no longer
pose as much of a barrier to participation.
It is important to recognise the different types of patients and patient
advocates and to select those who are most suited to each kind of
collaboration. For symposia, for example, it is important to choose
the expert patient capable of holding their own in a multi-stakeholder
environment, including having the confidence to speak to a room of
scientifically and medically trained delegates. It is also important to
be aware of the terminology that patients use to refer to themselves
and their condition. ‘Patient journey’ for example is a term that is now
avoided and ‘patient experiences’ is used instead; some patients do not
like to be labelled as such and prefer to be referred to as ‘people with a
condition’. Knowing the patient community is key.
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Applying the ABT Framework to the Communication
of Medicine

Synergizing Scientific Transparency: A Crash Course
from the National Academy of Sciences Discussions

MODERATOR: Todd Parker, Vice President and Managing Director,
MedThink SciCom
VOLUNTEER: Rob Pilbrow, Global Managing Director Medical
Writing, OPEN Health
FACULTY:
Randy Olson, Author and Scientist-turned-Filmmaker

FACULTY:

And, But, Therefore – the three powers of narrative
Dr Randy Olson, former marine biologist at the University of New
Hampshire, with a real interest in communication, left the world of
research to enter film school, and over the last decade developed AndBut-Therefore (ABT) Framework as a blueprint for narrative structure.
Narrative is at the heart of communication and it can be a challenge to
make the story interesting. Story Circles are training sessions set up by
Randy Olson to help participants develop their ABT.

The framework?
Do not begin with the problem. Instead, set the scene in a calm and
placid way to present how the system that you are describing ought to
work. The ‘But’ is the turn of the story, the point at which the audience
sits up and takes notice as you hit home the problem, and finally, with
the ‘therefore’, you present the consequence and solution to move the
narrative forward and to make it more impactful. It’s always great to
learn a new approach!

Richard W Davis IV, Association Editor,
Molecular Cancer Therapeutics,
American Association for Cancer Research
Leslie McIntosh, CEO, Ripeta,
and Executive Director, Research Data Alliance
David Mellor, Director for Policy Initiatives,
Center for Open Science

Setting a framework for transparency
In 2017, Congress tasked the US National Academies of Sciences,
Engineering, and Medicine (NASEM) with a transparency initiative
to assess reproducibility and replicability in scientific research.
Richard Davis presented an overview of key stakeholder discussions,
the outcomes of the initiative and how ISMPP may get involved.
Reproducibility is drawing consistent conclusions from the same input
data and replicability is obtaining consistent results across studies aiming
to answer the same research question. The majority of papers evaluated
showed incomplete reporting: out of 51 cancer biology studies and 197
experiments none of them could be rewritten as a protocol without
having to go back to the original authors for more information.
NASEM established the Minimum Standards Framework and checklist,
compatible with the EQUATOR network and FAIRsharing, to harmonise

with existing guidelines across different journals. Science, Nature,
AACR, PLoS and PNAS have already endorsed this framework.
Reproducibility checks are carried out using infrastructure for data
sharing, platforms for collaboration, and links to preprint servers and
registries. Open Science badges provide incentives for transparency.
The transparency and openness promotion (TOP) framework is
used to measure journals using 8 different standards across 3 levels:
disclosure, mandate, and verification. Journals are given a TOP
score based on these ideal practices of openness, transparency and
reproducibility, to serve as a more holistic measure alongside the
traditional impact factor.
There may be potential for ISMPP to prepare a response to the NASEM
proceedings to define what the role of medical communications is in
promoting scientific transparency.
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Time for a Poster or Two
The virtual poster tour, an interesting experience in of itself and especially in the light of the Poster 2.0
discussions, highlighted a number of relevant topics, from publication preprints, through supporting Plain
Language Summaries and through to social media use in the healthcare industry.

And finally…
If you would like to know more about our perspective on advances in scientific
communications and medical publications, please do get in touch – we would be
happy to discuss!
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