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Contributors Executive Introduction Foreword Discussion Ny 1o Best Practice Focus On

Summary and Don'ts Examples The Future

Supporting patients to access and Successful Approaches to
understand information about their Current Situation e [l e Aspirations for the Future

health, regardless of their background,

location or C'rc.umStances' has bee.n d Overly scientific or complex language is still commonplace in patient materials,
notable focus in recent years, not just sometimes because of fears around compliance or regulatory restrictions. Although

among patient communities but also health literacy principles have been embraced by some, they are not always front

healthcare providers and the wider of mind, particularly within the pharmaceutical industry.

pharmaceutical industry. It.is often depgpdent on a few enthusiastig patient a'dvoca.tes, however those living
with the condition are not always brought into the discussions early enough.

Our panel of advocacy experts identified
current gaps in the approach to health
literacy, shared some compelling

examples of good practice and helped us
establish key aims for the future.

We highly recommend you read these
in full but, to provide a flavour, we have
included a two-minute summary here.
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Contributors Executive Introduction Foreword Discussion Ny 1o Best Practice Focus On

Summary and Don'ts Examples The Future

Supporting patients to access and Successful Approaches to
understand information about their Current Situation Improving Health Literacy Aspirations for the Future
health, regardless of their background,

location or C'rc_umStances' has bee.n d Short-form content, films and podcasts have all opened up new possibilities
notable focus in recent years, not just alongside digital health tools and artificial intelligence (Al). It is important though
among patient communities but also not to forget the essentials, e.g., hard copy and physical materials for patients -

healthcare providers and the wider using the latest digital technology must add value to the patient experience and

, , not be used for the sake of creativity only.
pharmaceutical industry.

. o Examples of best practice generally embrace a collaborative approach that involves
Our panel of advocacy experts identified including patients early and throughout the development process ensuring their

current gaps in the approach to health views are acted upon and using technology thoughtfully to provide a range of
literacy, shared some compelling potential formats and options which enable greater personalisation.

examples of good practice and helped us
establish key aims for the future.

We highly recommend you read these
in full but, to provide a flavour, we have
included a two-minute summary here.
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Contributors Executive Introduction Foreword Discussion Ny 1o Best Practice Focus On

Summary and Don'ts Examples The Future

Supporting patients to access and

. . . C t Situati Successful Approaches to Aspirations for the Fut
understand information about their Jrrent Sitdstion Improving Health Literacy spirations ror the Future
health, regardless of their background,

location or C'rc.umStances' has bee.n d Avoiding tokenism and ensuring the lived experience is embedded throughout the
notable focus in recent years, not just development process of materials, were considered to be the core aims. Alongside,

among patient communities but also involving patients early and co-creating with them rather than only involving them

healthcare providers and the wider at the end.

pharmaceutical industry. However, in order for health literacy principles to be adopted as standard, we need

. o to share knowledge across the pharmaceutical industry and challenge the barriers
Our panel of advocacy experts identified that may occur due to regulatory caution.

current gaps in the approach to health
literacy, shared some compelling
examples of good practice and helped us
establish key aims for the future.

We highly recommend you read these
in full but, to provide a flavour, we have
included a two-minute summary here.
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Contributors Executive Introduction Foreword Discussion Ny 1o Best Practice Focus On

sSummary and Don'ts Examples The Future

Literacy and health literacy are fundamental components of pursuing health and
wellbeing in modern society. As societies grow more complex and people are
increasingly bombarded with health information and misinformation, and confronted
with complex healthcare systems, becoming 3 health-literate person has become a
growing challenge. Importantly, we now understand that poor health literacy adversely
affects people’s health (World Health Organization).

Since 2023, Precision AQ has published a yearly We delve into the dos and don’ts of health literacy
Good Patient Partnership Guide (GPPG) where we delivery, offer inspiring examples of successful
undertake an in-depth listening exercise with patient initiatives, and highlight how industry and the patient
groups, patient advocates and industry partners to community can work together to strengthen health
explore annual trends and identify new insights on literacy via accessible and thoughtful resources,
collaborative working in the patient space. information, communications, and approaches.

This year we held a focus group with our patient A huge thank you to our contributors who were
community contributors and undertook one-to- intrinsic to the development of this guide, and we
Claire Paling one discussions with our industry contributors hope you enjoy exploring some of the valuable
Senior Director, Patient to explore the challenges associated with the insights they shared.
Engagement, Precision AQ understanding and delivery of health literacy.
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https://www.who.int/europe/publications/i/item/9789289000154

Contributors SEEUIEE Introduction Foreword

sSummary

» how well health literacy is understood

» how much focus there is within the industry on embedding
health literacy principles in the development of patient-
facing resources and in contracts/consent forms for
collaborative initiatives

» how often people living with a condition face challenges in
accessing information due to its presentation, format, design,
language, cultural sensitivity — the list goes on

\
\

Key Dos Best Practice

Discussion and Don'ts Examples

If you are interested in exploring
any of the ideas shared further,
please visit our site

We'd love to hear more about your
particular goals and work with you
to realise them.

Focus On
The Future
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http://www.precisionaq.com/good-patient-partnership-guide?hs_preview=folLkHSX-191804192118]

Contributors Executive Introduction Foreword Discussion Ny 1o Best Practice Focus On

sSummary and Don'ts Examples The Future

Patient Advocacy Contributors Patient Information Forum

All Patient Advocacy Contributors

Embedding health literacy principles in the work that We should not be cynical about the definition — without the hard work
we do and information we produce for those managing of the pharmaceutical and medical device industries, people with lived
life alongside 3 health condition plays a crucial part experience of an illness could be facing poorer health outcomes.

in enhancing quality of life. Health and wellbeing are However, it is important to always be mindful of who we are working hard

. . . i ] for: the patients. We must strive to ensure that we meet their needs not
broad industries, catering to the needs of patients with just with treatment options, but also with clear, concise and accessible

medicines, devices, lifestyle apps, support websites, education and support.

educational content and more. Understanding and incorporating health literacy principles, and doing
this in collaboration with the patient community, can play a significant >

role in making inclusive, patient-friendly materials that cater to all. This is
especially important for underrepresented groups.

We, as contributors, have enjoyed being able to discuss this important
topic, have learnt from each other, and have sparked ideas along the way.

» the companies and activities involved in the process of We hope you have the same experience as you read this guide.

producing goods for sale

» something that is produced or is available in large quantities
and makes a lot of money
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and Don'ts

Patient Advocacy Contributors Patient Information Forum

» define what good looks like for true co-creation and
incorporation of real, lived experience in the information
we receive

» create a global, centralised, core framework for the
components of the patient information leaflet

Best Practice
Examples

Focus On
The Future
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Patient Advocacy Contributors Patient Information Forum

Patient Information Forum (PIF)

Having access to health-literacy-friendly information

Is @ crucial part of managing health. Yet it is becoming

increasingly difficult for people to find credible health

information and avoid misinformation, particularly in an » by continuing to advocate for the evolution and enhancement
environment fuelled by generative Al. of access to health-literacy-friendly information

The technological pace of change is rapid and relentless. > Dy joining thought leadership such as the GPPG, and being part
As we are firmly in the early stages of Al adoption and of the conversation and journey towards making the creation of

. . . health-literacy-friendly information the ‘business as usual’ position
augmentation, we need to be mindful of tackling these
challenges head on to ensure that health information is > by becoming a PIF TICK certified Trusted Information

: : : Creator and placing the creation of health-literacy-friendly
evidence based and health literacy friendly. information at the heart of your production process

» by signposting and sharing PIF TICK certified information to help

With 7in 2 people unsure about what information to trust online, patients, carers and the public identify trustworthy information

having accurate, credible, trustworthy, and accessible health information
is vital. Across Europe people say making treatment decisions and using
health information from the mass media are the biggest health literacy

challenges they face. Ensuring health information answers people’s questions and makes

best use of plain language and plain numbers is the best way to counter
misinformation. PIF's aim is for health-literacy-friendly information to be
the default, connecting everyone with trusted health information

to make decisions about their care.
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https://pifonline.org.uk/resources/webinar-tackling-health-misinformation-and-understanding-health-literacy/
https://pifonline.org.uk/pif-tick/
https://pifonline.org.uk/pif-tick/

Contributors

Executive
sSummary

Health Literacy Defined

Key Dos

Introduction Foreword Discussion ,
and Don'ts

Health Literacy Value Health Literacy Trends Health Literacy Challenges

Defining health literacy:

Health literacy (as defined by the World Health Organization
[WHO]) refers broadly to the ability of individuals to “gain
access to, understand and use information in ways which
promote and maintain good health” for themselves, their
families and their communities.

A more recent definition of health literacy from the US Centers for
Disease Control and Prevention suggests that it is both personal
and organisational:

Personal health literacy is being able to find,
understand, and use information and services to inform
health-related decisions and actions for yourself and
others. Organisational health literacy is organisations
equitably enabling people to find, understand, and

use information and services to inform health-related

decisions and actions for themselves and others,

Best Practice Focus On
Examples The Future

Health Literacy Delivery

» read pamphlets
» make appointments
» understand food labels

» comply with prescribed
actions
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Health Literacy Delivery

The current situation: is health literacy valued, understood and implemented?

- Stephen Head

‘ g Senior Director Patient Partnerships,
Astellas

There isn't a lot of health literacy
awareness in industry. A [ot of
patient materials are approved
with scientific language included.
It is not always common practice
to do the 'will my 80-year-old dad
understand and be able to access
this easily?’ pressure test when
developing materials. When working
In industry, one can become
blinkered and not always question
lay understanding enough.

Trishna Bharadia \FPM (Hon)

Patient Engagement Consultant and
Health Advocate, The Spark Global

There are individuals within

industry that are committed to, and
knowledgeable about, health literacy
and some pharma companies are
paving the way too, but it is not
commonplace.

Ann Fish-Steagall

BSN, RN, Senior Vice President of
Patient Services, LUNGevity

In the USA and elsewhere, there are
the haves and the have nots, those
with privilege and those without,
Reaching everyone should be at
the forefront of all we do, and
strong health literacy plays

3 role in this.

Steve Clark

Patient Engagement Consultant,
Pharma Management Consultant
and Patient Advocate, and
Founder of Strive for Five

A general lack of thought and
understanding around health literacy
exists across industry — it is just not
front of mind across the board.
Most health literacy content is driven
by knowledgeable and passionate
individuals and/or by the agencies
industry works with. It can come
down to the sophistication of the
comms agency.

Focus On
The Future
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The current situation: is health literacy valued, understood and implemented?

Wil Woan

Executive Director, Heart Valve Voice

For many patients, health literacy
involves not only the speed and ease
of accessing information, but also the
ability to find, understand, and use
that information to make informed
health decisions. Health literacy is

in a different place since the COVID
pandemic which encouraged the older
generation to become more proficient
with online confidence to learn and
research online. This means it is more
important than ever for us to be
prepared to provide clear answers
and information in response to the
sophistication of queries around the
iliInesses people are living with. It is
vital that we focus on developing
clear, understandable, accessible
information and this focus is not
always consistent,

Rebecca Lisle

b Head of Patient Advocacy EU/INT,
Jazz Pharmaceuticals

Research and development (R&D)
has always tended to be a little
ahead of the rest of company
departments when it comes to
patient centricity and health-literate
materials. Over the past 2-3 years we
have been committed to moving from
being a patient-focused organisation
to a patient-centric organisation
across the whole continuum, not

just in R&D, and to include patient
perspectives and insights in our
decision making. The next step for

US 3S 3 company is to leverage those
insights into health literacy. How can
we practically use insights from patients
to inform the materials we develop
and ensure they are truly appropriate,
relevant and accessible?

Phil Brown

Director, Regulatory and
Compliance, ABH|

Manufacturers consider literacy
when it comes to instructions for
use for medical health technologies;
regulations insist that information
must be appropriate for a patient
population. However, it is important
that we strive to continue enhancing
this, particularly when we consider
older generations and diverse

populations, to ensure all information,

whether printed or electronic, is
accessible for all.

Focus On
The Future
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Health Literacy Defined Health Literacy Value Health Literacy Trends  Health Literacy Challenges Health Literacy Delivery

Are there any trends emerging that are enhancing health literacy implementation?

Carole Scrafton L ) Luke Langlands ;g%  Steve Clark B ® Wil Woan
Director & Co-Founder Flutters and 3 Chief Executive Officer, Tuberous ~ Patient Engagement Consultant, Executive Director,

Strutters, Patient Advocate, Speaker, Sclerosis Association 4 Pharma Management Consultant Heart Valve Voice
Author and Researcher <A R and Patient Advocate, and ‘/ /
Founder of Strive for Five

Short video and podcast content The use of a3 QR code is important Co-creation is taking place There is growing recognition that
has come to the fore in recent for patient information to allow more often and can have a huge facilitating improved health literacy
years because it is current, concise, people to access printed or digital impact on the accessibility and goes far beyond simply translating
engaging and accessible in a way information in a range of formats appropriateness of the information materials into multiple languages. It
that written material is not always. or in more detail, or larger print. provided to patients. Input from also involves careful consideration
Printed assets are still vital. Not Supplementary information those with lived experience, and of design elements, readability, and
everyone prefers video or podcast provided via a clickable QR code incorporation of their insights language level, ensuring content is
content — some people like printed can improve accessibility. into educational initiatives and understandable, and written in plain,
materials they can write on and resources can be invaluable, help jargon-free language. Accessibility
annotate, but printed materials to avoid pitfalls, and help to refine features, like audio and visual formats,
should be short with bite-sized content to ensure it meets the are essential. But more importantly,
digestible information. needs of those it is intended for. effective health communication
should be co-designed with
communities, culturally tailored, and
sensitive to different access needs.
Health information must be relevant,
relatable, and truly usable by the
people it's meant to serve,
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Are there any trends emerging that are enhancing health literacy implementation?

, Debra Montague
! 73 Founder and Chair ALK Positive and
President of Lung Cancer Europe

Digital health tools such as the
rise of telehealth and mobile

health applications have created
new opportunities for delivering
accessible and tailored health
information. Interactive tools can
engage patients and improve their
understanding. Websites and mobile
applications that offer personalised
health information based on user
input can enhance health literacy.
For example, platforms that allow
users to track symptoms and
receive tailored resources have
shown positive outcomes in patient
engagement and understanding.

Mark Sterckel

Patient Engagement and Artificial
Intelligence Expert Consultant

Use of Al to enhance health literacy
and quality and personalisation

of content. There are Al tools that
can translate content into multiple
languages. But, more or just as
importantly, there are Al tools that
can assess your personality and
preferences to immediately tailor
content. For example, Al might ask;
are you a scientist or not? Do you
like to read detailed text or summary
bullet points or do you like visual
content? Based on your preferences
the Al tool can adapt the content to
suit individual learning styles.

Julia Anna Hild

Senior Medical Writer -
Lay Language & New Medis,
Boehringer Ingelheim

Innovative approaches to lay
summaries include the use of
multimedia formats to enhance
accessibility and understanding.
Examples span lay summary
videos developed in collaboration
with patients and comic-style
formats tailored to communicate
paediatric trial results to young
audiences. By making complex
medical information more relatable
and easier to understand, these
tools foster greater trust and
transparency in clinical research.

Focus On
The Future
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Can you shed light on any key watchouts/challenges?

Regulatory requirements creating barriers

Phil Brown
Director, Regulatory and

Steve Clark
Patient Engagement Consultant,

Ann Fish-Steagall
BSN, RN, Senior Vice President of

Trishna Bharadia \FPM (Hon)

Patient Engagement Consultant and

Patient Services, LUNGevity

In the USA, the Food and Drug
Administration (FDA) develops the
content for the patient information
leaflet that is inserted in the
medicine package. This prevents
industry from refining content to
ensure it is health literate and it is
not the focus of the FDA.

Health Advocate, The Spark Global

In Europe, the pharmaceutical
industry tends to approach patient
material development, including the
patient information leaflet, from the
perspective of what is required for
regulatory and legal approval. A draft
Is developed, and then sometimes
given to the patient community for
review and input, but due to the
approach it is not fit for purpose. We
need to avoid retrofitting, and flip the
process to develop materials from
the perspective of what is required
for patients. \We need to involve them
early to co-create materials and then
refine them to ensure they meet
regulatory requirements.

Pharma Management Consultant
and Patient Advocate, and
Founder of Strive for Five

Some regulatory-driven documents
such as the patient information leaflet
and clinical trial patient informed
consent forms, have regulatory
mandated formats. There is room

for improved structure, flow and
language, but adaptations and
enhancements cannot be made due to
regulatory authority stipulations.

Compliance, ABHI

Regulatory requirements don't always
create a barrier. They can create
enhancements to information over
time. For example, medical device
regulations require ongoing product
use evaluation and, as a result of
real-world evidence and experience,
the instructions for use are refined
and updated to incorporate learnings.
The barrier often comes not due to
content, but due to patients being
aware that patient information/
instructions are available.
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Health Literacy Defined Health Literacy Value Health Literacy Trends  Health Literacy Challenges Health Literacy Delivery

Can you shed light on any key watchouts/challenges?

Regulatory requirements creating barriers

Megann Looker " A" Holger Bartos . a8 Julia Anna Hild
. Exec. Director, Head of Global ¢ ¥ . Patient Engagement ASBS  Senior Medical Writer -
Product Labelling, Jazz i~ F Team, Boehringer o "l | a3y lLanguage & New
Pharmaceuticals a7\ Ingelheim Media, Boehringer
Ingelheim

Our patient council group have Promoting health literacy and fostering meaningful patient
described a ‘consultancy fatigue’ engagement are complex goals that come with a variety of
whereby they were being asked the challenges. These include limited public awareness of clinical
same set of questions about what research, tight timelines for document development, and
patients want and the authorities navigating regulatory complexity. Each of these obstacles
were pushing back — it will take a can hinder the ability to communicate clearly and inclusively
collaborative effort within and with patients. At Boehringer Ingelheim, we continuously
across organisations to make change explore and implement potential solutions to address
happen in this space. these barriers. These efforts span educational initiatives,
proactive early planning of patient involvement, streamlined
collaboration with patients, and advocacy for harmonising
compliance regulations across countries.
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Can you shed light on any key watchouts/challenges?

Multistakeholder equity
when collaborating

Luke Langlands

Chief Executive Officer, Tuberous
Sclerosis Association

Collaborating and co-creating with
multiple stakeholders is essential to
enhance health literacy. However,
this introduces the challenge

of ensuring each stakeholder
contributes proportionately based
on their size, while also having
equal recognition and influence in
achieving the outcome,

Culture of risk hesitancy

Steve Clark

Patient Engagement Consultant,
Pharma Management Consultant
and Patient Advocate, and
Founder of Strive for Five

A risk-averse culture within industry,

somewhat understandably, can get
in the way of collaborating with
patients. The Association of the
British Pharmaceutical Industry
(ABPI) code of practice plays a part,
but another restriction regarding
patient engagement comes from
individual company’s standard
operating procedures (SOPs).

Thinking of health literacy
as just language

2 Stephen Head

‘ g Senior Director Patient Partnerships,
Astellas

Ensuring materials have high health
literacy is so much more than just
thinking about the language used
or translations. It is about access
to information, for example, are we
providing content and information
in formats that someone with

sight challenges can access?

|s it culturally sensitive? Is it
appropriate for the demographic?
It is important to consider health
literacy from all angles.

Inequitable access

Debra Montague

! ™3 Founder and Chair ALK Positive and
- President of Lung Cancer Europe

Disparities in access to health
information and resources can
exacerbate health literacy challenges,
particularly for marginalised
populations. Health literacy strategies
necessitate customised approaches
to meet varying needs.
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Health Literacy Defined Health Literacy Value Health Literacy Trends Health Literacy Challenges Health Literacy Delivery

What are some of the best practices for health literacy delivery?

Collaborative efforts Plain language guidance Incorporating real, lived Establishing internal ‘writing
adherence* experience for patients’ guides

Trishna Bharadia MFPM (Hon) iy - Ann Fish-Steagall " Wil woan Multiple contributors
Patient Engagement Consultant and ¥ = BSN, RN, Senior Vice President of Executive Director,
Health Advocate, The Spark Global Patient Services, LUNGevity P =5 Heart Valve Voice

By working together, industry Leveraging existing, publicly Including some tokenistic lived Taking time to develop key company >
professionals and the patient available resources and guides experience in resources or materials principles and guidelines for health
community can share insights and around the principles of health IS not enough, It's essential to go literacy, training personnel on them,
improve patient materials. This literacy can greatly improve beyond the loudest voices and and encouraging adoption of these
collaborative approach can ensure accessibility and readability. seek meaningful input from 3 principles throughout an organisation
that materials are not only compliant diverse range of experiences. can help enhance the quality and
but also patient friendly. When medtech partners work with accessibility of patient information.

charities to gather these broader

perspectives, it can significantly

enhance the relevance, impact, and

value of the materials produced.

* CDC: Simply put - A guide for creating easy-to-understand materials; NHS: Health literacy, how to, guide; Plain English Campaign: websites guide/design guide/alternative words/writing guide;

WHO: Health literacy: the solid facts; Universal Plain Language Organisation upl.org.
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https://library.nhs.uk/wp-content/uploads/sites/4/2020/08/Health-literacy-how-to-guide.pdf
https://www.plainenglish.co.uk/free-guides
https://iris.who.int/bitstream/handle/10665/128703/e96854.pdf
https://www.upl.org/
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Health Literacy Defined Health Literacy Value Health Literacy Trends Health Literacy Challenges Health Literacy Delivery

What are some of the best practices for health literacy delivery?

Ensuring credibility and Work with trade body Ambassador programmes
membership organisations,
such as the ABHlI

Carole Scrafton /"% Phil Brown " 3" Holger Bartos

Director & Co-Founder Flutters and - Director, Regulatory and T Patient Engagement Team,
Strutters, Patient Advocate, Speaker, ¥ Compliance, ABHI " 1 ‘¥ Boehringer Ingelheim
Author and Researcher g\

Utilising online tools and platforms, Where possible to support the Patient and Site Engagement Ambassadors serve as internal champions by
such as readability checkers, to development of patient sharing best practices across organisations and fostering a patient-centric
inform and refine content can help, information, understand the mindset across all functions, Complementing this internal focus, the Clinical
as can working in tandem with environment a3 manufacturer is Trial Ambassador Programme reaches outward to the public. Co-designed
organisations such as PIF who review working in and potentially with patients, it aims to increase understanding of clinical trials by training
and certify health information to influence that environment. Or ambassadors who advocate for clinical research and promote the values
instill trust in materials that they are at the least, understand and of patient and public involvement (PPIl) in medicines development. Another
evidence based, up-to-date, and easy adhere to regulations around example is the development of a publicly available glossary for health data
to read and understand. patient information. terminology, designed to support broader health literacy. This lay language
glossary was created as part of '‘Data Saves Lives', 3 multi-stakeholder
initiative aimed at raising public and patient awareness about the
importance of health data. The development and publication of the
glossary were sponsored by Boehringer Ingelheim.,
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https://readable.com
https://pifonline.org.uk/pif-tick/
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Key ‘dos and don’ts’ when developing health-literate content

customise for each patient community » reinvent the wheel - if existing materials and approaches are

: : : . , robust, leverage them
involve the patient community early to produce information —

this engagement is essential, not just ‘a cherry on top’ » involve the patient community as a ‘tick box’' exercise or too

: . . late to incorporate their input and insights
use consistent language, including the same phrases or

terminology within a disease area, and communicate » underestimate the difference health literacy can make to a
these to healthcare professionals to encourage use of a medicine’s uptake - if a subset of patients is unable to access
‘common language’ the information, they may not take a treatment accurately,

) .. ) , which may then have a direct impact on health outcomes
ensure materials are digital as well as physical, and that printed

materials are delivered and available in clinics and hospitals

» consider font type and size, colours, design, language, audience
demographics as well as cultural and religious nuances - health
literacy involves so much more than just translation
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Mark Sterckel case study

The future of pharma is going to be the intertwining of science,
medicine, technology and Al. The future is innovation. | worked with a
company'’s innovation and design team to explore how we could support
patient adherence to treatment.

As a result of ideas that came from dispensing process prompting them to
brainstorms and workshops, we initiated a stop the process, check in with the patient
pilot project to enable product information to understand their learning preferences
given to patients to be tailored to their via responses to a few key questions,
learning style. We developed 16 different and then continue to process printing
versions of the same information. When a out the optimal product information
patient was prescribed a certain treatment for the individual. This was interactive

and went to the pharmacy to collect personalisation. Imagine how far we could
the prescription, the pharmacist would take this with the support of Al

receive an online notification during the
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Arrhythmia Alliance case study

Discussion

Key Dos Best Practice
and Don'ts Examples

Following a robust and comprehensive development process when
creating content for members is at the heart of Arrhythmia Alliance’s
approach to communications.

Accessing and understanding health information
from a credible source are vital and we are
committed to enabling this. We guarantee

that anything produced by us for our patients,
caregivers and healthcare professionals goes
through a vigorous development process,
involving layers of review and broad input to
ensure it is relevant and appropriate for all. We
collaborate, from the outset and throughout
the development process, with members

of @ medical advisory committee to verify
scientific accuracy, especially when using lay
language. This can include cardiologists, nurses,
physiologists, and primary care professionals.
We also involve our volunteer patients and
caregivers at varying points in their journey
with a condition to highlight needs, gaps, and
sensitivities to be mindful of and address in any
materials/collateral we develop. Collaboration
and input, it is important to note, is sought from
geographically relevant locations to help identify

regional and/or cultural nuances that may need
to be accounted for. For treatment updates,

we gather industry input whenever possible

and work closely with healthcare professionals
(HCPs) on writing updates regarding guidelines
or advisory statements to ensure information is
consistently up to date. The key ingredient in our
work is collaboration — this results in accurate,
relevant, engaging, accessible and trustworthy
information and communication.

Industry could do more to collaborate effectively
with professional patient organisations and use
the excellent resources they produce, where
possible. The public can be assured that our
resources have been reviewed and approved

by experts; likewise, healthcare professionals
and hospitals routinely order in bulk from us

for use in their clinics; there is no perceived
conflict of interest, just factual, relevant and
accurate information.

Focus On
The Future
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Tuberous Sclerosis Association case study

Co-creation and understanding the lived experience are the starting
points for health literacy - only with these can you make sure patient
information will work for the people you are trying to reach.

We have built many materials based on trial included a key issue that would have
questions posed through our helpline significantly reduced the number of eligible
to ensure the information and support participants, for no real gain. In working
materials we provide respond to a need and with the clinical trial creators, we were able
are relevant. to have this criterion removed.

We also have multiple and ongoing The industry partner noted that they would
examples of working with industry on have not otherwise spotted this. This
clinical trial protocols. On one occasion, resulted in a very successful trial, with high
the original exclusion criteria of a clinical recruitment.
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Heart Valve Voice case study

We work closely with the communities we want to reach and educate.
We are working with the Jewish Council to co-create materials to
ensure they are sensitive to cultural and religious beliefs.

We also adopt and execute the theory of effectively illustrate and fill gaps in
change to develop and map out solutions education and enable implementation of
to complex challenges, co-creating to effective interventions and support.

Focus On
The Future
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LUNGevity case study

We successfully collaborated with industry to produce a discussion
tool that helps patients understand how their biomarker test results
influence choosing the right treatment for their solid-tumour cancer.

This discussion guide can support people The guide can also be used by healthcare
with solid-tumour cancer to ask their providers to teach their patients about how
doctor or nurse the right questions about biomarker test results are used to make
biomarker testing, ensure they receive decisions about optimal treatment and

the optimal level of biomarker testing, and clinical trial options.

understand how biomarker testing can

expand their optimal treatment options,

including clinical trials.

Focus On
The Future
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Astellas case study

Discussion

Key Dos Best Practice
and Don'ts Examples

At Astellas, we work closely with the patient community to review and
input on the work we do. For example, we collaborated with someone
who had age-related macular degeneration who pointed out to us that
the length of some of our patient materials made them difficult to read.

It is so important to hear feedback

first hand from those that we are
communicating and collaborating

with. We have since created a bespoke
collaboration portal for our ophthalmic
global patient insights panel to ensure
we are hearing from the community and
meeting their needs.

Internally, we have convened a
cross-functional working group to
roadmap and act on the findings of a
patient accessibility analysis which
benchmarked our patient materials against
existing accessibility guidance. Initiated in
May 2024, bi-monthly meetings have been
conducted, with 13 business functions
participating. We meet to discuss insights,
learnings and best or new practice, such

as the possibility of having a tick symbol
on materials in our approvals systems that
have passed the readability test.

We are cascading learnings and best
practice throughout the organisation via
learning and development opportunities,
for example, in accessibility guidelines,
implementation, and developing accessible
social media assets. We have been
working to revise and shorten our patient
contracts, and to improve the readability
of our informed consents. We are trialing
and incorporating accessibility tools into
all we do, e.g., ReciteMe and Readability.
Our aim is to embed an accessible-
by-default mindset for every Astellas
employee planning for and creating
patient-facing materials.

Focus On
The Future
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Jazz case study

Discussion

Key Dos Best Practice
and Don'ts Examples

As part of Jazz's mission to drive patient centricity into the heart of
their products and the information provided directly to the people
taking them, we convened an expert patient advisory board last year to
challenge the status quo and ask patients directly what they need to
see and know about a newly prescribed product.

The advisory board explored key themes
around access, layout, literacy and beyond.
We asked the group to think ‘blue sky’

in terms of what they would want and
need. The most telling observation was
that industry were providing ‘product
information’ not ‘patient information’. That
really hit home for the team, that we can
and must do more. The group explained
that patients need to understand benefit
as well as risk. For many, the information is
too extensive and needs to be tailored to
patient need and to enable the accessing of
information depending on where they are
in their own journey, for example, the newly
diagnosed vs the seasoned patient.

The team intends to run a parallel advisory
board in the USA this year and feed all
the findings into driving change. We are
mindful there are some big hurdles and
regulatory challenges, and we don’t want
to over-promise and under-deliver for the
people who have shared so much insight
with us, but we are adamant that change
IS necessary, and we want to maintain
momentum. With this in mind, we are
looking at what is possible short term and
longer term with the hope of setting up a
formal Patient Label Council.

Focus On
The Future
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Boehringer Ingelheim case study

At Boehringer Ingelheim, health literacy is not treated as a standalone
initiative; it is a core element of our patient-centric culture. We believe
that empowering patients starts with making health information
accessible, understandable, and actionable.

A standout example of our commitment to
health literacy is the development of lay
summaries for Phase 2 and 3 clinical trials
with direct patient involvement. These
summaries are created with input from
patients, tested for understandability, and
designed to be visually engaging and easy
to navigate. This process not only improves
comprehension but also demonstrates our
commitment to transparency and respect
for the people who participate in our
studies. For paediatric trials, we take an
additional step by creating child-friendly lay
summaries in a comic-style format. These
are tailored to help young patients and
their families understand study results in an
age-appropriate and engaging way. We are

currently preparing the next lay summary
comic and plan to involve a young people’s
advisory group in its development, further
reinforcing our commitment to inclusive,
patient-informed communication,

Another example of our commitment to
health literacy is the creation of a lay
writing guide, which combines various
sources and checklists into a comprehensive
and accessible document. The guide

is complemented by a lay glossary.
Terminology is tested and continuously
updated in collaboration with patients and
aims to ensure consistent use of terms
across the company.

Focus On
The Future
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The Precision AQ Perspective

Focus on the future: what should we be aspiring to?

Steve Clark

Patient Engagement Consultant,
Pharma Management Consultant
and Patient Advocate, and
Founder of Strive for Five

Good healthcare comes from effective
communication. As an industry we are
great at science but not so good at
clear lay communication. This is where,
with strong collaboration, industry and
the patient community can bridge the
gap together.

Ann Fish-Steagall

BSN, RN, Senior Vice President of
Patient Services, LUNGevity

There are challenges for pharma to
develop educational materials... they
need to work with patient advisory
groups (PAGs) to fund the production
of materials. This enables higher
health literacy — PAGs can ensure it

IS accessible.

Wil Woan

Executive Director,
Heart Valve Voice

Establish patient panels and strong,
compliant partnerships with patient
advocacy groups to collaborate with
medtech companies across or within
disease areas. These relationships
should support insight sharing, input,
and co-creation at every stage —
from early development through to
commercialisation.

Mark Sterckel

Patient Engagement and Artificial
Intelligence Expert Consultant

We need to harness the power of Al
while being mindful of trust, credibility,
and accuracy. It is the new frontier and
can help us in myriad ways, offering
added value, efficiency, and cost
savings when we collaborate with it

to enhance health literacy and tailor
content to improve accessibility and
personalisation.
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Focus on the future: what should we be aspiring to?

Stephen Head

Senior Director Patient Partnerships,
Astellas

I'm a big believer in sharing best
practice across industry and the PAG
community. Everything we are doing is
for the benefit of patients, so we should
share innovation and progress with
others if it will inevitably improve the
lives of patients.

Megann Looker

. Exec. Director, Head of Global
Product Labelling, Jazz
Pharmaceuticals

We are very aware that the work we are
doing needs cross-industry momentum
and support. | would, therefore,
welcome any industry peers and
colleagues to get in touch to join

us on this important journey.

Debra Montague

| 7 Founder and Chair ALK Positive and
- President of Lung Cancer Europe

Over the past five years, pharmaceutical
companies have significantly increased
their engagement with patient
organisations to collaborate on
developing patient resources for new
medicines and consent forms for clinical
trials, Recently, | was asked to review
two sets of resources from different
pharmaceutical companies, reflecting

a major shift from just five years ago,
as we work towards helping patients
better understand their conditions,
medications, and their roles in managing
their overall health. This collaboration
needs to continue,

The Precision AQ Perspective

Best Practice
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What we learnt

» from piecemeal incorporation of the lived experience of
patients into information to widespread and consistent
inclusion

this is also applicable to educational content for HCPs that
will enhance HCP-to-patient communication

» from patient input once a draft has been developed to
opening the lines of communication early and co-creating
from the outset

» from acknowledging the limitations of company SOPs
and regulatory stipulations to taking action to influence
organisations and regulators to re-visit their clauses and
conditions, allowing greater scope for the production of
patient-friendly information

this is especially true for patient information leaflets

Introduction Foreword

What We Learnt

Key Dos

Discussion ,
and Don'ts

The Precision AQ Perspective

The insights uncovered in our
discussions underscored the
importance of health literacy
and the genuine appetite for

3 continued commitment to

this across both industry and
advocacy. Our hope is that we
can continue to harness the
momentum created by the
pockets of best practice we

see now until there is a more
consistent and embedded
approach - and that consideration
of health literacy principles is no
longer seen as an added-value
option but a given.

Best Practice
Examples

Focus On
The Future
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Focus on the Future What We Learnt The Precision AQ Perspective

The Precision AQ perspective

Inclusive, scientifically robust, yet accessible and Health literacy is not a peripheral consideration, it's
health-literate information and resources are paramount fundamental to ethical, effective patient engagement in

[0 ensuring people can gain access to, understand and clinical trials. When we communicate in ways that are clear,
use information in ways which promote and maintain accessible, and culturally relevant, we empower patients
good health. This starts with gathering patient insights, to make truly informed decisions about their participation.
increasing understanding, and co-creating educational Addressing health literacy should be a systematic and
resources for patients from the outset. This is the consistent practice, embedded throughout the drug

approach we endeavor to recommend and implement. development cycle, aimed at optimising education,
Continued efforts to improve accessibility to health building trust, supporting understanding, and ultimately
education will ultimately lead to better health outcomes delivering better outcomes. As an industry, I'd like to see

and empower access to potentially life-changing us committing to designing every touchpoint with patients
medicines for all. in Mind. Let's make health-literate communication the

standard, not the exception.

Claire Paling Rosamund Round

Senior Director, Patient Insights and Support, Patient Engagement and Innovation Lead,
Precision AQ International Precision for Medicine
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The Precision AQ perspective

Health literacy isn't just for patients — it's essential for all We are often asked how we are going to simplify
healthcare communication. Even when creating materials the scientific content in our training and education
for HCPs or medical or sales teams, we must keep the materials, whether it is for HCPs, sales reps or patients.
patient experience in focus. Clear, accessible content It supports everyone to bring a patient-first focus to
leads to better understanding, trust, and outcomes. training materials. By providing content that is easier
to understand, HCPs are prompted to use simpler
language and visual approaches in their discussions
with patients. We take a people-first approach, building
our training around the specific needs of the individuals
and embracing health literacy principles. Training has
a3 fundamental role to play in improving accessibility
to health education, leading to better outcomes and
supporting access to life-changing medicines for all.

AnnLouise Pendsé Helen Rodway

Senior Vice President, Medical Education, Vice President, Learning & Development,
Precision AQ International Precision AQ International
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The Precision AQ perspective

We believe it's unacceptable that many patients and
HCPs lack access to life-changing therapies due to
limited understanding. Health literacy is a practical and
ethical necessity for creating effective, compliant and
patient-centered healthcare communication materials
for HCPs. That's why our expert teams challenge the
status quo — crafting promotional materials that simplify
complex science into compelling, clear human-centric
stories. Our experience shows that thoughtful storytelling
can shift behaviours, expand access to vital therapies,
regardless of baseline knowledge or motivation, and
foster trust between patients, healthcare providers and
pharmaceutical companies.

David Frith and Zoe Hayton

Vice Presidents Client Service, Brand & Promotion
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