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About The Beryl Institute

The Beryl Institute is a global community of healthcare professionals and
experience champions committed to transforming the human experience
in healthcare. As a pioneer and leader of the experience movement

and patient experience profession for more than a decade, the Institute
offers unparalleled access to unbiased research and proven practices,
networking and professional development opportunities and a safe,
neutral space to exchange ideas and learn from others.

We define the patient experience as the sum of all interactions, shaped
by an organization's culture, that influence patient perceptions across
the continuum of care. We believe human experience is grounded in the
experiences of patients & families, members of the healthcare workforce
and the communities they serve. You can follow The Beryl Institute on
LinkedIn, Facebook, and Twitter (@Berylinstitute). Visit The Beryl Institute
website at www.theberylinstitute.org.
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Introduction

‘Perhaps the thing that makes us human is the stories

(real and imagined) that each of us has inside.”
— Kate Hurst

There is a powerful link between storytelling and healthcare transformation. Storytelling can
fundamentally reshape how care is delivered, perceived, and improved. It is the responsibility of
healthcare organizations to listen to these stories and use them to drive meaningful change.

A story has the remarkable power to unite people. Think back to those childhood
moments, eagerly pleading with your parents for just one more bedtime story. Sure,

part of it was about delaying lights out, but more than that, it was the magic of stories

that captivated us—fairy tales that sparked our imaginations and cherished family tales
shared by grandparents, aunts, and uncles. These stories connected us, weaving together
generations and memories in a way that nothing else could.

As we grow older, the purpose of stories transforms. Childhood tales of dwarves and dragons
give way to narratives shaped by education and experience. Stories become a powerful

tool to share perspectives, teach, and connect on a deeper, emotional level. Their impact

is undeniable. In an age dominated by artificial intelligence and alternate realities, finding
true human connection has become increasingly challenging. Facts and figures often take a
backseat to personal truths, making stories even more vital. They offer a rare opportunity to
bridge divides, reminding us of our shared humanity in a world that's drifting apart.

A powerful story has the ability to break down barriers and inspire people to pause,
listen, and truly connect with the storyteller. It invites them to spend a few moments in
reflection, realizing they might gain something that could transform them—and perhaps
inspire them to pass that story along. Isn't that the true purpose of a story? Not to be
tucked away in the corners of memory, but to be shared, retold, and spread by voice or
print, gaining a life and momentum of its own. Stories that resonate continue to make an
impact, often long after they've first been told.

This guide unveils the power of storytelling by sharing hard-earned experiences and key
strategies. The goalis to help others breathe life into their healthcare stories, creating
maximum impact and fostering deep engagement. By tapping into the heart of these
personal narratives, we aim to inspire and empower others to make their voices heard in
ways that resonate and create lasting change in healthcare.
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Sharing a story is a powerful tool for gaining
validation, empowerment, connection, advocacy,
coping, understanding, and ultimately healing.

Target Audience

Sharing a story is a powerful tool for gaining validation, empowerment, connection,
advocacy, coping, understanding, and ultimately healing. This guide serves as a valuable
resource for patients, family care partners, and patient and family advisors (PFAs) to
achieve these meaningful outcomes. Healthcare organizations can also benefit by
incorporating this guide into their Patient Experience Toolkit, offering it to patients and
family care partners to help them become impactful storytellers and strengthen their
voices within the healthcare journey.

This storytelling guide was created by a workgroup from The Beryl Institute's Global
Patient & Family Advisory Board (GPFAB). Born from discussions on the various
approaches to sharing patient stories, the group recognized an opportunity to unify
different storytelling styles. The result is a resource designed to empower patients and
family care partners, offering them insights from the GPFAB's experiences to inspire
change and influence positive transformation within healthcare organizations.
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Purpose of the Guide

This storytelling guide is a roadmap for patients and family care partners looking to

share their stories to transform the human experience in healthcare. While storytelling

is a powerful way to convey experiences in all areas of life, in healthcare, it becomes
especially vital for those advocating for change. A well-told story can amplify voices, drive
improvement, and elevate the quality of care, making storytelling an essential skill for
anyone seeking to make a lasting impact in healthcare.

By mastering storytelling, several benefits can be unlocked in healthcare organizations,
including:

Humanizing the experience. Storytelling helps people share personal and patient
experiences, making healthcare more relatable and fostering empathy.

Advocating for patients. Compelling stories in healthcare highlight patient issues
and needs, advocating and leading to necessary improvements in care.

Enhancing communication. Stories simplify complex medical concepts, improving
understanding among patients, family care partners, and healthcare professionals.

Influencing policy and practice. Patients and family care partners stories to
demonstrate the real-world impact of policies, making a persuasive case for
changes.

Fostering empathy and compassion. Sharing real-life stories helps healthcare
professionals and decision-makers develop empathy, leading to more patient-
centered care.

Supporting education and training. Stories educate healthcare providers about
patient perspectives, highlighting effective practices and areas for improvement.

Building community and support. Storytelling fosters a sense of community
and support among patients and families by sharing common experiences and
challenges.

Storytelling is empowering. By sharing their lived experiences, storytellers can empower
others to voice their experiences and concerns. This can help those who use stories

to drive meaningful change, such as PFAs, feel more confident in their roles within the
healthcare system to advocate for patients and family care partners and find a solution in
partnership.
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Understanding Storytelling in Healthcare

Storytelling is the best tool we have for putting ourselves
in another's shoes. We can use storytelling to build a
bridge of empathy and compassion in healthcare.

As a patient or family care partner, you may be asked to share your personal story with
others. Your story serves as a powerful tool for offering valuable insight into the patient
experience. Storytelling is the best tool we have for putting ourselves in another's shoes.
We can use storytelling to build a bridge of empathy and compassion in healthcare.

To enter into an experience, which often lives outside a person's own understanding,
requires finding a point of entry. Storytelling can be that point of entry.

Storytelling is significant in a healthcare context. For patients and family care partners, it
means sharing something deeply personal and often painful. They often want to tell their
story for several reasons:

Validation and understanding. Sharing their experience helps patients feel heard
and validated. It allows them to express their emotions, fears, and struggles, which
can be a crucial part of processing their experience and feeling understood.

Empowerment and control. Telling their story can give patients a sense of control
over their situation. It allows them to take an active role in their care and assert their
own narrative, rather than having their experience defined by others.

Connection and support. Patients may look for connections with others who have
had a similar experience. Sharing their story can foster a sense of community and
provide emotional support from those who understand their situation.

Information and advocacy. By sharing their story, patients can raise awareness
about their condition, advocate for better treatments, or influence healthcare
practices. This can contribute to broader changes and improvements in care.

Coping and healing. The act of recounting their experiences can be a therapeutic
process. It can help patients make sense of what they've been through, find
meaning, and aid in emotional healing.

Clarification and understanding. Sometimes, patients need to clarify their
experiences to themselves or others. Telling their story can help them articulate their
thoughts and feelings more clearly.
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Before starting a storytelling journey, there are questions only the storyteller can answer,
as identified below.

Readiness

Motivated by a strong desire to see change, a potential storyteller must consider the
emotional impact of starting such a journey and ask, "Am | ready to tell my story?”

The answer may be no, and that's ok. Things to consider include;

+  How recent was your experience? Do you still feel raw?

« s it difficult to speak about your lived experience?

+  Areyou still seeking resolution of the issue from the healthcare organization as
an individual or family member?

Individuals sharing patient stories must establish a clear distance between the event and
the moment of storytelling. The lived experience should be something the storyteller
discusses rather than one they relive in front of an audience. This emotional separation

is essential; without it, storytellers risk becoming overwhelmed and consumed by their
feelings.

Setting Emotional Boundaries

When deciding to share your story for the first time, the following questions will help you
consider what is within your own self-care zone:

+ Whatis too private to share? (It's ok to set boundaries.)

+ How comfortable is your family with you talking about your story (or theirs)?

* Where are you sharing this story, and what level of control will you have over
how it's presented?

+ What will be the life of the story? How long will it remain public and in what
format?

+ How will you feel about it tomorrow, next month, or next year?

+  Areyou ready to receive feedback (positive or negative) on your story from
people who don't know you?

Making the decision to share your story is a personal one. It can be a rewarding and
cathartic experience, but it can also feel scary and difficult. Be prepared that telling your
story might leave you feeling emotional and exposed. Never feel pressured to share your
story if it makes you feel vulnerable. It's ok to go a little outside your comfort zone— but
stay within your self-care zone.

Once you have made the decision to share your story, the following foundations will help
you to develop your story to have maximum impact on your audience.
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Foundations of Storytelling

By considering what your audience seers,
you can transform a simple narrative into a
compelling tool for inspiration and action.

@ Developing the Message

Once a storyteller commits to sharing their narrative, they must carefully craft the
message they intend to convey. Leveraging your unique strengths—whether it's humor,
your personal style, an innate talent for storytelling, or an instinct for what resonates with
the audience— will help shape your story effectively.

Every story comprises a beginning, a middle, and an end, with a central element known as
the “highway." This is the essential narrative that must be conveyed in chronological order
each time you share your story. The “exits” represent the additional elements that enhance
your narrative but may not always be included. These are carefully selected based on your
audience and the time available, ensuring that you deliver relevant and impactful takeaways.

Understanding and addressing your audience's needs is crucial for impactful storytelling.
The goal of sharing a story extends beyond mere recounting of details; it is to inspire
change and leave a lasting impression. By considering what your audience seeks, you
can transform a simple narrative into a compelling tool for inspiration and action. When
your focus is on the audience, your story resonates on a deeper level, fostering empathy,
imparting valuable insights, and offering practical takeaways. This audience-centered
approach not only strengthens the connection between the storyteller and the audience
but also significantly enhances the potential for meaningful and lasting change.

@ Knowing What Motivates Your Audience

To understand the art of storytelling, it is helpful to understand the perspectives and
motivations of your audience. Touch them in a place that has an impact on a personal level,
as well as a professional level. Before telling your story, reflect on the questions below:

+  Canyou evoke real emotions with your story?

+ Willthey really hear you and your message?

+  Canyou touch their hearts and change their minds?

+  Can they see you, the whole person, and not just the illness?

+ Willyou be able to touch them in a way they could personally feel the impact,
humanizing the story so that each person feels what it's like to walk in your shoes?
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When considering your story, it isn't necessary to tell the whole story; rather, it is important
to pick out the most poignant teaching points and focus on the message. What issues

will make the difference for the stakeholders? Avoid blame or judgement and focus on
collaboration for better decision-making and outcomes. To maximize storytelling for
impact, storytellers should include a call to action. Link the storytelling back to needed
change to achieve these goals. Including other family members' perspectives helps to
provide a holistic perspective.

Give your listeners reasons to want to act. While developing your story, ask yourself:

« Isthere evidence to reinforce your perspective?
+ Canyou provide a reason that positively improves their life?
* Whatis “the why" behind moving them toward action?

Suggesting solutions to improve issues is a way of engaging solutions-oriented providers. A
win-win scenario closes the gap between patients, family care partners, and their providers.

B Tailoring Your Story to Meet Your Audience’s Level of
iy Understanding

While developing your story, knowing who your audience will be is important, but it is
also essential to tailor the story to meet the level of understanding of different types of
audiences. Patients, family care partners, healthcare professionals, and policymakers
will have varying levels of knowledge and concerns. For instance, a story for patients
may focus on empathetic experiences, while a story for healthcare professionals might
emphasize clinical details and research findings.

Also, stories in healthcare often deal with sensitive or emotional topics. Knowing your
audience’'s emotional sensitivity helps you gauge how to handle these aspects with the
appropriate level of empathy and respect. For example, stories for patients might center
on hope and recovery, while those for healthcare providers might address challenges and
solutions.

Other reasons why tailoring your story to your audience is important include:

+  Ensures clear communication. Healthcare topics can be complex and
technical. Understanding your audience helps you simplify information and
present it in a way that is accessible and understandable for them. This is crucial
in ensuring that the message is clear and actionable.

*  Builds trust. In healthcare, establishing trust is crucial. Knowing your audience
allows you to address their specific concerns and values, thereby building
credibility and fostering a stronger connection.

+ Influences behavior. For stories aimed at influencing behavior (e.g., encouraging
health systems to improve their infectious disease protocols), understanding
the audience helps you craft messages that are persuasive and relevant to their
circumstances and motivations.
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By tailoring stories to fit the audience's characteristics and needs, healthcare
communicators can improve the effectiveness of their message, support better
understanding, and foster positive outcomes. Knowing your audience enhances the
effectiveness of storytelling by ensuring that the message is appropriate, engaging,
and impactful.

@ Touch, Teach, Tools: The Emotional Needs of Any Audience

A neurochemical called oxytocin is released when we hear a story that resonates with
us on an emotional level. This ‘cuddle hormone’ lowers stress levels and makes us feel
more trusting and connected to others. Engaged participants want to be part of the
narrative and carry three emotional needs:;

1. Make me love you. (Touch)

Objective: Establish a deep emotional connection with the audience by sharing personal
and heartfelt experiences that humanize your story and foster empathy, making the
audience feel invested in your journey.

Establishing an emotional connection with the audience creates a bond between the
storyteller and the audience, transforming passive listeners into active participants who
are open, interested, and, in many ways, invested in the story's outcome. This bond is
important to building trust and rapport, making the storyteller authentic and relatable
and encouraging the audience to engage with the message more deeply.

An emotionally engaged audience is more attentive and focused, not just hearing the
words but feeling the story, ensuring that the message resonates and is remembered
long after the presentation. By sharing personal experiences and emotions, a storyteller
encourages empathy, allowing the audience to gain a deeper understanding of the
patient experience, which can influence their behaviors and attitudes towards more
compassionate and patient-centered care.

This investment can drive real-world impact as engaged audiences are more likely to
take action based on what they've learned. An emotional connection also facilitates
open and honest communication, making the audience feel safe and valued, which
encourages them to share their thoughts, ask questions, and contribute to the
discussion, enriching the storytelling experience and leading to more meaningful
exchanges.

To establish this emotional connection, be authentic and vulnerable, sharing true
feelings and experiences without filtering them. Choose relatable stories that reflect
common human experiences, such as facing challenges, overcoming adversity, or
finding hope in difficult situations, making it easier for the audience to see themselves
in your narrative. Use emotional language and vivid details to describe feelings, and
employ body language, facial expressions, and tone of voice to convey emotions
effectively. Involve the audience by encouraging them to reflect on their own
experiences and emotions, asking questions that prompt them to think about similar
situations, and making the connection more personal and profound.
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A note about anger

Anger is often a natural and justified part of a patient's story, especially when recounting
experiences of mistreatment, neglect, or systemic failures. However, expressing anger in
a way that includes sarcasm, condescension, or accusatory statements like “they should
have known better” or “how could they be so incompetent” can make it difficult for the
audience to fully engage with and hear the core message of the story. Such expressions
can create defensiveness or discomfort in the audience, detracting from the overall
impact of the narrative.

It's important to find ways to convey the underlying reasons for your anger constructively,
focusing on the emotions and experiences that led to it, rather than the anger itself. This
approach helps maintain the audience's empathy and openness, allowing them to better
understand and connect with the story's true message.

Possible approaches to touching your audience include:

+ Begin by telling the audience something personal about you or the main person
in your story. It can be funny, cute, or meaningful.

+ Use words to paint a vivid picture. Describe the sights, sounds, smells, and
feelings associated with your story. This allows the audience to visualize and
emotionally connect with your experience.

« Don't shy away from expressing your emotions. Let your feelings come through
naturally: joy, fear, frustration, or hope. This authenticity resonates deeply with
listeners and makes your story more compelling. However, understand your
comfort level when expressing emotions so that they do not carry you away or
distract the audience from your story.

+ Emphasize the universal aspects of your story that everyone can relate to, such as the
desire for good health, the fear of the unknown, or the joy of overcoming obstacles.
This helps bridge the gap between you and the clinical audience. Here is an example:

‘Our son Noah's speech was not developing in a typical way. It wasn't easy to
understand him, and we were his interpreters. As an aside, his favorite restaurant
was Fuddruckers. However, he couldn't pronounce it, so whether at the grocery
store, preschool, or park, he would announce that he wanted to ‘go to Fudd, Fudd,
Fudd, Rucker's!!" | will let you use your imagination to see how that sounded and
how people’s faces revealed their concerns about my parenting.” — Tanya Lord

Telling this part of Noah's story helps the audience to love Noah and the speaker because
it introduces a personal and relatable aspect of their life. The speaker paints a picture of a
loving family navigating everyday joys and struggles by sharing charming and humorous
details about Noah's speech challenges and enthusiastic mispronunciations. This
vulnerability and authenticity foster a solid emotional connection, making the audience
feel like they know Noah and his family—at least a little bit. It humanizes the speaker and
Noah, creating empathy and a heartfelt investment in their story. This connection can help
them care about what happens next, setting the stage for a desire to do something.
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Sharing personal and heartfelt experiences allows a storyteller to connect emotionally
with the audience beyond mere facts and figures. This connection captivates and
engages the audience, making them more invested in the story and its outcome. It
ultimately fosters a desire to create better experiences and safety in healthcare.

2. Tell me something | don’t know. (Teach)
Objective: Educate the audience by providing new insights or perspectives based on your
personal experience.

Your personal experiences can provide fresh, unique insights that the audience may not
have encountered before. Whether it's the emotional impact of a challenging situation,
the difficulties of navigating a complex system, or the importance of certain types of
support, your story can illuminate aspects of a topic that might otherwise remain hidden.
By sharing these personal insights, you offer a deeply human and informative perspective.
This could involve discussing the nuances of emotional resilience, the unexpected
challenges faced during a specific journey, navigating a complex system or the critical
role that support systems played in your experience.

\When determining what to share, consider what surprised you most in your experience
and what you believe could enlighten and inform others. These insights help fill in the
gaps often left by more conventional sources of information, making your story an
invaluable resource for those seeking a deeper understanding of the subject. The goal
is to ensure the audience walks away with more than just the story’'s emotions. While
emotions are powerful, the audience is better served when they leave with specific new
knowledge they can apply in their context.

As a storyteller, you don't need to provide technical or procedural training. Instead, aim to
inspire and educate by sharing personal insights and experiences. Your role is not to explain
the technicalities of a process but to share what it feels like to go through that process.

This perspective is invaluable as it provides a deeper understanding of human experience,
fostering empathy and a greater appreciation for the complexities of the journey you
describe. By offering these unique insights, you bridge the gap between personal
experience and broader understanding, enriching the audience’s perspective in meaningful
ways. Ultimately, by telling them something they don't know, you empower your audience
to approach similar situations with new insights and a deeper sense of empathy.

Possible approaches to teaching your audience include:

+  Share unique insights. Based on your lived experience, provide information the
audience may not know. This could include the emotional impact of a diagnosis,
the challenges of navigating the healthcare system, or the importance of certain
types of support.

«  Provide context. Explain why the information you are sharing is important.
Connect it to broader healthcare trends, policy implications, or clinical practices
to help the audience understand its significance.

+  Be solution-focused. Don't just highlight problems based on your experience.
Suggest practical solutions or changes that could improve patient care.
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“This approach can be really useful if you are not a storyteller who easily taps into the
emotions of others. As an autistic person, | can have difficulty reading the emotions in
the room and understanding whether | am connecting with others. | have a love for facts
and trivia, so sometimes sharing an interesting fact and its connection to my story gets
my audience thinking about that fact in a new way.

Did you know that 40 percent of mothers with medically complex children have
significant challenges with depression and anxiety? If I had known this at the beginning
of my son'’s journey, | would have been better prepared to seek the support | needed

to manage what has been a 13-year journey of ups and downs. The stigma of mental
health in my community, combined with the fact that none of my son's providers ever
told me that mental health concerns are part of the package of caring for a medically
fragile child, kept me in turmoil and isolation for years.

Caregiver mental health has a huge impact on the life of the caregiver and the person
for whom they are providing care. Normalizing this can help people feel less isolated.”
— Nikki Montgomery

3. Give me something | can take with me when | leave. (Tools)
Objective: Equip the audience with practical tools or actionable strategies they can
implement in their own lives or work.

Listening to a powerful story can inspire and move people to action, but often, the challenge
lies in translating that inspiration into concrete steps. While a compelling narrative can

evoke strong emotions and a desire for change, it's unclear how to channel those feelings

into effective action. Sometimes, listeners leave a storytelling session feeling motivated but
unsure about their next steps. The goal here is not to provide a rigid roadmap dictating exactly
how things must be done but to offer some direction and practical tools to help guide the
audience in applying the insights and lessons from your story. By offering these tools, you
help bridge the gap between emotional impact and practical implementation.

Providing practical tools and strategies ensures that the story's impact extends beyond
the moment of listening. When people have concrete steps they can take, they are more
likely to feel empowered and capable of enacting change in their own lives or work
environments. This empowerment transforms passive listeners into active participants
who can apply the insights they've gained to make meaningful improvements. Equipping
your audience with actionable advice and resources allows you to turn inspiration into
tangible outcomes, fostering a sense of agency and progress.

Also, offering practical tools respects the audience’s desire for actionable knowledge. While
emotional resonance is important, people often attend storytelling sessions to gain something
they can use. By providing them with practical takeaways, you meet this need and enhance
the overall value of your storytelling. This approach helps individuals implement changes

and contributes to a culture of continuous learning and improvement. In essence, giving your
audience something they can take with them reinforces the lasting significance of your story,
ensuring it remains a powerful catalyst for change long after the session has ended.

Possible examples of tools for your audience include:

14 | Stories That Transform




+  Provide practical tips: Share specific, actionable advice that the audience can
use immediately. This could include communication techniques, empathy-
building exercises, or strategies for involving patients in decision-making.

+  Usevisual aids: Provide handouts, slides, or other visual aids that summarize
key points and can be easily referred to later.

+  Create a toolkit: Offer a toolkit that includes resources such as checklists,
conversation starters, or patient feedback forms. These tools can help clinicians
integrate patient-centered approaches into their practice.

+  Encourage reflection and discussion: Prompt the audience to reflect on their
experiences and discuss how they can apply what they've learned. This can be
done through Q&A sessions, small group discussions, or interactive activities.

An experienced healthcare storyteller shares how she closes her presentation to
give her audience the tools to apply key takeaways:

‘| encourage attendees to reflect on the key takeaways and how to apply the
concepts in their work. When they return to their healthcare setting, they should
assess how they want to proceed with their learnings by answering these questions;

* What am | already doing well that | will continue?
* What is not working that | should stop doing?
* What new thing do | what to start?

During the self-assessment, consider there may be things you do not need to do, but
you just keep doing them because you have always done them.

Other tips for introducing new strategies include:

+ Do not create a new task for your staff without removing something from
their workload.

+  Don't strive for perfection when trying something new.

«  Start a new process only after getting staff buy-in.

+ Use data, because when a presentation is driven by a story supported by
data, you will be able to connect with their hearts AND heads.

‘In healthcare, we are familiar with building strategies around what matters to patients.
But it is just as important to consider what matters to staff. Encourage attendees to
start supporting the healthcare organization's workforce by asking one team member
every day, "What matters to you?" This offers an opportunity to get to know the people
you work alongside on a more personal level” — Rosie Bartel

By addressing these three audience key needs—making them love you, telling them
something they don't know, and giving them something they can take with them when
they leave—you can create a powerful and memorable storytelling experience. Patients
and family care partners sharing their stories with a clinical audience have the unique
ability to bridge the gap between personal experience and professional practice, fostering
a deeper understanding and commitment to patient-centered care.
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Telling Your Story

‘Facts bring us to knowledge, but

stories lead us to wisdom”
— Dr. Rachel Naomi Remen

Setting the Stage

Setting the stage for a great discussion is essential, and it takes alignment of the facilitator,
the storyteller, and the audience. There is an important relationship between all three.

The facilitator's job is to create a safe container for the story. Providing the proper
physical or virtual space is paramount to the comfort level of the storyteller. Privacy and
confidentiality are the responsibility of the facilitator, ensuring that patient information is
handled respectfully and in accordance with legal regulations, like HIPAA in the U.S.

Storytellers must be sensitive to the complexity of their story, finding ways to simplify and
communicate medical concepts clearly without oversimplifying or losing critical details.
They must also have cultural sensitivity, as audiences of different cultures have varying
beliefs and attitudes toward healthcare. Storytellers must be aware of and respect these
differences to avoid misrepresenting or offending any group.

Audience members should engage in critical reflection and dialogue after hearing the
story, as this is where meaningful learning occurs. The stories they hear have the power to
shape public perception and behavior. It is important to be mindful of how these narratives
influence personal attitudes toward health, treatment options, and healthcare systems.

Presenting in Various Physical and Virtual Spaces

Delivering a lived experience story is an art, and it's perfectly acceptable to use cue cards for
support. However, when using notes, avoid reading directly from them. Instead, maintain eye
contact with the audience—this is crucial for both in-person and virtual presentations. Looking
at the audience helps you connect with them, making your message more impactful.

As with all things in life, practicing telling a story to an audience builds confidence,
improves delivery, and ensures clarity. Rehearsing allows you to refine your pacing, tone,
and emotional impact, making sure your message resonates. It also helps you become
more comfortable with your material, reducing nerves and minimizing reliance on notes.
By practicing, you can better anticipate audience reactions and adapt your story to engage
them effectively, whether it's through eye contact, body language, or pauses for reflection.
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The most important thing for a storyteller is to be
authentic and true to their lived experience.

For an in-person event, ensure your gaze moves across the entire room—from front to
back and side to side. Avoid focusing only on one area or the front row. Speak clearly
and with a strong voice, using a slightly slower pace than in normal conversation. If a
microphone is available, use it to ensure everyone can hear you.

For virtual presentations, encourage the audience to turn on their cameras to help
maintain virtual eye contact. Scan the screen from top to bottom and side to side
and ensure your device's volume is properly adjusted. Voice modulation is key, as a
monotone delivery can dull even the most engaging content. Vary your tone, raising
or lowering your voice for emphasis. Use hand gestures when appropriate but avoid
overusing them so they don't become a distraction.

These are practical tools, but the most important thing for a storyteller is to be authentic
and true to their lived experience. Being genuine helps create a deeper connection

with the audience. It's also important to expect challenges when presenting, as sharing
personal stories can be emotionally difficult, and not everyone may respond as expected.
However, staying true to your story is what makes it powerful and impactful.

Being Aware of the Challenges

Storytelling, especially in the context of personal experiences and healthcare, comes
with its own set of challenges. Patients, families, and the administrative staff supporting
Patient and Family Advisors (PFAs) should be prepared to face these difficulties.

It's essential to find ways to support the storyteller and work together to overcome
obstacles. This might involve emotional support, creating a safe space for sharing,

or addressing logistical and technical challenges. By recognizing these hurdles and
fostering a supportive environment, the storytelling process can be both healing and
transformative for everyone involved.

“There are many challenges we face in telling our stories. First would be mastering

the emotional toll it takes in reliving the journey, especially difficult and heartbreaking
experiences. We can also be faced with indifference and a sense of tokenism, making
it difficult to captivate an audience. | have found incredible acceptance, where
providers are inspired and grateful for these new perspectives. | have also experienced
Jjudgment and defensiveness when people feel challenged. The most important aspect
of my story telling is to reassure my audience of the respect for their expertise, and that
I am there to provide a new perspective and partnership with the hopes of helping to
improve the system for all” — Sydney Graham

Experienced storytellers from the GPFAB report a wide range of challenges and share
common ones below to help prepare new storytellers:
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Reliving difficult experiences. By nature, storytelling often takes the form of
recounting difficult and heartbreaking experiences. Reliving these experiences can
take an emotional toll, before, during, and after the actual storytelling takes place.

“Telling the story of Elliott's safety event presents unique challenges for me. First, it is one
of the most traumatic and terrifying experiences of my life. It truly is a miracle that Elliott
did not simply fall asleep and never wake up from his morphine overdose. Remembering
how close we were to losing him can easily set me adrift in a sea of incredibly difficult
feelings to navigate. | will sometimes get flashbacks to certain unsavory details and get
very angry again or feel deeply sad and scared again. It can be a challenge to return to
the present moment and refocus my energy on things | can control” — Melissa Jones

Fear of or difficulty with public speaking. While it may be challenging enough
to share a personal story with a small group, fears often grow as the audience
becomes quite large. At times, PFAs may be asked to speak to an auditorium filled
with providers and staff, with a recognition that the expertise, experience, and
qualifications in the room are incredibly high. Others report increased challenges
connecting with a virtual audience.

Questioning the impact. At times, the stories that patients and families tell are
significant and dramatic enough for immediate and obvious impact. At other times,
storytellers fear the story is not new enough or dramatic enough to make a difference.

+ Accessibility. PFAs need to be comfortable where they are presenting, and this
includes accommodations and accessibility as needed. Is the stage accessible to a
wheelchair? Does the PFA have any dietary restrictions that need to be met? Is support
in place to help those with vision or auditory disabilities communicate if needed?

Indifference and tokenism. At its best, storytelling by patients and families is met
with respect, empathy, and active listening. At times, however, patient and family
storytellers meet indifference or feel a sense of tokenism as opposed to genuine
understanding and respect. PFAs report a wide range of reasons for this feeling,
with one noting that her petite size and young sounding voice contributes to her
feeling as though her point of view did not have as much merit as that of others.

Defensiveness and judgment. While at times PFAs feel that their story or point
is not being heard, there are other times when the response moves beyond
incomprehension to negative judgment or defensiveness. By their nature, stories
may challenge the established and expert voices in the room, and we cannot
always control whether the response is appreciation for a new perspective or a
strong pushback to defend the status quo.

Self-Judgment. PFAs can also be their own worst critic, doubting, judging, and
comparing themselves to others. They may doubt they are engaging enough
with the audience or that their message is clear.

"At the core of this challenge has been the tendency to doubt, judge and compare
myself, wondering, Is my story worth being heard? Is it indulgent, boring, irrelevant,
dull? Who do I think | am?” — Genevive Franklin
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Balancing memorability with provider empathy. Some stories, particularly
those around patient safety errors, can bring up challenging feelings for those in
the audience. A goal is often to ensure the story is memorable, yet framed in a
way that does not lead to defensiveness or denial.

While challenges will vary from person to person and situation to situation, it's crucial
for both the storyteller and any organizational connections to anticipate potential
difficulties and proactively find ways to mitigate them. Thoughtfully addressing these
challenges not only ensures the storyteller feels fully supported but also helps create
compelling and responsible narratives. These narratives can significantly contribute to
public understanding and awareness by fostering empathy, educating audiences, and
encouraging thoughtful reflection on healthcare experiences.

Post-Storytelling Reflections

Post-story discussions open up collaborative dialogue and improve the overall teaching
points of the story. After a presentation, reflect on your story and answer these questions:

+ Was it spoken from your heart?
Did you reach people at an emotional level? Did they feel your pain?
Did you include evidence-based solutions that improve their work and the bottom line?
Did you share how partnering with families reduces provider burn-out?
Did you include how partnering with families provides an authentic lens for better
decision making?
Did the story answer, for the audience "What's in it for me?”

The primary benefit of storytelling is to increase one's ability to understand on an empathetic
level, not simply to validate or assess, but to learn from the wisdom of the lived experience.

Both positive and negative stories have impact; they can be heard in many ways. Telling
your story can mean different things to different people, like when two people don't see
the same thing when looking at the same picture. A story can be daunting and stressful
for some. For others, it can be empowering and strengthening. A story may be heard as
negative by some people and even cause heartache. Other times it may inspire people to
see things differently.

Feedback, positive or negative, allows the storyteller to learn and grow, as in the personal
example shared below.

"My first time telling my story was to give people strength to fight cancer. | had no
preconceived ideas of any outcomes. What came out of that story and presentation
was truly mind blowing. Over 100 people lined up to talk to me. After many years of
telling my story, I was approached by a man who said he heard my presentation many
years ago. He said, 'l remember what you said about your husband'’s haircut.’ | was
impressed this man had remembered the part about the haircut, but only because he
had remembered my story." — Kelly Foran
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Storytelling with a Purpose:
The Power of Co-Designing Stories with
Patients and Family Care Partners

‘I can tell you from experience, storytelling with a purpose is the
only way to co-design or co-produce. It's the best way to use
your story to make a difference for all patients and families.

Depending on the healthcare setting | am working with at
the time, | use my story to help drive quality improvement,

advance research, or enhance the use of measurement data.”
— Rosie Bartel

Co-design in healthcare involves the equal partnership of healthcare staff and the
individuals who have lived experience of using the health system, such as patients and
family care partners, along with the designers of any new process or procedure. The best
way for patients to engage in co-design and co-production is by embedding their lived
experience stories at every level of the organization, from the Board of Directors to the
Security Department.

Personal stories have always held a remarkable power to inspire and create change. For
instance, in healthcare, activated patients, family, and caregiving leaders are often called
upon to share their lived experiences and narratives. This process for sharing stories is
called “Storytelling with a Purpose.”" These personal stories serve as powerful tools for
bringing about constructive change within the healthcare system as well as helping many
patients along their healthcare journey and lives.

Storytelling is a powerful tool for effecting positive change within all levels of a healthcare
system. From the way exam rooms are cleaned, to equitable access to buildings, to care
teams working together in the best interest of patients, all can be improved through
stories from patients. Patients and family care partners who bravely share their personal
stories can contribute to creating an environment where empathy and compassion are
fostered, policies are reevaluated, and ultimately constructive change is achieved for the
betterment of all involved parties.

Development of co-designed stories begins by elevating patient and family care partner
engagement to the level of true partnership with the healthcare organization. This
partnership often uses storytelling to build trust and relationships. The effective use of
storytelling not only provides valuable insights but also fosters a culture of patient-centered
care and collaborations with patients, family care partners, and healthcare providers.
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Before a patient commits to talking about their lived experience, they should be asking
why the group wants to hear their story. If the organization can't connect the patient's
story to what they are working on, it is time to walk away. If a patient wants to help a new
patient find their niche as a patient and care partner, this is one of the most important
things they can share with them.

Patients play a crucial role in fostering meaningful connections between healthcare
organizations and the community they serve. By using the insights and perspectives

of the patient about the community, healthcare organizations can address challenges
and improve patient care. Through open communication by patients, the gaps between
healthcare organizations and the communities they serve can be addressed, creating
better patient outcomes.

Patients and family care partners possess a unique perspective that can shed light on
the challenges faced by individuals navigating the complexities of healthcare. By sharing
their lived experience, they create a bridge between policymakers, healthcare providers,
and the patients themselves.
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Mentoring PFAs and
Organizations in Storytelling

Hospital leaders overseeing Patient and Family Advisory Councils often aim to gather
stories from their members, but achieving this goal can be challenging. While most
members are generally supportive of the idea, developing a shareable narrative takes
time and requires a concerted effort. Allocating time during council meetings for
brainstorming and writing can be beneficial, but it's essential to acknowledge that each
individual's journey must align with their personal learning styles. Some members may
prefer to write their stories down, while others may feel more comfortable recording
themselves sharing their thoughts. Recognizing and accommodating these diverse
approaches will enhance participation and lead to richer, more authentic storytelling.
Accountability of both the PFA and the organization is key to getting stories developed,
shared, and acted on. Considerations include:

PFA Accountability:

&=

1. Understand the purpose. Identify your goal by determining what you want
to achieve—whether it's improving patient education, enhancing empathy, or
gathering feedback for system improvements.

2. Make the story holistic. In addition to telling the story of your lived experiences,
journeys, treatments, and outcomes, also include provider insights with stories
from healthcare professionals about challenges and successes in their practice.
Capture experiences from family members and caregivers to understand their
roles and needs.

3. Develop a framework. Create a clear structure for your stories, such as a
beginning (introduction of the issue), middle (journey or challenges), and end
(resolution or lessons learned). Use guiding questions to help elicit detailed
and relevant narratives, such as “What was the most challenging part of my
experience?"

4. Evaluate and refine. Monitor and assess the impact of your story on patient
outcomes, staff engagement, and organizational changes. Continuously refine
your storytelling style based on feedback and the effectiveness of the storytelling
approach.

Organizational Accountability

1. Create a safe environment. Ensure all shared stories are handled with respect
and confidentiality. Obtain consent from individuals before sharing their stories.
Make sure the storyteller feels comfortable and supported when sharing their
stories.
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2. Incorporate stories into practice. Use the stories in training programs to
illustrate key concepts and humanize clinical scenarios. Integrate the stories into
educational materials and programs to make information more relatable and
memorable. Use stories to gather feedback on patient experiences and identify
areas for improvement.

3. Share and implement. Share stories through various channels such as
workshops, newsletters, or digital platforms. Develop action plans based on the
insights gained from stories. Implement changes to improve patient care and
address identified issues.

4. Foster a storytelling culture. Create an environment where sharing stories
is encouraged and valued. Recognize, acknowledge, and celebrate the
contributions of those who share their lived experiences.

By maintaining accountability in these areas, both PFAs and the healthcare organization
together can effectively use storytelling to enhance communication, improve patient care,
and drive meaningful change.

Working with New Storytellers
Below are helpful tips to consider when working with a group of new storytellers:

+ Understand it takes time. Set a long-term goal of getting stories done. Devote
time within each meeting to work on stories. Break the process down and have
members share a memorable moment, pleasant or unpleasant, that has stuck
with them through their healthcare journey. How did it make them feel, and what
would they like to tell those who were involved?

« Offer a coach. Invite a writing coach to the meeting. This should be done early in
the process. Devote most of or an entire meeting to writing. Have plenty of pencils
and paper available. Write down ideas and thoughts to build from. Order in a meal
and make it fun.

+ Share completed stories. Help members understand what a final story looks like
and how they've been used at your hospital and the difference they make. This
can be a good time to let members know that stories can be used in different
ways (i.e., to open meetings, in newsletters, or as keynote addresses).

+ Set aside office hours. Throughout the writing process, consider having set times
to be available to talk individually with storywriters. This can be done virtually
using platforms like Zoom or Microsoft Teams. It's a great time for the new writer
to share where they are in the process and get direction to keep them on track.

+ Keep an organized repository. Keep the completed stories saved in categories
where they can easily be found when hospital staff need a patient's perspective.
Organizing them by topic, unit, and diagnosis can also help.
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Ways to Use Stories in Healthcare
N/

Stories have a profound ability to connect, inspire, and drive change in healthcare
settings. By harnessing the power of storytelling, healthcare professionals can engage in
quality improvement, advance research, and develop effective measurement strategies.
Understanding your motivations for sharing your story is crucial—whether it's to inspire
change, foster empathy, or enhance awareness of critical issues. Here are ways to use
stories in healthcare to achieve these goals:

+ For quality improvement. Understand your “why." Why do you want to tell your
story? What change do you hope to inspire through it? Identify your strengths
as a connector or communicator—whether it's your sense of humor, storytelling
style, natural ability to engage, or the power of your experience. Knowing what
is important about your message will help you deliver it with authenticity and
purpose, ensuring that your story resonates and drives meaningful change.

+ Inresearch. Consider the impact you hope your story will have on research. Do
you aim to promote empathy, create awareness of specific issues, inform research
design, or evoke emotion? Clarifying your goals will help you tailor your narrative
to resonate with researchers, ensuring that your story not only shares personal
experiences but also contributes to the broader understanding and advancement
of research in healthcare.

+ To develop metrics for measurement. It's essential to focus on the subject being
measured, ensuring that the narrative is polished and concise. Understanding
your audience is crucial: consider why they are there, their roles, and how
they typically connect with patients and family care partners. Identifying what
elements of your story will resonate with them and what might disengage them
is vital. Tailoring your narrative to align with their interests and perspectives will
enhance the impact of your message and foster a deeper connection between
the audience and your story.

% Mediums for Storytelling

Storytelling in healthcare can be conveyed through a variety of mediums, each offering
a unique way to share experiences, insights, and information. Here are some common
mediums used for storytelling in healthcare (in alphabetical order):

+ Art and Creative Expression. Art created by patients, families, or healthcare

workers to express emotions and experiences related to healthcare:

- Poetry and Prose: Written creative works that explore themes of illness,
healing, and caregiving.

+ Photography: Images that capture moments in healthcare settings, patient
journeys, or the day-to-day lives of healthcare professionals.

- Video: Short films, documentaries, or video diaries that provide a visual and
auditory narrative of healthcare experiences.

+ Infographics: Visual representations that combine data with storytelling
elements to communicate healthcare information effectively.
+ Humanizing Healthcare Through Art - Examples
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https://theberylinstitute.org/special-interest-communities/patient-and-care-partners-community/humanizing-healthcare-through-art/

- Blogs. Platforms where patients, family care partenrs, and healthcare providers
write about their experiences, challenges, and insights.
+ A Human-Centered Approach to Engaging Diverse Families in Pediatric
Advisory Groups

+ Keynote Presentation, In Person or Virtual. Spoken accounts shared by patients,
caregivers, or healthcare professionals that describe personal experiences with
illness, treatment, or caregiving.

+ Rosie Bartel - Copenhagen 2023 (bmj.com)

+ Learning Bites. Brief 3-5 minutes videos where people share short stories,
updates, and reflections on healthcare experiences.
- Standing Up for the Workforce: Seven Considerations for Patients and
Families

+ Medical Education: Integration of storytelling in medical education through
literature, history, philosophy, and the arts to enhance understanding of the
human condition and improve patient care.

+ The Use of Patient Stories as a Knowledge Translation Strategy to Facilitate
the Sustainability of Evidence-Based Interventions (EBIs) in Healthcare

+ My Six Word Story. A form of storytelling that conveys a complete narrative in
just six words, challenging the writer to express a compelling idea, emotion, or
situation within the six-word count.

+ My six-word story: Power to reconnect and connect

+ Podcasts. Audio recordings where individuals discuss healthcare topics, share
personal stories, or conduct interviews with experts.
+ Special Needs Child Changed My Life

+ Webinars.” An online seminar or presentation conducted over the internet in real-
time used to share information, conduct training, host discussions, and engage
with audiences remotely.

- Patient Stories are Data: Reframing How We Hear and Act on Patient
Feedback

These mediums provide diverse ways to convey stories in healthcare, helping to foster
empathy, improve communication, educate, and advocate for better patient care.

* Membership required to access
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The Odds and Ends of
Storytelling in Healthcare

Quotes from those with experience in storytelling

1. How will | know if I've told a good story?
“When | feel like | have told a good patient/family story, | am emotionally drained.”

2. How do | design a presentation for a specific time frame?
‘After | know how much time | am allotted to talk, | start thinking about how | can
tell my story in that time frame and what parts of my story might have the greatest
impact within that framework.”
“When | present to a group, | like to have a conversation with the other presenters
about the topic, because | relate my story to their material, and | am very aware of
honoring everyone's time allotment”

3. How do | get started crafting my story?
“My way of crafting my story is to use the topic to develop the story in my mind. |
will find myself thinking about various ways to use my story to make the greatest
impact.
‘About an hour before | do my presentation, | write down a few key words on a
just one note card. | do this because it is at about that time that | start getting the
butterflies in my stomach. This helps me focus

4. Is using data In storytelling a good idea?
‘| don't use data very often with my story unless it is data about myself. If | use
data, | make sure the audience understands how that data is related to my story
and my personal outcomes”

5. Is there a benefit to embracing a personal style?

‘My personal style is to be very passionate. If | try to be more professional, | lose
some of that passion, and | am not as effective.”

‘I try to engage with someone or a few people in the audience and | tell my story
just to them. | sometimes forget how many people are in the audience”
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6. Do I need to check out the physical space in which I'll be presenting?

- “Always check out the presentation space. | am in a wheelchair, so | usually have
a lot of questions. For example, | ask if | will be presenting on a stage. If so, | will
need a wheelchair ramp.”

- “linquire about how the audience will be arranged for the presentation. The room
arrangement is important to how | interact with the audience. Because | can't walk
around the room, | prepare to interact with audiences in that setting to provide the
biggest impact”

7. What do | need to check before a virtual presentation?
+ “Check your connection, turn on your camera, and double check your volume. If
you are using slides, double check how they will be shared and who will advance

them.”

- “Forvirtual presentations, | dress professionally and add a little make up, because
I think | do a better presentation when | dress for the job."

8. How do | adjust my story to meet the audience’s needs?

+ “lalways ask a lot of questions about the audience because | want to know why
they are at this presentation. | believe that | am a more effective presenter when |
adjust my story to meet the reasons why the audience wants or needs to hear my
story.”

9. What's the best way to capture the attention of your audience?

+ “l'try to capture my audience with my first sentence’”

+ “l'try to help them not only understand my story but also feel the pain that a
healthcare acquired infection can cause a patient”

10. What pre-speaking ritual do you follow?

< "My main ritualis not to eat before | present. | call it ‘my fast before the operation”
I worry that food in my stomach will cause the butterflies to come spilling out
during my presentation.”

11. How should | take care of myself on presentation day or the travel day to a
presentation?

+ "If I am presenting more than an hour from my home, | stay at a hotel close to the
presentation site the night before”

+ ‘I get to the location at least a half hour before the presentation because | want
to check microphone and other last-minute things before the audience arrives. |
hate being rushed or being late”
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- ‘I don't ever share parts of my story that will make me cry. | do a personal check-in
to make sure what | plan to say won't make me cry. | am not pretty when | cry.

12. What's the best way to cope with curveballs (for example, you thought you had 30
minutes to present and find out as you go on stage that you have 1 hour)?

- "l prepare for those curveballs by having a Plan B for every situation. If | need to
use more time, | will share more details that would help that particular audience
better understand what it is like being a patient. If | have less time, | have a plan to
share the most important details from my story that will make them stop and think
about how they treat a patient.

13. What's the best way to cope with nerves and anxiety?
- ‘The way | cope with nerves is finding a quiet place, about an hour before my
presentation, to be by myself, sit quietly, and review my story in my mind. This is

when | write a few key words on a note card”

+ ‘I make sure | have my opening line ready. | usually start my story with the same
sentence!

14. After the storytelling is done and you replay in your mind the triumphs and
mistakes—how do you use this to do better next time?

+ “The replay is the hardest thing for me as a presenter because | am very critical
of myself. | go over in my mind the things | should have said instead of thinking
about the things that went right.

+ “Because | am very critical of myself, | have a few things | watch for in the
audience such as whether people are on their phones. | watch to see if they are
actively listening to my story and try to assess if | touched their hearts.

15. What does a storyteller wear?

+ ‘I have items in my wardrobe that | only wear when I'm presenting. These items
make me feel good about my appearance.”

+ ‘lalways wear some type of jacket.

+ ‘I have a simple necklace and earrings that | usually wear. They aren't a
distraction.”
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The Stories Behind the Storytellers

Members of the GPFAB share why they are motivated to be a storyteller

Scott Ballard-Ridley

In 2007, at 22, my life took an unexpected turn when | collapsed during a night out with
friends. | woke up two and a half months later in intensive care, unable to move, speak, or
see due to a major stroke. The journey of recovery and self-discovery that followed taught
me to embrace the abilities | regained while accepting those | would never recover. Now,
16 years later, | am a husband, father, and passionate professional dedicated to helping
healthcare providers collaborate more effectively with patients to unlock their full potential.

Rosie Bartel

On September 5, 2009, my life changed dramatically when a doctor informed me that |

had a MRSA infection and only a 30% chance of survival. This diagnosis led to numerous
surgeries, hospitalizations, and severe emotional, spiritual, financial, and physical challenges.
Misunderstanding about MRSA led to isolation from some family and friends. Driven to
prevent others from facing similar struggles, | began working with healthcare professionals to
address MRSA-related issues in their organization. Sharing my story with leadership, | realized
its power in driving change. Even as | continue to battle this infection, | use my experiences to
co-design with medical professionals, inform researchers, and advocate for patients and their
family care partners, aiming for a world free of such serious infections.

Isabela Castro

I am a brown woman with deep experience navigating illness in my family—three
generations of women, including myself, have suffered harm in maternal and newborn
care. My journey through these challenges has given me the insight to bridge the gap
between patients, families, and healthcare providers. | hope no other woman has to
endure the pain of losing a baby as | did. My mission is to empower women, wherever they
are, to advocate for themselves and work to prevent harm.

Jeff Cousins

In the midst of weeks spent in the pediatric ICU, | desperately needed to understand the
doctor's plan for my son. The stress, worry, and lack of sleep have made it hard for me to
articulate answers to the questions I'm asked—even though | know the answers are somewhere
in my exhausted mind. My wife and | have often waited hours to see the doctor responsible for
my son's care. | hope his medical team can offer grace and compassion to us and the other
families in similar situations. It would mean so much if they could take the time to sit down with
us, explain their plan, repeat it if necessary to ensure we fully understand, and patiently answer
the questions we inevitably have about our son, who cannot ask them himself.

Genevieve Franklin
I'm an immigrant whose first experience in this country was as a 4-year-old battling a relentless
malignant cancer in a Texas hospital. | shouldn't be alive today, but here I am, thanks not just
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to medical treatment but to the compassionate care and forward-thinking policies of that
hospital. Now in my 70s, after facing many health challenges, I'm grateful to have shared my
story to improve patient experiences at the healthcare institution I've long been part of. The
most effective way I've done this is by sharing stories of my own health journey and that of my
husband, who battled juvenile diabetes for 22 years. His healthcare experience was far more
challenging, with some providers being attentive, others heedless, and some outright reckless.
After his passing, | resolved to share my insights to ensure others receive the attentive care that
sustained me and avoid the mistakes and insensitivity my husband sometimes endured.

Kelly Foran

| established a foundation to assist people in navigating healthcare in Australia. In a span of
just three months, | faced cancer, brain surgery, premature birth, a stroke, diabetes, and a life-
threatening bout of meningitis. During this time, my family from rural NSW had to endure long
travels, city traffic, parking challenges, and finding essentials in an unfamiliar environment.
Meanwhile, | was relearning to walk and talk while our baby boy, born with multiple health
issues, was diagnosed with life-threatening cancer. The overwhelming worry, guilt, financial
strain, and helplessness also contributed to my husband's struggle with depression.

Sydney Graham

I'm a mother who, 29 years ago, faced overwhelming challenges when my first child
was born with a facial deformity and faced public stigma. | became a strong advocate
and learned to navigate his complex care, which empowered both of us. However, when
my second son struggled with mental health and addiction issues, | encountered harsh
Jjudgment and stigma, which fueled my resolve to support him and challenge outdated
perspectives. Despite facing abusive assessments, | learned that compassion and
collaboration are crucial in healthcare. My experiences have shown me the importance
of integrating caregiver insights with provider expertise to improve care. My goal is to
advocate for a more compassionate and effective approach to treatment.

Jamonica Hill

| am a wife, mother, grandmother, daughter, sister, and financial sector business leader. As
an African American, my journey through critical illnesses in my family has been deeply
impactful. In 2008, my father died within three months of a missed cancer diagnosis,

and in 2015, my daughter was diagnosed with breast cancer. In 2018, | nearly died

from a kidney stone obstruction and sepsis, saved only by my husband's quick action.
Recovering from this, | aimed to move from the ICU to a regular room in two days and
learned the importance of refusing hasty medical decisions. These experiences drive me
to share my story and emphasize the need for active participation in healthcare.

Melissa Jones

I'm an advocate, fundraiser, storyteller, and mother to two children. My journey began with my
son's premature birth and a life-threatening condition called Necrotizing Enterocolitis. After a
critical surgery and multiple setbacks, including a medication error that nearly took his life, my
family and | faced intense emotions and challenges. His survival led to our involvement in safety
improvements at the hospital and deepened my commitment to advocacy and storytelling.

Tanya Lord
I am a bereaved mom. My son died from a series of medical errors at age four and a half.
I've always been shy, and he was the opposite, pushing me into social situations | would
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have avoided. His death gave me an excuse to isolate, but | felt his presence urging me
to share our story. Though | remain anxious every time | speak, | tell the story of Noah
because it needs to be heard. In life, | was his guide; in his death, he is mine.

Nikki Montgomery

I identify as a neurodivergent Black American woman who is also the parent of a child
with a rare genetic condition, autism, and complex medical needs. My life has been
shaped by two babies with quiet cries. The first was my sister, born with a rare genetic
condition. Despite many medical challenges, she earned degrees in bioinformatics and
bioengineering and became a strong advocate for herself as a disabled Black woman. In
2011, my son was born with the same condition, requiring a feeding tube, tracheostomy,
and ventilator. My sister supported me through his NICU and PICU stay until her sudden
death at 27, leaving me to find my own voice. Through my son's many surgeries and a
near-fatal error, I've become confident in advocating for healthcare transformation and
addressing disparities. | believe that change requires quiet voices like mine to be heard.

Ai Ling Sim-Devadas

Throughout my career in healthcare, from communications to patient experience, | never
truly understood the patient perspective until 2017 when | was diagnosed with breast
cancer. My world changed drastically. | went from being a confident healthcare navigator
to a patient facing mastectomy and chemotherapy. This experience revealed to me how
different the patient perspective is from that of a healthcare professional. | realized how
my professional priorities had blinded me to the realities faced by patients. Now, I'm
driven to share my story with other healthcare professionals to encourage them to view
their work through the eyes of patients and families, and to consider their experiences
when designing programs, systems, and facilities to improve patient care and safety.

Aimee Williamson

Before 2000, my healthcare experiences were limited to routine visits. Everything
changed when my daughter was born with spina bifida. The initial conversation with the
neurosurgeon was pivotal, but we didn't fully grasp the future. \We became heavily reliant
on the healthcare system, where compassion and empathy from healthcare workers
were vital. Despite the challenges, we received significant support and kindness. In 2014,
I joined the Boston Children's Hospital Family Advisory Council to give back. | emphasize
positive experiences to highlight the impact of healthcare workers, while also addressing
negative aspects when necessary. This approach has built a strong partnership with the
hospital, celebrating successes while striving for continuous improvement.

A Tribute to Tiffany

\With deep appreciation, the contributors of this paper and the staff of
The Beryl Institute dedicate this work to Tiffany Christensen, honoring her
masterful storytelling skills that shaped and informed much of this guide.
The words within these pages reflect the legacy Tiffany created. Her spirit

resonates throughout, and we unite in those moments to carry forward
the changes she envisioned in healthcare through storytelling.
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Supplemental Storytelling Examples

Humanizing Healthcare through Art

Tanya Lord"
Finding My Voice through Poetry

Sydney Graham®
Wings Clipped

Nikki Montgomery*
Invisible: A Patient’s Haiku Series

Victoria Lyons
My Papa's Last Days

Paula Bartel
One Benign Tumor Changed My Life Forever

Sarah Wolven
Perspective

Mark Korobkin
Clean the Beeping Thing

Lois Bence-Ehlke
A Victim of Outside Forces

Glenda Sirota
Feeling Alive through Painting

PX Learning Bites

Aimee Wilson”
Standing Up for the Workforce

D’Anna Holmes*
What Families Can Teach Us about Patient Experience

Paul Jaglowski
Patient Experience Lessons from 100+ Days as a NICU Dad

‘Member of the Global Patient & Family Advisory Board
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https://theberylinstitute.org/special-interest-communities/patient-and-care-partners-community/humanizing-healthcare-through-art/finding-my-voice-through-poetry/
https://theberylinstitute.org/special-interest-communities/patient-and-care-partners-community/humanizing-healthcare-through-art/wings-clipped/
https://theberylinstitute.org/special-interest-communities/patient-and-care-partners-community/humanizing-healthcare-through-art/invisible-a-patients-haiku-series/
https://theberylinstitute.org/special-interest-communities/patient-and-care-partners-community/humanizing-healthcare-through-art/my-papas-last-days/
https://theberylinstitute.org/special-interest-communities/patient-and-care-partners-community/humanizing-healthcare-through-art/one-benign-tumor-changed-my-life-forever/
https://theberylinstitute.org/special-interest-communities/patient-and-care-partners-community/humanizing-healthcare-through-art/perspective/
https://theberylinstitute.org/special-interest-communities/patient-and-care-partners-community/humanizing-healthcare-through-art/clean-the-beeping-thing/
https://theberylinstitute.org/special-interest-communities/patient-and-care-partners-community/humanizing-healthcare-through-art/a-victim-of-outside-forces/
https://theberylinstitute.org/special-interest-communities/patient-and-care-partners-community/humanizing-healthcare-through-art/feeling-alive-through-painting/
https://theberylinstitute.org/product/standing-up-for-the-workforce-seven-considerations-for-patients-and-families/
https://theberylinstitute.org/product/what-families-can-teach-us-about-patient-experience/
https://theberylinstitute.org/product/patient-experience-lessons-from-100-days-as-a-nicu-dad/

Marian Hamilton
Caring for the Caregiver

Lori Gunther
Ways to Enhance Communication in Improving the NICU Experience for Families

Marcus Engel
The Power of the Patient’s Story

PX Paper Reflections

Rosie Bartel & Mark Agathangelou®
A Commitment to Human Experience in Essential Hospitals

Rosie Bartel”
Where are my things? Best Practices for Safeguarding Patient Belongings in Hospitals

Rosie Bartel”
Becoming the Best Place To Be: Elevating the Human Experience in Senior Living
Communities

Rosie Bartel”
A Global Inquiry on Excellence in the Diagnostic Journey

Ai Ling Sim-Devadas”
Interconnected: An Exploration of Improvement Efforts Connecting Patient
Experience and Communication

Denise Durgin®
Human Experience 2030

Rosie Bartel”
Elevating Experience for those Living with Dementia

Tanya Lord"
The Experience of Safety in Healthcare: A Call to Expand Perceptions and Solutions

Nikki Montgomery*
The Role of Cultural Competence in Delivering Positive Patient Experiences

Isabella Castro*
Experience Leader: A Critical Role At The Heart of Healthcare

‘Member of the Global Patient & Family Advisory Board
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https://theberylinstitute.org/product/caring-for-the-caregiver/
https://theberylinstitute.org/product/ways-to-enhance-communication-in-improving-the-nicu-experience-for-families/
https://theberylinstitute.org/product/the-power-of-the-patients-story/
https://theberylinstitute.org/wp-content/uploads/woocommerce_uploads/2024/07/07.08.24-Essential-Hospitals-Reflection-2nnapx.pdf
https://theberylinstitute.org/wp-content/uploads/woocommerce_uploads/2024/01/PCPC-Reflection-Lost-Belongings-uklmyu.pdf
https://theberylinstitute.org/wp-content/uploads/2022/11/Reflection-Becoming-the-best-place-to-be.pdf
https://theberylinstitute.org/wp-content/uploads/2022/11/Reflection-Becoming-the-best-place-to-be.pdf
https://theberylinstitute.org/wp-content/uploads/woocommerce_uploads/2022/11/Relection-A-global-inquiry-The-Power-Of-Human-Experience-jcba8h.pdf
https://theberylinstitute.org/wp-content/uploads/woocommerce_uploads/2018/04/PFA_-_Interconnected_White_P-uygabf.pdf

https://theberylinstitute.org/wp-content/uploads/woocommerce_uploads/2018/04/PFA_-_Interconnected_White_P-uygabf.pdf

https://theberylinstitute.org/wp-content/uploads/woocommerce_uploads/2022/11/PFA_-_HX2030-cvzehu.pdf
https://theberylinstitute.org/wp-content/uploads/woocommerce_uploads/2022/11/Reflection-Elevating-Experience-for-those-Living-with-Dementia-jqk05p.pdf
https://theberylinstitute.org/wp-content/uploads/woocommerce_uploads/2022/11/Reflection-The-Experience-of-Safety-in-Healthcare-A-Call-to-Expand-Perceptions-and-Solutions-kxm69l.pdf
https://theberylinstitute.org/wp-content/uploads/woocommerce_uploads/2016/06/PFA-The_Role_of_Cultural_Com-b75qvt.pdf
https://theberylinstitute.org/wp-content/uploads/woocommerce_uploads/2019/12/PFA-Experience_leader-A_Crit-lhko6u.pdf

Pecha Kucha

Ai Ling Sim-Devadas
ELEVATE 2023

Cristina Serrao*
ELEVATE 2023

Rosie Bartel”
ELEVATE 2024
Podcasts

Jeff Cousins®
Special Needs Child Changed My Life

Tanya Lord"
Grief found my voice and improved my purpose

Jono Broad”
Living beyond expectation, no barriers unbroken

Isabela Castro*
Terrible Healthcare System Made Me Shine

Rosie Bartel”
A Story of Faith, Hope and Survival

Nikki Montgomery*
We have these conversations in our living rooms

Stacy Sedlak
I've Come to Find that Anyone in Healthcare Has a “Why"

Emily Newberry
We need to be the patient in the room

Trisha Choi
Forgive Yourself for Being Human - A Story of Bipolar Disorder

Mary Smith
“Brain Fog" and Overwhelm: A Long-COVID Story

Gloria Sirota
Born unhealthy, died, revived by medicine and music, now alive

‘Member of the Global Patient & Family Advisory Board
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https://theberylinstitute.box.com/s/l802o6k8umq3742v37i43u8qaenqb42n
https://theberylinstitute.box.com/s/vgfh7pj9q6khvm441lnedclmbz7pm7kz
https://theberylinstitute.box.com/s/huycqqpvikwo8kvbmhvt2nmfho50t6w8
https://theberylinstitute.org/product/special-needs-child-changed-my-life/
https://theberylinstitute.org/product/grief-found-my-voice-and-improved-my-purpose/
https://theberylinstitute.org/product/living-beyond-expectation-no-barriers-unbroken/
https://theberylinstitute.org/product/terrible-healthcare-system-made-me-shine/
https://theberylinstitute.org/product/a-story-of-faith-hope-and-survival/
https://theberylinstitute.org/product/we-have-these-conversations-in-our-living-rooms/
https://theberylinstitute.org/product/ive-come-to-find-that-anyone-in-healthcare-has-a-why/
https://theberylinstitute.org/product/we-need-to-be-the-patient-in-the-room/
https://theberylinstitute.org/product/forgive-yourself-for-being-human-a-story-of-bipolar-disorder/
https://theberylinstitute.org/product/brain-fog-and-overwhelm-a-long-covid-story/
https://theberylinstitute.org/product/born-unhealthy-died-revived-by-medicine-and-music-now-alive/

Ryan Fowler
It's an honor and a privilege to come and get a little vulnerable...

Erin Moore
A Complicated Gift

Curt Taylor
| don't Want to Touch People’s Faces

Laurie Brown Kindred
Clinging to the Last Bottom Eyelash, pt 2

Laurie Brown Kindred
Just Living Life and then Boom! | have Cancer, pt 1

Lindsay Lewandowski
In those Moments | think I'm Not Going to be OK, pt 1

Lindsay Lewandowski
We're Al Human Here, pt 2

Oliver
L was fine with my body. | just didn't like that it was mine

Rana Awdish
Life Beyone ‘In Shock’

Erik Hauck and Kara Lyven
Running Buddies

Marcia Donziger
Caring for People Shouldn't be an Afterthought: A Conversation with Marcia Donzinger

Webinars
(Access to webinars requires membership)

Rosie Bartel, Corey Kimpson, Nikki Montgomery*
Rebuilding a Foundation of Trust: A Conversation with Patients and Care Partners

Isabela Castro, Tony Serge, Sydney Graham, Cristina Serrao, MaryAnn Sterling”
We Are Not Visitors: Working Together with Family Caregivers and Care Partners

Nikki Montgomery, MaryAnne Sterling, Michelle Van De Graaff"
Invite and Activate Partnership

Claire Snyman
Amplifying the Voices of Those with Lived Experience

‘Member of the Global Patient & Family Advisory Board
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https://theberylinstitute.org/product/its-an-honor-and-a-privilege-to-come-and-get-a-little-vulnerable/
https://theberylinstitute.org/product/we-have-these-conversations-in-our-living-rooms/
https://theberylinstitute.org/product/i-dont-want-to-touch-peoples-faces-and-other-myths-about-people-without-sight/
https://theberylinstitute.org/product/clinging-to-that-last-bottom-eyelash/
https://theberylinstitute.org/product/just-living-life-and-then-boom-i-have-cancer/
https://theberylinstitute.org/product/in-those-moments-i-really-think-im-not-going-to-be-okay/
https://theberylinstitute.org/product/were-all-human-here/
https://theberylinstitute.org/product/i-was-fine-with-my-body-i-just-didnt-like-that-it-was-mine/
https://theberylinstitute.org/product/rana-awdish-life-beyond-in-shock/
https://theberylinstitute.org/product/running-buddies/
https://theberylinstitute.org/product/caring-for-people-shouldnt-be-an-afterthought-a-conversation-with-marcia-donzinger/
https://theberylinstitute.org/product/rebuilding-a-foundation-of-trust-a-conversation-with-patients-and-care-partners/
https://theberylinstitute.org/product/we-are-not-visitors-working-together-with-family-caregivers-and-care-partners/
https://theberylinstitute.org/product/invite-and-activate-partnership/
https://theberylinstitute.org/product/amplifying-the-voices-of-those-with-lived-experience-the-key-to-transforming-healthcare/

Tiffany Christensen
Patient Stories are Data: Reframing How We Hear and Act on Patient Feedback

Marcia Donziger
Leading Healthcare & PX Teams with Clarity, Confidence and Courage

Michelle Carter, Barb Fewster, Jennifer Hubbard, Michelle Jones, Charlene O'Reilly
Connecting the Dots for Caregivers Across The Continuum of Care

Dawn Finnegan
Continuing Engagement with Patient and Family Experience Advisors

Caroline Stacey
The Power of PFAs: Patient Voices Can Drive Change

Susie Becken
Achieving Diagnostic Excellence: Patients as Research Partners

Videos

Shari Burman, Victoria Baskett, D'’Anna Holmes, David Andrews*
Patient Experience is... The Power of &

Les
Every Patient Has a Story

Multiple
All Voices Matter
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https://theberylinstitute.org/product/patient-stories-are-data-reframing-how-we-hear-and-act-on-patient-feedback/
https://theberylinstitute.org/product/leading-healthcare-px-teams-with-clarity-confidence-and-courage/
https://theberylinstitute.org/product/connecting-the-dots-for-caregivers-across-the-continuum-of-care/
https://theberylinstitute.org/product/continuing-engagement-with-patient-and-family-experience-advisors/
https://theberylinstitute.org/product/the-power-of-pfas-patient-voices-can-drive-change/
https://theberylinstitute.org/product/achieving-diagnostic-excellence-patients-as-research-partners/
https://youtu.be/hoUXDsgC-0g
https://youtu.be/L8EF3RMN0xI
https://youtu.be/WdPMgC2zX6U

