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The Transformative Impact of

Storytelling for Regulatory Purposes:

Communicating the Burden of
Lipodystrophy



A Letter from Kate

Hi loves,

You probably feel a range of emotions
right now. When | first agreed to tell my
story, | thought, maybe like you, “What
did | get myself into? Why is my story
important?” If you are reading this, | see
you and know for a fact that every
single one of our stories is SO

T

important. They have the power to create meaningful change for
generations of people with lipodystrophy to come, while also
improving lives now, as multiple potential treatment options are
currently in the pipeline. | see this opportunity as this: we are the
lucky few who have the chance to represent this beautiful
community, which spans a spectrum of experiences. You matter,
and we matter. Please do not forget that during this experience.

| hope you find immense solace and clarity as you write your
lipodystrophy story and connect with others who are doing the
same. | personally find that the more | tell about myself, the more
connected | feel to the world around me. Even writing stories
about myself TO myself makes me feel more connected to this
world. Since | took on Lipodystrophy United a couple of years ago,
| have talked to so many people who agree.

We all feel a profound connection and a renewed sense of hope
after hearing others' stories and, in turn, sharing our own.
Lipodystrophy stories are few and far between, but we are
changing that. Our stories will make a real change in the world,
whether it’s helping to create stronger clinical trial designs or
helping regulatory agencies, such as the FDA, understand what it
is like to live with the disease so they can make informed
decisions.
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But | think most importantly, this process will provide a great
sense of clarity and promise that your experience is valid.

| created this workbook as a resource to help guide you in writing
your unigue lipodystrophy story as you prepare to tell your story
at the EL-PFDD on September 11th, 2026, in Alexandria, Virginia. It
is designed for us all: individuals with lipodystrophy, caretakers,
family members, and advocates.

Remember, you own your story. Not LU, not the FDA, you. You
have full control here. You are in the driver's seat, and | hope you
invite our wonderful community and me to come along for the
ride :)

Before you dive into this workbook, make sure you have reviewed
the pre-workbook resources for inspiration and short training on

storytelling.

- Kate Stratton, Executive Director
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Purpose and Background: Why does
my story matter in this context?

Setting an Intention:
Why am | sharing my lipodystrophy story?

Brainstorming:
Disasters, Adventures, Mishaps, Triumphs,
Failures, & Turning Points

Scene Building: Narrative
Transformation

Writing Your Story:
What should | talk about in my story?

Panel 1 Questions:
Prepare with specifics

Panel 2 Questions:
Prepare with specifics

This workbook has been reviewed and approved by LU’s Community
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PURPOSE
Why does my story matter?

Your story matters for many reasons......

e Communicating the true burden of lipodystrophy:
Sharing your story will help EVERYONE in the
room: researchers, doctors, industry, and regulatory
agencies gain a deeper understanding of what it is
like to be the most important stakeholder, the
patient (or caregiver). This is essential for drug
development and making informed decisions in the
field of lipodystrophy.

e A lack of stories in our community: Many
individuals in the lipodystrophy community have
tirelessly searched for stories similar to their own,
often without success. You could be their lifeline.

e Connection with other people with lipodystrophy:
Sharing your story could bring a supportive
community of people who want to talk directly
about their lipodystrophy experiences to you. In
this case, you will get to know your fellow
panelists/audience members and have the privilege

of all working together. w Lipodystrophy
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PURPOSE

Why does my story matter?

Any initial thoughts?
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SETTING AN INTENTION

As we discussed in our conversations, please find
your focus and help people connect with your
experience by sharing just enough about yourself in
the five minutes you will have on stage. This will take
editing and work, and we will do it together. That
comes later. First, think about your intention.

e First, reflect on what made you say yes to sharing
your lipodystrophy story for the EL-PFDD meeting.
What gave you this bravery? Is it a drive to
understand yourself more, connect with the
community, finally have your voice heard after being
told that you were being dramatic, or something else?
Whatever it is, think about your purpose. Why am |
doing this?

Next, what is your focus?

e How can | make my story about my most burdensome
symptoms or my treatment burden without telling my
whole story, step by step? And how can | do thisin 5
minutes?
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SETTING AN INTENTION
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SETTING AN INTENTION

Examples of focus (based off real patient experiences):

1. | want to talk about the intense pain in my journey,
focusing on my negative feelings towards my body,
and explain how the world judges me.

2.1 want to talk about my gender dysphoria and being
chemically intersex, and also focus on my intense
hunger.

3. | am tired all the time! And | want the world to hear
what it's like to have lipodystrophy fatigue.

4.1 am a caregiver, and | feel so scared for the future. |
want my child to be okay, and | feel so guilty that
they inherited lipodystrophy from me.

& Lipodystrophy
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SETTING AN INTENTION
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BRAINSTORMING

Disasters, Adventures, Mishaps, Triumphs,
Setbacks, & Turning Points

Make space for brainstorming the key moments and
events that shape your lipodystrophy story. Our goal
right now is to generate as many ideas as possible,
without worrying about their quality.

e What stands out the most in your memory?
e What are the stories you often find yourself
sharing?

On the next page is a brainstorming worksheet with
prompts to help you think about these moments
cohesively. Try to come up with three ideas for each
prompt. Don’t worry if your ideas don’t fit the
prompts perfectly, they’re just here to inspire you.

& Lipodystrophy
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Disasters: Think of moments
when things went wrong or
challenges you faced.

1.)

2.)

3.)

Mishaps: Consider any small

accidents or humorous
incidents along the way.

1.)

2.)

3.)

Setbacks: Reflect on setbacks
or disappointments and what
you learned from them.

1.)

2.)

3.)

Adventures: Recall exciting or
unexpected experiences
related to your journey.

1.)

2.)

3.)

Triumphs: Highlight your

achievements and victories, no
matter how big or small.

1.)

2.)

3.)

Turning Points: |dentify key

moments that changed the
direction of your story.

1.)

2.)

3.)

& Lipodystrophy
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Need more space? Elaborate here!
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SCENEBUILDING

How do we transport our audience?

Narrative transportation is the state of being so
immersed in a story that it becomes your whole
mental world. Building a cohesive world can be done
with vivid sensory detail.

Choose one of the memories/events that you
brainstormed on the previous page and transport
yourself back to that memory.

| could hear in the | could see someone
background... who said to me...
My skin felt ... The air was...
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| was wearing... | was waiting for...

In front of me was... | felt...

Now paint a picture of what was happening in this
moment in detail, and how that moment is impactful
to you now.
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WRITING YOUR LD STORY
What should | talk about in my story?

S5f
Advocacy

How | self-advocated

(5]

[59) Diagnosis

Journey to
Diagnosis

Knowledge

Sharing

What | wish | would
have known

L

Experience and
Insight

How | live with
lipodystrophy

=

ooo

Medical Care \[™®
My experience with

doctors along the way

Support @

Finding people
who support my
experiences

Continued o
Challenges ¥~

Symptoms, day-to-

day experiencess

My message to \_@_>
doctors, patients

and potential |
patients
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What are your initial thoughts? Could be bullet
points!
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FOCUSING ON PANEL T
Getting Specific: Burden of the Disease

208
Mgyl
Most
Bothersome
Symptoms
S
P
Day-to-day
impact
p&q
Good day vs.
bad day
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&

Worries and
Fears

)

How has your \
disease changed

over time
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1-3 most impactfu

symptoms in your
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Continued @
Challenges

Other Burdens\)
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Burden of the Disease: Questions
to Answer In your story

1.) What aspects of your lipodystrophy condition do
you find most burdensome?

2.) Are there specific activities that are important to
you but that you cannot do at all or as fully as you
would like because of your condition?

3.) Of all the symptoms that you experience because
of your condition, which 1-3 symptoms have the most
significant impact on your life? Examples may include
chronic pain, fatigue, difficulty concentrating, etc.

4.) How do symptoms affect work, school, family life,
social life, exercise, independence, or relationships?

5.) When your lab values, such as triglycerides, blood
sugar, or A1C, are considered stable or well-managed,
what symptoms, limitations, or day-to-day challenges
do you still experience, if any?

6.) What does a good day with lipodystrophy look like?
What does a bad day look
like?

& Lipodystrophy
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Burden of the Disease: Questions
to Answer In your story

/7.) How has your lipodystrophy and its symptoms
changed over time? Do you feel like the disease /
symptoms has progressed (gotten worse) over time?

8.) Would you define your lipodystrophy today as
being well-managed?

9.) What worries you most about your lipodystrophy
now or for the future?

& Lipodystrophy
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Use this space to draft answers to these g’s
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FOCUSING ON PANEL 2

Getting Specific: Burden of Treatment

STSYe: ;9”@?
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Your Treatment Burdens of

Plan Treatment
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Safety or Side
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Treatment
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Panel 2 Burden of Treatment:;
Questions to Answer

1.) How do you currently treat your lipodystrophy and the
associated conditions?

2.) How do you currently treat the most bothersome
aspects of lipodystrophy, including non-drug therapies such
as diet modification (if at all)?

3.) How well does your current treatment regimen treat the
most significant symptoms of your lipodystrophy? For
example, how well do your treatments improve your ability
to do specific activities?

4. )What aspects of your lipodystrophy would you like to see
a drug developed to treat? What would you consider a
success?

5.) What worries you most about the safety, side effects, or
long-term impact of the treatments you use for
lipodystrophy or related health conditions?

6.) What degree of safety risk from a new treatment would
you be willing to accept if the treatment addressed an
important aspect of your condition?

7.) Have you ever been screened for a clinical trial? If yes,

were you enrolled, and what factors influenced the

outcome? g Lipodystrophy
United



Panel 2 Burden of Treatment:
Questions to Answer

8.) If you qualified for a clinical trial, what factors
would influence your decision to participate, and
what concerns might make you decide not to
participate?

9.) How has your treatment regimen changed over
time, and why?

10.) Looking at all of the time you have been on your
treatment regimen, how well have these treatments
worked for you over time and has it changed?

Another option: Thinking about the whole time you
have been on your current treatment plan, how well
has it worked for you? Has it worked better, worse,

or about the same over time?

11.) What are the most significant downsides to your
current treatments, and how do they

affect your daily life? Examples of downsides may
include going to the hospital or clinic for treatment,
time devoted to treatment, restrictions on driving,
etc.

11.) Short of a complete cure, what specific things
would you look for in an ideal treatment for your
lipodystrophy?

& Lipodystrophy
United



Use this space to draft answers to these g’s
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This workbook is dedicated to our lipodystrophy sister
and friend, Michelle, who recently passed, and all others
who we have lost along the way.
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If you have any questions, concerns, or comments,
reach out to us at info@lipodystrophyunited.org

www.lipodystrophyunited.org
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