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FILM SYNOPSIS

CALL TO ACTION

Because AHP is so rare and its symptoms may resemble
those of more common conditions, misdiagnosis is
common, and people can wait up to 15 years to receive an
accurate diagnosis. Those who remain undiagnosed may
endure exploratory surgeries, unnecessary procedures or
treatments, be accused of drug-seeking behavior, or be told
their symptoms are “just in their heads.” Two of Me: Living
with Porphyria aims to raise awareness of AHP and the
barriers that exist in receiving an accurate diagnosis.

Two of Me: Living with Porphyria is a story of human strength,
perseverance and survival told through the voices of those
impacted by acute hepatic porphyria (AHP), a debilitating,
rare genetic disease characterized by excruciating attacks
and, for some, chronic symptoms that disrupt daily life. By
way of compelling personal interviews, the film chronicles
the stories of seven people around the world living with
AHP. Through an intimate and profoundly human lens, Two
of Me: Living with Porphyria bears witness to the immense
physical, mental and emotional toll of AHP, as well as its
impact on relationships, careers and aspirations.

Our global call to action is for viewers around the world
to “Tell 15” others about Two of Me: Living with Porphyria
to raise awareness of AHP and help shorten the time to
diagnosis of this rare disease.

The film’s narrator, Ania, who is living with AHP, calls the
disease a thief who robs people of their freedoms and
profoundly affects the lives of those caring for them. In the
film, we hear from a gymnastics champion who lost her
range of mobility, a businesswoman who emerged from a
coma unable to speak, a young woman who had to drop out
of college and a father who was at the verge of committing
suicide. Yet, despite all the hardship AHP has wrought on
these individuals, they have learned to adapt and appreciate
all of life’s “in-between” moments: days on a farm with
animals, swimming, spending time with friends, traveling
and being with family. The disease has robbed them of
many things, but it cannot steal their hope for the future —
especially their unwavering determination to create a better
world for the next generation of people living with AHP.

PURPOSE STATEMENT

At Alnylam, we are inspired by people around the world
living with common or rare diseases. Their voices are at the
center of everything we do and every decision we make. We
are committed to sharing their stories and experiences so
that people have a better understanding of life with certain
conditions, like AHP.
Two of Me: Living with Porphyria is told through the voices
of seven people around the world living with AHP. The film
brings to light the severe physical, emotional and mental
challenges associated with AHP symptoms, as well as the
barriers and gaps that exist in diagnosing this rare disease.
Our goal is to generate broader awareness of AHP to help
close the gap on the 15-year average people can wait for an
accurate diagnosis.

Sponsored by Alnylam Pharmaceuticals and directed by
Emmy-nominated filmmaker Cynthia Lowen, this moving
documentary is an unforgettable testament to the strength
of the human spirit that calls on others to spread the word
about this rare disease.

While the film highlights the challenges that AHP patients can
face, it also celebrates their resilience, strength and optimism
for the future. By sharing these stories, we hope that others
living with AHP feel heard, validated and understood, and
that those searching for a diagnosis continue advocating for
themselves and know that they are not alone.
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PARTICIPANT BIOS
Ania (UK) – Narrator
As someone diagnosed with acute
intermittent porphyria (AIP), a type of
acute hepatic porphyria (AHP), Ania brings
firsthand perspective to her narration
of Two of Me: Living with Porphyria. Ania
describes AHP as “a thief who robs people
of their freedoms and profoundly affects
the lives of those caring for them,” which
is reflective of her own journey with AHP.
Despite excruciating attacks, frequent
hospitalizations and feelings of guilt
over missing important life milestones,
Ania uses her experiences to educate
others about the realities of this
devastating disease.

Glauciene (Brazil)
Glauciene is a former gymnastic champion
living with acute intermittent porphyria
(AIP), a type of AHP. When her dreams
were dashed by the pain and physical
limitations caused by AHP, Glauciene
learned to adapt and overcome — finding
normalcy and peace through swimming.
Despite all the hardship she has faced,
Glauciene has become a record-holding
swimmer and is now working toward a
new goal of competing in the Olympics.
Isabelle (France)
Isabelle saw countless specialists prior
to her diagnosis of acute intermittent
porphyria (AIP), a type of AHP, which left
her feeling lonely and misunderstood as
she suffered from painful and debilitating
attacks. Even though she has answers
today, she describes feeling “like there are
two of me” — one version of herself who
is strong and full of vitality, and another,
who feels small and fragile during attacks.

Nathan (U.S.)
Nathan experienced many unusual
symptoms throughout his life, such as
muscle weakness, general pain that
sent him to the hospital many times, leg
tremors, light sensitivity, and nausea.
It wasn’t until his 30s, after years of
tests, incorrect diagnoses and unhelpful
surgeries and treatments, that he was told
he had hereditary coproporphyria (HCP),
a type of AHP. Despite the debilitating
pain and suffering he has experienced
with his disease, which at one point led
to severe depression and mental health
struggles, Nathan found strength in the
support of his family and a will to keep
going by serving as an advocate for others
living with porphyria. Today, Nathan
enjoys spending time with his children,
grandchildren and extended family.
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Veronica (Spain)
Veronica’s journey with acute intermittent
porphyria (AIP), a type of AHP, is one
that begins with severe abdominal pain,
misdiagnosis and severe complications,
but evolves into a story of liberation and
an appreciation of life’s “in-between”
moments. Although AIP interrupted
Veronica’s life and significantly impacted
both her and her family, she sought
connection from others living with AHP
and support from those around her, which
empowered her to keep going. These days,
Veronica finds peace in the little things, like
spending time with animals, which gives
her moments of freedom from her disease.
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PARTICIPANT BIOS
Regina (Brazil)
Regina is a businesswoman and former
runner who started experiencing pain,
insomnia, and hallucinations due to
variegate porphyria (VP), a type of AHP.
Before receiving a formal diagnosis
of VP, however, Regina experienced
countless emergency room visits, suffered
unimaginable yet unexplained pain, and
even fell into a coma. She emerged unable
to move and speak and had to relearn
basic skills; however, she chose to fight —
overcoming countless obstacles and serving
as both a motivation for others living with
this disease, as well as a reminder that they
are not alone in their journey.

Megan (U.S.)
After spending nearly a decade searching
for a diagnosis, today Megan has a name
for her condition: AHP, a debilitating,
genetic rare disease characterized by
excruciating attacks and, for some
patients, chronic symptoms that interfere
with daily life. Megan’s AHP journey began
during the onset of puberty, when she
started to experience relentless nausea
and abdominal pain, as well as bladder
problems. She spent most of her teenage
years seeking an explanation, but instead
received several misdiagnoses and was
even told that her symptoms “were just in
her head.” Thankfully, Megan eventually
found a doctor who suspected AHP and
confirmed her diagnosis.

FILMMAKER BIO
Cynthia Lowen – Filmmaker
Cynthia Lowen is an Emmy-nominated documentary filmmaker whose work uses the power of story to
catalyze measurable change.
Cynthia is the writer and producer of ‘Bully’ (2012), a feature documentary following five kids and families
through a ‘year in the life’ of America’s bullying crisis, appearing in theaters worldwide. Lauded by critics,
‘Bully’ was nominated for two Emmys, shortlisted for the Oscars, screened at The White House and
received a DuPont-Columbia Award for Excellence in Journalism. Building on the stories in ‘Bully,’ the
filmmakers launched The BULLY Project, a multi-partner initiative to end bullying and transform schools
and communities.
Cynthia is also the director and producer of ‘Netizens’ (HBO Max, 2020), a feature documentary premiering
at the Tribeca Film Festival about women and online harassment. Cynthia spearheaded the ‘Netizens’
Impact Campaign, working with tech companies and advocacy partners to champion ‘revenge-porn’
legislation and reduce online hate and harassment.
She is the recipient of the Women Authoring Change Fellowship from William Morris Entertainment and
residencies to the MacDowell Colony, Yaddo, among other honors.
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KEY QUOTES FROM THE FILM
People Living with AHP Featured in the Film

Veronica

Ania

“Porphyria interrupted my family like an elephant passing by. It was a
total change. For me, because I was suffering from it. For my parents,
because they had to take care of me and at the same time accept that
there was a rare disease at home.”

“I would describe myself, when I’m healthy, as energetic. I’m fun, I’m
bubbly, I’m just roaring to go. When I’m not healthy, when I have an
attack, I become unrecognizable.”

“I began to connect, to meet other people who also had porphyria, see
how they manage their lives. Above all, remembering that at that time,
I had people who love me that I love, supporting me. And that’s what
keeps me going and gives me strength when I’m sick.”

“One of the hardest parts of life with AHP is the extreme sense of guilt I
feel – for the days I can’t work, for not catching up with my relatives, for
my friends’ milestones I’m not part of.”

“When I am in crisis it’s like my life goes away.”

“I often feel like going into hospital, I’m actually educating the people
that are taking care of me.”

Regina
“For many months I was in a coma. When I came back I was nothing
anymore. I had no movement at all, I couldn’t speak. I had to be reborn
and it made me learn every day. Learn how to breathe, learn how to
speak. I had to learn how to eat.”

Nathan
“Even though you’re diagnosed, you’re still living with the condition.”
“Sometimes it’s difficult. Sometimes you might want to give up.
Sometimes you might want to stop, but you just keep getting up day
after day. You will survive.”

“You get this explosion like a volcano in flames burning your whole
body. And you are capable of doing crazy things with this pain.”

“I know what it feels like to scream and cry in the emergency room.”

“It’s rare, it exists and I’m not alone in this fight and this journey.”

Glauciene

Megan

“I didn’t leave my house for a year except when someone took me. It
was a very difficult period because I stayed there, in my world, alone.
So, honestly, I had a dream. When I saw that this dream was gone I
thought: “What now?”

“When I just think I can’t endure any more, I remember that my track
record for getting through bad days is 100% so far. So that’s been my
kind of mantra lately, I made it through 100% of them so far, I can keep
doing it. I got that from Nathan.”

“Since the beginning, I had some abilities that never came back. So I
had to adapt to this.”

“I did end up in a behavioral hospital, on suicide watch. At the time I was
very angry that I was there; it’s just more people telling me, I was crazy.”

Isabelle

“It was a big learning curve and we didn’t have anybody to teach us
because even the doctors knew very little about my condition.”

“When I don’t have an attack, when I’m fine, each time, I surprise
myself, because I rediscover vitality that I lost during the attack. While
when I’m seen in an attack, I look like a very small thing, very fragile,
who is placed in a corner, who doesn’t speak, who doesn’t do anything.
There are two of me.”

Caregivers of People Living with AHP Featured in the Film
Diana (Megan’s mother)

“I saw gynecologists. I saw gastroenterologists. I saw psychiatrists.
I saw an ENT specialist. I saw nephrologists, urologists. I saw all the
specialists in the abdominal area, absolutely all of them.”

“I was angry in the car, going, ‘Megan, you know that this isn’t in your
head, and it’s not in my head. You know you’re not crazy. And we’re
going to figure this out.”

“There were Christmas parties when everyone was opening their
presents, I was lying in a room, in a bed because I was in too
much pain.”

Yolanda (Nathan’s sister)
“Six members of our family have porphyria, and each of them
are different.”

Denis (Glauciene’s husband)
“What I most admire about Glauciene is this will to live that she has.
The will to evolve and produce, to continue living, to seek for better
things and to believe.”

WWW.PINPOINTAHP.COM

6

QUESTIONS TO DRIVE DISCUSSION
Patients
• How does your AHP journey compare to those featured in the film? How does it differ?
• Which story or stories resonated most with you?
• How does the film’s title, Two of Me: Living with Porphyria, relate to your
personal experience?
• What did your journey to diagnosis look like?
• What are some of the biggest challenges, as well as successes, you’ve experienced
living with AHP?
• How has your life changed since receiving your diagnosis?
• What resources have been the most helpful throughout your journey?
• What other types of support or resources would you find helpful in managing your AHP?
• What do you wish others knew about life with AHP?
• How do you feel this film will help to generate
awareness for AHP in your community?

Caregivers
• Which story or stories most resonated with
you, as a caregiver, when viewing the film?
• After viewing the film, did you learn any new
support or coping mechanisms or ways you
can support the person you care for?
• How have you and the person you care for
been impacted by AHP?

Advocacy Organizations
• How can Two of Me: Living with Porphyria help
support the work you are doing with the AHP
community?

• What has surprised you the most in caring for
your loved one?

• How do you feel this film will help to generate
awareness for AHP in the community as well as the
general public?

• What do you wish others knew about AHP?

• What are the greatest challenges or hurdles you’ve
had to overcome in advocating for those with AHP?
• How can healthcare professionals, loved ones and the
general public better support the AHP community?
• Through your work, what has inspired you the
most about people living with AHP?
• Is there any additional advice or resources
you would provide to the AHP community?
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• What do you admire most about your loved
one as they’ve navigated life with AHP?
• How do you feel this film will help to generate
awareness for AHP in the community?

AHP FACTS AND STATISTICS

While more than 90% of people who experience AHP
attacks have severe, unexplained abdominal pain, they are
likely to also experience at least one of many other seemingly
unrelated symptoms.

Acute hepatic porphyria (AHP) refers to a family of rare
genetic diseases characterized by potentially life-threatening
attacks and, for some people, chronic debilitating symptoms
that negatively impact daily functioning and quality of life.
Not everyone who has a genetic mutation for AHP will
develop symptoms.

Many of these symptoms, like
nausea, fatigue and muscle
weakness, can be chronic in
nature and mimic those of more
common diseases, which is part
of the reason diagnosing AHP
can be challenging.

There are four types of AHP
Most common
acute intermittent porphyria (AIP)

The signs and symptoms of AHP can be mistaken for those of
other conditions, including appendicitis, endometriosis and
fibromyalgia. These misdiagnoses can lead to unnecessary
treatments, procedures and hospital stays.

variegate porphyria (VP)
hereditary coproporphyria (HCP)
ALAD-deficiency porphyria (ADP)

People may wait up to 15
AHP diagnosis.

Extremely rare

While triggers for AHP attacks can be different for every
person, some common ones include*:

certain
medications

smoking

hormones

stress

People who experience AHP symptoms suffer from anxiety
and depression at higher rates than the general population,
and may face suicidal ideation.
In a study of people with recurrent AHP attacks, 63%
reported a negative impact on relationships or social roles
and 84% reported an impaired ability to work.

alcohol

In the U.S. and Europe, approximately 5,000 PEOPLE
experience one or more AHP attacks annually. In Brazil,
approximately 2,000 PEOPLE are living with AHP.

extreme
dieting

* There may be others not listed here.

The two most common
techniques a doctor uses to help
determine if a person has AHP are
a urine test and a genetic test.

Although AHP can affect people of any race, ethnicity, gender
or age, approximately 80% of cases are seen in women
between the ages of 15 and 45.
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VIEWING AND DISCUSSION TIPS
Select the
Event Format

Technical Test

Determine if you’d like to host your event in person or virtually.

The film can be streamed using the following link:
www.porphyria.com/patient-stories/documentary. It is
also available for streaming on The Disorder Channel via
Roku or Amazon Fire TV.

• For in-person events, find the right venue! Determine
the approximate number of people you’d like to have in
attendance, and reach out to a local school, faith-based
institution, university, library or community center to see
if they would be willing to provide a space for the event.
Make sure the venue is equipped with a projector and
sound system. In the warmer seasons, consider outdoor
movie spaces.

• For in-person events, request technical screening
assistance, and be sure the A/V equipment works and
that the speakers can output at the necessary volume.
• For virtual events where you plan to use the screen share
option, be sure to also test the streaming abilities before
the event.

• For virtual events, use a videoconferencing platform with
a screen share option so that you can stream the film for
participants. If you prefer not to use the screen share feature,
you may still use the platform to bring your group together
for introductions and then have the host share a link to the
film in the chat for everyone to watch on their own. With this
route, participants would mute to watch the film and then
unmute to join the discussion again once the film is over.

Event Reminders
Make sure to send your audience reminders as the
day approaches to keep your event top of mind.

Invite and Promote
Your Event
Invite people to attend your screening event.

Facilitate the Event

• You can post on social media, send emails or even
print and hang flyers around your business, campus,
organization or faith group to encourage attendance.

Screen the film to audience members and, after
the film ends, use this discussion guide to have a
conversation about the documentary and AHP.

• Downloadable materials may also be used to promote
the event and are available in the next section.
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DOWNLOADABLE FILM MATERIALS
Film

Trailer

Poster

Participant
collage

ADDITIONAL AHP RESOURCES

AHP
infographic

For those who are interested in learning more about AHP, please speak with your doctor. You can also visit www.PinpointAHP.com,
which provides downloadable resources and educational information about AHP signs and symptoms and tips for having a
conversation with your doctor about AHP.

Alnylam Pharmaceuticals, Inc. AS1-USA-01134
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