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Addressing the complex problems surrounding Phenylketonuria (PKU) requires collab-

-Steven Bourke, Personal Pulse GmbH, R(.:IttiWGg 40, Arlesheim, Basel-La nd, 4144, Switzerland oration and facilitating different conversations. BioMarin and the global patient com-

. . . munity believe in the importance of early and systematic engagement with patients

-Tobias S. Hageﬂdorn, Deutsche Interessengemeinschaft Phenylketonurie und verwandte angeborene not only across a medicine's life cycle, but also beyond drug development. to better ad.
Stoffwechselstérungen eV, Wilhelm-Mellies-Straf3e 10, D-32120 Hiddenhausen dress patients' unmet needs.
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. . : . ' ' ' is the platform for strategic engagement with and co-creation of projects of mutual

-Manuela Vaccarotto, AISMME APS, Associazione ltaliana Sostegno Malattie Metaboliche Ereditarie, Verona (Italy) interest. The BioMarin PKU Patient Leaders’ Council commenced in March of 2023

and gathered seven independent PKU patient leaders from Brazil, Canada, Germany,
Hungary, Italy, Portugal, and Russia.

The Council allows collaboration to co-create a better future for PKU. Both internal and
external partners agreed to the guidance outlined in the patient charter. The Council

REI MAG I N I N G BEN EATH TH E SU R FACE 1 was created to respond to the unmet needs of patients by creating a safe and collabo-
rative space. In this context, patient leaders were able to maintain their independence
PKU CO M M U N ITY POSITI 0 N PAPER while working side by side with BioMarin, ensuring transparency and mutual respect.
Over nine months through the end of 2023, three Council meetings and three work-
iNng group meetings were held online, totaling 165 hours of contact and preparation

work. The Council was tasked with developing outputs in collaboration with BioMarin

PKU International Patient Affairs, supported by a cross-functional team from med-
The ‘Beneath the Surface’ pOSitiOh paper was funded by BioMarin and developed under the PKU Live ical, regu|atory’ Comp”ance’ market access, commercial, and governmenta| affairs.

Unlimited Campaign in collaboration with ten patient advocacy groups across Europe. The document
sheds light on lesser-known aspects of PKU, promoting a new awareness of the neurocognitive and
psychosocial burden that the disease entails.

This work was mandated by BioMarin senior leadership to continue to build upon the
long-standing relationship with PKU patient communities.

The paper was developed through desk-based research and validated through interviews with patients,
patient advocacy group representatives, and clinicians across Europe. An ‘Executive Summary’ outlining
the key findings was also developed. A deep dive with the PKU Patient Leaders Council on the value of
this resource identified a need to repurpose the content to facilitate more impactful use of the material
and for patient advocacy groups to have a tailored conversation with their target audiences.

The first council meeting identified the need to reformat the critical themes for advocacy leaders to
select the data (or sections) depending on the target audience. This outcome would be foundational
in co-creating the PKU Advocate Message Grid presented here (2). AUDIENGE IDENTI FICATION AND

The working group of the PKU Patient Leaders Coun-
cil consisted of four members from Canada, Germany, S O s

Hungary, and Russia. The group’s key task was to bring © v I

DEFINE AND AI_IGN T the Council's vision to reality through tangible out- SN O s
comes that could be employed and used by the PKU 0 s [N

TH ROUGH CO'GREATION patient community to “have a different conversation e

abOUt pKU." o Aging Population
To facilitate remote working, we used innovative digital
tools that enabled smooth and efficient collaboration.

TH E PKU ADVO CATE M ESSAG E Initial work of the position paper was completed via the
The co-creation of the PKU Advocate Message Grid required

Stormboard digital whiteboard application (3). Within3 platfom (4) allowed for

G RI D SU PPO RTI N G D I FFERENT the Council and BioMarin to build a new level of trust and un- additional editing and comments required to be certain the language was

derstanding. Throughout development, It was necegsary tF’ suitable, the message was on point, and the working group was confident the

c 0 NVERSATI 0 N S ABO UT PKU take many new s’Feps together. This approach made it possi- content of the PKU Advocate Message Grid would begin to resonate with the
ble not only to unify messages but also to create mutual trust wider PKU advocacy cornmunity.

between all parties involved. The evolution of how both sides . . . . .
o The working group met online on three separate occasions. They identified
worked together has only strengthened the existing under- . . : . . _
: L six key audiences they frequently interacted with as patient advocates:

standing and highlighted unmet and under met needs. . . . .
Patients, Family members, Peers, Healthcare professionals, Policy

makers, and Industry partners.

The Council identified the need for a different conversation with audi- Council confirmed priority themes: Mental Health, Concentration, Social

ences to advocate for people living with PKU. To facilitate these conver- Impact, Relationships, Work & Education, and the Aging Population.
sations, the PKU Advocate Message Grid was designed to be easy to use

and suggest topics for people to think about, discuss with each other,
and even challenge the provided statements with their perspectives.
The PKU Advocate Message Grid will continue to evolve and improve
from the use and input of the community of global PKU advocates.
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THE PKU ADVOCATE MESSAGE GRID, | B

munity spans nearly two decades worldwide. In partner-
HOW IT WORKS? ship with those living with and managing PKU, it has been

n critical to understand the burden of illness, continued
unmet needs, and priorities to heighten this awareness
amongst all stakeholders. Despite the progress of the last
90 years (5), many challenges remain to be addressed. It

is time for a new dialogue, aimed at resolving the needs
that the community continues to express.

The PKU Advocate Message Grid is designed to provide example questions
. . : . PKU ADVOCATES MESSAGE GRI”.
and messages for anyone advocating for people living with PKU. It is '

It's time to have a differen

developed from the perspective of who you speak with and what you want conversation about PKU

LET'S ADVO(ATE TOGETHER FOR (HANGEY

The Council members and BioMarin are aligned in the
mission: “It's time to have a different conversation about
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to discuss with them. Select the audience: Patients, Family members,
Peers, Healthcare, Policy, Industry. i \L \ﬂ,\ - PKU." The output from the Council co-creation must be
To explore the PKU Advocate Message Grid there are three simple steps: & /h ﬂ | adjustable, living, and digital to meet the community’s

1. Select a theme: Mental Health, Concentration, Social Impact, ' needs and foster different discussions. The PKU Advocate

Relationships, Work & Education. Aging population. Message Crid is an interactive digital resource.

S

The impact and success of the PKU Advocate Message
Grid would translate through the experience and imme-

. . | § diate feedback of the users, i.e. patients, policymakers,
3. Select a question: Listen to the reply and adapt the suggested reply; the et et 1 and HCPs

Patient: a person who has been

2. Select a sub-population where possible: e.g. Patients are divided into - O el el

(PKU), our primary advocate. These

child, teen, adult, and elderly. S

condition through many treatment
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messaging grid; children, teens, ° Social Impact

PKU Advocate Message Grid offers a co-created message related to that s iy,
quest|on ° Relationships

It was clear to the Council that this resource should be accessible and func-
tional to help advocates on the ground use it for their particular situation.
To meet this need, the PKU Advocate Message GCrid is available to down- Menta Heal
load as an editable Word document from the resource tab. The PKU Ad-
vocate Message Grid offers options for advocates to consider and possible
qguestions to ask; however, it should and can be adapted to the individual

community situation, audience, and topic —t SCAN FOR THE PKU ADVOCATE MESSAGE GRID

The PKU Advocate Message Grid is a tool for all PKU advocates to align on
strategic conversations, gain insights from the key audiences, and learn
how to advocate together for change. The PKU Advocate Message Grid is ‘

proposed as a living document to be taken by the community and expand- S ving PROT MentalHealt

ed upon. Help to reconsider the communities own perspectives and expe- © P— Ssme to have aidiferent
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riences and through conversations with patient representatives amend- B e SRR

Ing statements or adding new perspectives to the PKU Advocate Message mw‘?“gK”'?vmg 0
Crid. The insights, gaps, and lessons learned by using the PKU Advocate ,

Message Grid create the opportunity to “advocate together for change!”
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