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ABOUT US

“We built Ultragenyx from the ground
up with a commitment to sustainability
ingrained from the very start.”
—Emil Kakkis, Founder, President & CEO
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ESG GOVERNANCE &
STRATEGY
Ultragenyx’s ESG strategy is guided by a
materiality analysis that helps us prioritize
resources to address the topics that could
have a significant impact on our business
and that matter most to our stakeholders.
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ESG Governance
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On a regular basis, the Nominating and Corporate
Governance Committee of our board of directors
reviews and makes recommendations on the
company’s ESG strategy, policies and initiatives.
The ESG Working Group, sponsored by the chief
financial officer and the chief human resources
officer, frequently reports to the executive
leadership team on the company’s ESG progress.
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MATERIAL ESG TOPICS

Bolded topics have been identified as high priority
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ESG Materiality
Based on our materiality analysis, we developed our ESG
framework with five pillars: Patients, People, Communities,
Planet and Governance. These pillars inform the structure of
this report and are guiding the development of our ESG
strategy, starting with the identification of broad aspirations
and objectives.
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Patients: Innovation &
Impact
Going Beyond to Lead the Future of Rare Disease
Medicine
We are committed to going beyond for patients by:
• Developing life-changing treatments for rare and ultrarare diseases.
• Partnering with the rare disease community by sharing
our science and expertise to advance development of
new treatments, whether by us or by others.
• Achieving majority access to our medicines.
• Engaging and supporting the rare disease community
with education and resources.
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Patients: Aspiration
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To share our science and expertise to lead the future of rare disease drug development and to
treat as many individuals with rare disease as possible.
Objectives
Develop best-in-class disease-modifying
treatments for rare diseases in a rapid, safe and
efficient manner.

Progress
•
•
•

Foster industry-wide and community funded
development efforts in rare and ultra-rare
diseases.

Achieve majority access through responsible
pricing and support services.
Use our expertise to amplify the voices of the
rare disease community to inform and influence
key decision makers in the field of rare disease.

•
•
•
•
•
•

Three first FDA-approved rare disease treatments for four diseases since 2017 with six clinical
programs currently in development.
~5.5 year average development timeline, from entering the clinic to approval, compared to
about 7-7.5 years for our peers.
85 individuals representing over 65 organizations have attended our RARE Entrepreneur
Bootcamp since 2017.
Strategic licensing collaborations with biopharmaceutical companies, including recent agreement
with Regeneron to develop, commercialize and distribute Evkeeza®(evinacumab) in countries
outside the U.S.
Over $2.2 million donated to over 100 rare disease patient advocacy groups in 18 countries.
Participation in five industry consortia to support collaborative drug development.
Over 380 patients in 43 countries have been approved for access to Ultragenyx treatments
through various global expanded access and patient assistance programs.
400 active participants enrolled in 55 investigator sponsored clinical trials.
Founding member of Rare Disease Company Coalition to engage and educate policymakers on
priority issues in rare disease.
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Patients: Highlights
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Disease Monitoring Programs (DMPs)

Ultragenyx launched the first DMP in 2012. To date, we
have initiated five DMPs, including one for Crysvita® for the
treatment of X-linked hypophosphatemia (XLH). This is our
largest study, with over 700 patients in its third year. Our
most recent DMP – for Dojolvi® – was initiated in 2021.

In 2021, Ultragenyx:

• Published 13 peer-reviewed manuscripts
• Submitted over 100 abstracts
• Made over 125 oral and poster presentations at
medical and scientific congresses

Rahicy (left) and Ruan (right) Veras Carvalo are
siblings living in Piaui, a state in the northeast region
of Brazil. Rahicy and Ruan are being treated with
Mepsevii®, thanks to the support of the local patient
advocacy group Associacão Cearense dos Portadores
de Doenças Raras (ACPDR). ACPDR has helped the
family navigate the complex healthcare system,
providing the family with renewed hope for their
future. ACPDR receives financial support from
Ultragenyx.
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People
Sustaining and strengthening our generous and
inclusive culture and enhancing our health and
safety practices
We are committed to maintaining a diverse, inclusive, safe
and healthy environment, and to being a company where
employees feel respected and valued. We are also
committed to fair and equitable compensation practices that
are transparent and free from bias.
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People: Aspiration

To be an inclusive, sought-after company where employees come first and feel motivated to bring the
best versions of themselves to work each day, knowing they are making a difference in the lives of the
rare disease community.
Objectives
Progress
Maintain a turnover rate below our industry average.
Support internal career and leadership development
through our significant investment in customized
employee programs that build skills and bring our culture
to life.
Maintain a high employee engagement score.
Continue to integrate inclusion and diversity
considerations in succession planning, leadership
nominations, and awards and promotions, to achieve and
maintain gender balance and pay equity.
Increase diversity in new hires through an intentional
approach to awareness and education.
Implement a robust and comprehensive health and safety
management system framework and audit process.

•

Since 2020, Ultragenyx’s voluntary turnover rate has been less than 10%, which is
below the U.S. average for our industry (according to Aon Radford’s Salary Increase
and Turnover Studies).

•
•

80% of employees attended at least one employee development workshop.
87% of participants in the first two Cohorts of our leadership development program
have been promoted within a year of completing the program.
13 interns hosted during our summer program.

•
•

Exceeded our objective to maintain a high score above 85% in our annual employee
engagement survey.

•

Diverse workforce with women representing 58% of our global workforce and 43% of
our leadership positions at the VP level or above.
45% of U.S. employees self-report as members of diverse populations.

•
•

~ 70% increase from 2020 to 2021 in the number of new hires who self-reported as
members of diverse populations.

•

Zero lost-time incidents, serious injuries and fatalities while on the job, calculated in
accordance with the U.S. Occupational Safety and Health Administration (OSHA)
standards.
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People: Highlights
We have taken several steps to
bolster inclusion and diversity (I&D)
within our company:
• Formed an I&D action team
comprised of I&D champions across
the company to lead our program.
• Added diversity analysis as part of
the succession planning process.
• Hosted our first I&D Summit for our
employees.
• Began providing resources and
education on gender identity.
• Launched UltraMosaic and LatinX,
which add to our existing Employee
Resource Groups (ERGs)
UltraProud, X2 Women in Biotech
and The Xtended Office..
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Chief Commercial Officer Erik Harris
announced that his family established a
National Sales Network (NSN)
scholarship to support opportunities
for diverse candidates. Ultragenyx is
proud to match the family’s
contribution to double the impact.
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Communities
Aligning our corporate philanthropic efforts with
our mission and purpose
We are committed to building stronger and healthier
communities by being a thoughtful and responsible
neighbor, providing jobs, and supporting educational,
humanitarian, and public health and wellness initiatives.
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Communities: Aspiration
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To make a positive impact in the communities where we operate and beyond.

Objectives
Support charitable organizations that
contribute meaningfully to the health and
well-being of the communities where we
operate and beyond.

Stimulate the economy, provide jobs to
local residents and address community
needs.

Progress
•
•

Donated over $130,000 to 11 community-based or rare-disease focused organizations.
Employee donations supported:
• 76 families at the San Francisco chapter of Homeward Bound, a provider of shelters and
services for homeless families and individuals.
• 150 children through the Wonderfund Holiday Gift Drive in partnership with the
Massachusetts Department of Family and Children’s Services.
• 150 children through Guardiões da Esperança (Guardians of Hope) in Brazil.

•

Extended the number of volunteer days for employees with medical licenses, certifications and/or
training so that they can volunteer their time to local hospitals where COVID-19 first response efforts
are needed.
Donated over $335,000 in lunches and snacks through local small catering businesses to first
responders and at-risk communities in the Boston and San Francisco areas in 2020 and 2021 to
support them during the COVID pandemic.
> 850 employees, about 1,200 vendors and contractors, and 23 clinical trial sites in the eight states
with our largest presence.

•
•
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Communities: Highlights
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During 2020 and 2021,
Ultragenyx donated over
$335,000 in meals and
snacks to pandemic first
responders and at-risk
communities.

Megan Bell, a member of our
market access team and a
registered nurse, provided
first-dose vaccinations to
nearly 100 community
members and volunteered
again to give second doses.
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Planet
Reducing our environmental impact across our
business
We are committed to developing an environmental strategy
that recognizes our contributions to the health of the planet
and minimizes our environmental footprint across our
business.
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Planet: Aspiration
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To conduct business in an environmentally responsible manner and strive to continuously improve
our performance to benefit our employees, customers, communities and the environment.
Objectives

Progress
•
•

Implement continuous improvements to
reduce our environmental footprint.

•
•

Develop an environmental strategy.

•

Purchased 100% renewable electricity for our Novato, California, headquarters campus.
Installed electric vehicle charging stations at our California offices in Novato and Brisbane, with plans
to install more at our new gene therapy manufacturing facility in Massachusetts, scheduled to open in
2023.
Piloted sustainable building design standards at the new gene therapy manufacturing facility in
Massachusetts.
Began recycling emptied plastic pipette tip boxes with a third party that remanufactures the plastic
into new plastic pipette tip boxes.
In 2022, Ultragenyx plans to begin collecting environmental data across its office and laboratory
spaces – on greenhouse gas (GHG) emissions, energy consumption, waste and water – as our initial
step toward developing an environmental strategy.
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Planet: Highlights
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Sustainable Design:
Our Gene Therapy Manufacturing Facility
As part of constructing our new gene therapy manufacturing facility, Ultragenyx is
planning to implement a number of energy savings measures that are expected to
save more than 550,000 kWh annually, equivalent to avoiding the emissions from
driving over 1 million miles by an average passenger vehicle or the annual emissions
from energy used to power about 50 homes.

45% reduction in
NOx emissions

because of our use of selective
catalytic reduction on the
emergency power generator at our
new gene therapy manufacturing
facility
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Governance
Maintaining robust corporate governance and
risk management and upholding the highest
standards of honest and ethical business conduct
The foundation of our purpose to lead the future of rare
disease medicine is built upon our commitments to:
• Strong corporate governance structures at both the
board and company leadership levels.
• Upholding the highest standards of ethics and integrity.
• Compliance with applicable laws and regulations.
• Data protection and security.
• Responsible procurement.
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Governance: Aspiration
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Through strong corporate governance and a culture of integrity, prevent significant issues before they occur
and foster an environment where issues are disclosed without threat of retaliation. If and when issues arise,
our policy is to investigate to identify root causes and, in a timely and efficient manner, implement measures
to stop repeat occurrences.
Objectives
Progress
Act responsibly and with integrity and provide annual,
targeted training to full-time and contingent workers on
Ultragenyx’s ethical standards.

•
•
•

Maintain a high compliance culture and adherence to all
applicable legal requirements.

Maintain a high rate of third-party due diligence of our
suppliers.

•

•

All employees are required to sign an acknowledgement of receipt and understanding of
the Ultragenyx Code of Conduct on an annual basis.
We provide ethics training to all employees and contingent workers.
Our compliance program is led by our chief compliance officer with oversight from the
compliance committee, which provides guidance on global healthcare laws and
regulations and has direct reporting responsibilities to the board and CEO.
We have consolidated information security and cyber resiliency activities under the
leadership of our director of information security and chief information officer.
Our Standard for Suppliers and supplier due diligence process help us engage with third
parties that share our values and our commitment to ethics and compliance.
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Governance: Highlights
Our Global Code of Conduct (Code) establishes principles and expectations that apply globally to our
workforce, officers and directors regardless of position or tenure. The Code sets expectations on ethical
decision-making, makes clear when and how individuals should raise concerns, and documents our noretaliation policy. We take a zero-tolerance approach to any violation of law or policy.

Board Diversity

• Three are women
• Two self-identify as Asian
• One self-identifies as
LGBTQ+
• Average age of 62.7 years
• Average tenure of 6.7
years

Cybersecurity

Ultragenyx has an
information security
program with policies and
procedures to guide our
security and data protection
decision-making process.

Responsible Procurement

Ultragenyx released the Standard for
Suppliers in early 2022. The Standard
includes expectations of Suppliers on the
topics of integrity and compliance with
laws, conflicts of interest, labor standards,
human rights and stewardship.

100% of employees

were trained on cybersecurity in
2021.
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SASB Index
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The following index lists the accounting metrics from the Sustainability Accounting Standards
Board (SASB) Biotechnology and Pharmaceuticals Industry Standard (2018) with associated
response, reference or report location.
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SASB Index
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SASB Index
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