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Executive Summary

During the 2025 reporting period, the SOFT
strengthened its role as a national leader in
family-centered education, peer support, and
interdisciplinary collaboration for individuals
and families affected by trisomy conditions.

Through expanded multilingual educational
resources, record conference participation,
renewed communications infrastructure, and
increased clinical engagement, SOFT
advanced its mission to support families
across the full continuum—from diagnosis
through care and remembrance.

This year marked a significant phase of
organizational maturation, with strategic
investments in leadership, program structure,
and digital access that enhance SOFT’s
sustainability and capacity for future growth.
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Impact at a Glance

A national community
of 3,987 reqistered
SOFT member families

Record annual
conference attendance
since COVID

Quarterly digital support
meetings for new &
expectant parents

Six diagnosis-specific
New & Expectant Parent
Books published or

in development

Launch of a new
national podcast series

Return of the monthly
SOFT newsletter

First full-time Executive
Director appointed

Dedicated Conference
Director established
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Education, Awareness
& Public Engagement

Trisomy Awareness Month

SOFT led a full month of awareness programming focused on
education, visibility, and dialogue. Activities included expert-led
panels with nationally recognized clinicians addressing medical care,
ethics, and family-centered decision-making in trisomy conditions.
These events elevated accurate information while centering lived
family experience and interdisciplinary collaboration.

Digital Education & Outreach

SOFT expanded its digital footprint to improve access to
education for families and clinicians nationwide.

+ Launch of “Talking Trisomy,” a podcast series available on
YouTube and Spotify

+ Long-form interviews with advocates and clinicians, including
Dr. Alaina Pyle, author of the July 2025 AAP Report on T13/T18

+« Regular, intentional social media engagement focused on education
and community connection

+« Relaunch of the monthly SOFT newsletter, restoring consistent
communication with families and stakeholders

These platforms extend SOFT’s reach beyond in-person programming
and serve as durable educational resources.
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Family-
Centered
Resources
& Support

New & Expectant Parent
Educational Materials

SOFT advanced the development
and dissemination of multilingual,
diagnosis-specific educational
resources:

Trisomy 13 New & Expectant Parent
Book — English (published)

Trisomy 13 New & Expectant Parent
Book — Spanish (published)

Trisomy 18 New & Expectant Parent
Book — Spanish (published)

Trisomy 18 New & Expectant Parent
Book — English (published)

Trisomy 9 New & Expectant Parent
Book (in progress)

il 7l 7l 7l

These materials are actively distributed
to prenatal and neonatal care settings,
addressing critical gaps in diagnosis-
specific, family-centered information.
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New & Expectant
Parent Digital
Support Meetings

SOFT offers quarterly, diagnosis-
specific digital support meetings for
new and expectant parents. These
facilitated sessions provide early
access to peer support during a critical
period of adjustment and decision-
making.

Meetings emphasize a non-directive,
family-centered approach, offering:

Parent-to-parent
connection

Opportunity for questions
related to diagnosis and
care pathways

Trauma-informed and
bereavement-aware
discussion

Referral to additional
SOFT resources and
services

Delivered virtually, these meetings
reduce geographic barriers and
strengthen continuity of support from
diagnosis onward.
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Annual Conference Impact

SOFT’s Annual Conference remains the
organization’s most comprehensive program
and a cornerstone of its national impact.

Key Outcomes

Record attendance since the COVID-19 pandemic

Participation by clinicians across genetics, neonatology,
cardiology, palliative care, and developmental medicine

Financial assistance provided to families to reduce
participation barriers

Program Elements

Evidence-informed medical education

Parent-to-parent connection and facilitated peer support
Sibling and family workshops and outings

Memorial and remembrance spaces

Direct engagement between families and clinicians

The conference continues to integrate clinical expertise
with lived experience in a family-centered environment.
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Organizational Capacity

& Collaboration

1 Appointment of SOFT’s first full-time Executive Director

2 Establishment of a Conference Director role to support
program quality and sustainability

3 Redesigned Support Pathways and improved website
organization for accessibility

4 Contribution of SOFT’s family-centered photos to the
American Academy of Pediatrics

5 Ongoing collaboration with clinicians and national

partners, including the Trisomy Collaborative

These investments strengthen SOFT’s operational infrastructure and
long-term viability.
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Looking

NCLUSION
Ahead CONCLUSIO

Through strategic growth and

In the coming year, interdisciplinary collaboration,
SOFT will focus on: SOFT continues to address
critical gaps in support,
@ Expanding structured education and connection —
ensuring families are not
parent-to-parent alone at any point in their
support models journey.
@ Increasing clinical SOFT remains committed to
integration of SOFT adyancmg compassionate,
evidence-informed, and
resources family-centered support for

individuals and families
affected by trisomy 9,

and diagnosis- trisomy 13, trisomy 18, and
related conditions.
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Continuing to
professionalize digital
and conference
programming
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