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Identify the key barriers limiting access to
comprehensive healthcare for individuals with
Down syndrome.

Describe the essential components of a
person- and family-centered interdisciplinary
digital clinic.

Evaluate the outcomes and key lessons
learned from the T21 Online Clinic model.
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Individuals with trisomy 21 are
at increased risk for a wide
range of physical and mental
health conditions.
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A Virtual Care Model

Comprehensive, interdisciplinary care
across the lifespan is essential to:

* Promote prevention
* Facilitate early recognition
* Ensure timely intervention

Individuals + Families
with and
trisomy 21 Caregivers




BARRIERS TO HEALTHCARE ACCESS

Geographic

Limited access to specialists.

Institutional

High demand, referral complexity, and delayed access to care.

Workforce

Knowledge gaps in trisomy 21 care and follow-up.

Economic

Cost barriers to private healthcare and insurance.
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A Virtual Care Model

VISION

To become a leading
virtual center of
excellence for Down
syndrome care and
family support.

OBJECTIVE

Empower families through
coordinated medical,
therapeutic, and
emotional support.

MISSION

To improve quality of
life through accessible,
evidence-based,
family-centered care.



CLINICAL SERVICES

Medical Consultation
and Care Coordination

Therapy Assessment

Psychotherapy and Follow -up

» Speech and language therapy

« Cognitive and behavioral therapy

» Guidance for orofacial
myofunctional, sensory integration,
and occupational therapy

* Medical guidance and care
planning.

» Specialist and subspecialist

consultations.

* Individual psychotherapy
* Couples psychotherapy
* Group psychotherapy




TARGET
individuals with POPU LATI ON

. trisomy 21

Families and

caregivers
Healthcare

professionals Education

professionals

A Virtual Care Model
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Is this virtual care model
feasible?



PILOT PROJECT

COMPREHENSIVE CARE PATHWAY
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A Virtual Care Model

Medical care for individuals
with trisomy 21
Emotional support  for
PI LOT PROJ EC parents or caregivers

Comprehensive Therapeutic strategies
interdisciplinary care model for neurodevelopment

and adaptive self -care

3-month pilot program

Health Education and access
to educational resources
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Pilot Project
o o o
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Initial assessment Psychological Therapeutic Care Integration
support Assessment & & Follow -up
Care Planning
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Group support sessions for primary caregivers

Access to the Down Academy Network & Health Guide

3 months
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Psychological Therapeutic Care Integration

e Conducted by a physician support Assessment & & Follow -up

Care Planning

* 60-minute appointment

» Objectives
o Identify the individual's and family's
needs and priorities
o Conducta comprehensive Trisomy 21-
focused medical assessment

@ 4+ ] 2 ] 3 J <+ | 5 | 6 g

Group support sessions for primary caregivers

@ Access to the Down Academy Network & Health Guide



COMPREHENSIVE CARE PATHWAY
Pilot Project

O @) O

Initial assessment . Therapeutic Care Integration
» Conducted by a psychologlst Assessment & & Follow -up

Care Planning
* 60-minute appointment

» Objectives
o Identify the family's support network
o Assess the emotional well-being of primary
caregivers
o Provide emotional support strategies

@ T e e e T N - —

Group support sessions for primary caregivers

e Access to the Down Academy Network & Health Guide
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Initial assessment Psychological Care Integration

support « Conducted by therapists & Follow -up

Therapeutic Assessment & Care Planning

* Three 60-minute sessions

Therapy options based on the individual's primary needs: * Objectives

o Physical therapy o |dentify priority areas for intervention

o Speech and orofacial myofunctional therapy o Develop individualized strategies to
o Applied Behavior Analysis (ABA) promote neurodevelopment and

o Occupational therapy and sensory integration functional independence

o Academic support and learning strategies

@ ¢+ | 2 ] 3 ] 4+ | 5 ] 6 g

Group support sessions for primary caregivers

e Access to the Down Academy Network & Health Guide
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Care Integration & Follow -up

© o o)
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Initial assessment Psychological Therapeutic

support Assessment & « Conducted by a physician

Care Planning

* 60-minute appointment
* Objectives:
o Review clinical progress
o Coordinate interdisciplinary services
o Review the individualized intervention plan
o Review and deliver the final
interdisciplinary report

@ I e - Y - O - O ——

Group support sessions for primary caregivers

@ Access to the Down Academy Network & Health Guide

3 months
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Pilot Project

Initial assessment Psychological support Therapeutic Assessment & Care Integration & Follow
Care Planning

Group support sessions for primary caregivers

¢ ] 2 J 3 | 4 | 5 | 6 g

« Objectives:

 Virtual gr oup sessions
- One 90 -minute session every o Provide a safe space for caregivers to share

two weeks experiences
o Offer strategies to reduce emotional
burden and prevent socialisolation

o Promote self -care and caregiver well-being

e Access to the Down Academy Network & Health Guide

3 months
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Therapeutic Assessment & Care Integration & Follow -up
Care Planning

@ .+ ] 2 ] 3 | 4+ J 5 ] 6 g

Group support sessions for primary caregivers

Initial assessment Psychological support

Access to the Down Academy Network & Health Guide
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PRELIMINARY EXPERIENCE




44 PROGRAM REACH
FAMILES

MEDICAL 0
CONSULTATIONS 0
18 L
PSYCHOLOGY B
CONSULTATIONS MEXICAN 0
STATES 0
. @
Families from across o
THERAPY México, urban and Q : )

ASSESMENTS rural commmunities

+ 4 Countries

GROUP THERAPY
SESSIONS mmm COLOMBIA

HHh  ACROSS 3 COHORTS
] 2025-2026

PANAM

-
*
A
UNITED STATES |5l SWITZERLAND
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PARTICIPANT PROFILE

WHO DID WE ATTENDED?

SEX AGE DISTRIBUTION

MALE
FEMALE

o e—

INFANTS & TODDLERS O - 3 YERAS

CHILDREN 4 - 12 YEARS

S

34% (19

52% (23)

ADOLESCENTES 13 -17 YEARS

ADULTS 18+YEARS

3% (3)

3% (3)

AGE RANGE

6 MONTHS
TO
4] YEARS

Diverse ages,
unique needs



IMPACT ON FAMILIES

36/44
Completed the
post -program

survey

ACCESS TO CARE> EMPOWERMENT — ACTION — CONTINUITY




ACCESS TO CARE

WHO DID WE REACH ?

‘ 36% No prior specialized

interdisciplinary care

‘ 36% Limited or occasional

specialized care

-9

‘ 28% Regular

specialized care

One In three families had never accessed
specialized interdisciplinary care before T21 Clinic



EMPOWERMENT

FAMILIES GAINED CLARITY

Clarity about next steps ( 1to 5 scale)

e More supported

BEFORE AFTER |
PROGRAM PROGRAM e Greater confidence to

make decisions

3.3/5 # 4.5/5 ® Better understanding

of needs

+36 % ® | ess alone In

Improvement the journey

More than 75% of families agreed with
all four statements




ACTION
FROM KNOWLEDGE TO ACTION

Most common actions after the Clinic

» Consulted specialists

e Scheduled evaluations

¢ Adjusted therapies

o Implemented changes at home

» Organized care plan

O ——

Continuity after the program

© B 53% riommendations
© I | 44% Sonimne

‘ l 3% No follow-up

The program generated sustained

engagement beyond the intervention




CONTINUITY

THE JOURNEY CONTINUES

Current situation

Following a clear

plan @® 8% Need help reorganizing

care

Still have pending

0 .
actions @ 6% Feel lost again

The main challenge is no longer providing
Information but sustaining coordinated care

over time.




GROUP SUPPORT SESSIONS




GROUP SUPPORT SESSIONS

Participation & satisfaction

O Attended
9 O /O all or most
tttttttttt Of the
AAARRRRRARN sessions

4 6/5 Very high interest in participating
*

iIn other similar cycle




GROUP SUPPORT SESSIONS

Emotional benefits

4 3/5 Confident sharing
*

eXperiences

management

4 3/5 Improved stress and emotion
x*

4 2/5 Felt supported by other
*

families

_—



GROUP SUPPORT SESSIONS

Practical aplication

Found the topics useful for

daily caregiving

Applied tools and strategies
learned during the sessions




GROUP SUPPORT SESSIONS

Most relevant topics

e Caregiver burnout and emotional burden

® Concerns about their child's future and development
® Sharing personal caregiving experiences

e Guilt and self -imposed pressure




FAMILY PERSPECTIVES




VOICES THAT INSPIRE US

WHAT FAMILIES TOLD US

We feel more
confident making
decisions for our
child.

Now we have clear /t was a game
answers and a path changer for our
forward. family.

For the first time, We found not only
we no longer felt speciallsts, but also
alone. a community.
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A Virtual Care Model

CHALLENGES & LIMITATIONS

Financial constraints

® Significant financial burden for many families.
® Not financially sustainable without external support.

COST OF DELIVERING THE T21 ONLINE CLINIC

Average cost
per family

RoR iy

Includes medical, psychological, and therapy
services, group support sessions, care
coordination, and follow -up.



CHALLENGES & LIMITATIONS

Financial constraints

® Significant financial burden for many families.

® Not financially sustainable without external support.

Limited access to specialists

Limi ted access to trained local specialists for in -
person follow -up.




CHALLENGES & LIMITATIONS

Financial constraints

® Significant financial burden for many families.

® Not financially sustainable without external support.

Limited access to specialists

Limi ted access to trained local specialists for in -
person follow -up.

Time constraints
® Scheduling challenges within the 3 -month program.
® Some participants required additional sessions.




FUTURE DIRECTIONS AND
~ NEXT STEPS
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A Virtual Care Model

FUTURE DIRECTIONS
& NEXT STEPS o

Sustainability

01 Expand access through strategic
partnerships and sustainable funding.

Scalability
02 Strengthen local capacity through
provider training and care networks.

Evidence Generation :
03 Evaluate long-term outcomes and O

optimize the model.
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KEY TAKEAWAYS

Key barriers
Limited access to specialists, transportation barriers and
lack of professional guidance.

Essential elements
Integrating interdisciplinary collaboration, family
@

participation and accessible virtual communication tools.

Outcomes
44 families, 5 countries, a new way of reaching families
without time or distance constraints.
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care across the lifespan. COMMUNITY

A Virtual Care Model

Reached families with limited
access to specialized care.

Q
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care across the lifespan. COMMUNITY

A Virtual Care Model

0 Empowerment

@ Families gained confidence,
knowledge, and felt supported.
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care across the lifespan. COMMUNITY

A Virtual Care Model

Action

Recommendations translated
into real -life changes.
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care across the lifespan. COMMUNITY

A Virtual Care Model

Continuity

Long-Term follow -up is
needed to sustain progress.
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CLINIC xpanaing access (o comprenernsive STRENGTHEN

A Virtual Care Model care across the lirespan. COMMUNITY

Empowerment Action Continuity
'{@ Reached families with &% Families gained confidence, Recommendations «; Long-Term follow -up is
@ limited access to = knowledge, and felt translated into real -life = needed to sustain
specialized care. supported. changes. progress.
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A Virtual Care Model care across the lifespan. BUILD COMMUNITY

-
Magda y César, papds de Santiago

A

-’

Gabriel Couto | Red Down México

Aurora Medrano Barragan Red Down México

Red Down México
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red.down.mexico

Thank you! @ o

contacto@ red -downmexico.org

www.red -downmexico.org

e +52 1 998 277 0766
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