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Session Overview

u Introduction to Moebius Syndrome and Common 
Challenges

u Overlap with Autism and other Neurodevelopmental 
Disorders

u Strategies to Support Individuals with Moebius Syndrome 
and Autism or other Neurodevelopmental Conditions

u Q&A



Moebius Syndrome
u Rare disease characterized by congenital, uni- or 

bilateral, nonprogressive facial weakness and limited 
abduction of the eye(s)

u Typically limits facial expressions and eye movement 
out to the side

u Prevalence of 1/250,000-500,000 live births, roughly 
equal representation among males/females 

u Cause is not well understood, but there is a genetic 
component



Moebius Syndrome can be 
associated with: 

u Developmental delays 

u Speech or hearing delays 

u Social concerns 

u Motor delays

u Physical differences 

u Feeding difficulties

u Limb differences

u Congenital heart 
disorder

u Dental concerns

u Sleep disorders

u Autism spectrum 
disorder

u Other syndromes (e.g., 
Poland Syndrome, Pierre 
Robin sequence, Carey-
Fineman-Ziter, Klippel-
Feil anomaly)

(Bogart & Matsumoto, 2010; Picciolini 
et al., 2016)



(Picciolini et al., 2016)



Overlap with Other 
Neurodevelopmental 
Conditions



Autism

u Approximately 30% of children with Moebius Syndrome 
also have a co-occurring diagnosis of autism

u Challenges with social communication and repetitive 
patterns of behavior

u Unclear what proportion of autism symptoms could be 
contributed to core difficulties in Moebius Syndrome

u Co-occurring conditions



Comparison of Social 
Challenges

Moebius Syndrome
u Difficulties in verbal and 

nonverbal communication

u Facial differences

u Limited facial expressions

u Low social competence 

u Low self-confidence

u Interference with play due to 
oral motor challenges

u Frequent social 
misunderstandings

u Social stigma

u Peer rejection and bullying

Autism
u Difficulties in verbal and 

nonverbal communication

u Difficulties with peer 
relationships

u Challenges interpreting social 
cues and navigating social 
situations

u Delayed play skills

u Variable social motivation

u Social stigma

u Peer rejection and bullying



Strategies to Support 
Development



Domains for Support

Cognitive 
development

Communication 
skills

Social 
development

Emotional 
development

Academic skills

Independent 
living



Early Childhood

u Early intervention

u Developmental behavioral interventions

u Early childhood special education

u Rehabilitative therapies

u Speech/language therapy

u Occupational therapy

u Physical therapy

u Medical consultation



Supports Available Within 
Schools

u Special Education (IEP/504 Plan)

u Academic support/tutoring

u Mental health supports

u DAPE

u Paraprofessional support

u Therapeutic supports

u Speech/language therapy

u Occupational therapy

u Physical therapy

u Social instruction



Possible Accommodations

u Preferential seating

u Provided notes

u Visual supports

u Sensory supports

u Communication supports

u Reduced assignments

u Alternate assessments



Other Common Strategies

u Predictable environment

u Visual supports

u Communication supports

u Social scripts/Role-play

u Promoting identity 
development and self-
esteem

u Sensory supports

u Functional Behavior 
Assessment (FBA)

u Frequent breaks

u Frequent check-ins

u Breaking down tasks into 
smaller parts

u Preferential seating

u Extended time to 
complete tasks

u Organizational supports



Social Skills and 
Relationships

u Applied Behavioral 
Analysis (ABA)

u Social skills training

u Social Stories

u Parent training

u Peer 
modeling/mentoring

u Video modeling and 
video self-modeling

u Support groups

u Peer networking

u Social support



Examples of Interventions for 
Social Skills

u Social Skills Training

u Social Thinking Curriculum 
(https://www.socialthinking.com/)

u PEERS Program (Program for the Evaluation and 

     Enrichment of Relational Skills;

     https://www.semel.ucla.edu/peers)
u Conversation skills

u Choosing appropriate friends

u Having get-togethers

u Sportsmanship

u Handling teasing and bullying

u Handling peer conflict

https://www.socialthinking.com/
https://www.semel.ucla.edu/peers


PEERS Content

How to choose appropriate friends

How to appropriately use electronic forms of communication

How to appropriately use humor and assess humor feedback

How to start, enter, and exit conversations between peers

How to organize successful get-togethers with friends

How to develop romantic relationships and use appropriate dating etiquette

How to handle arguments and disagreements with friends and in relationships

How to handle rejection, teasing, bullying, and rumors/gossip



Emotional and Behavioral 
Regulation

u Individual or 
group 
therapy

u Behavioral 
consultation

u Focus on 
quality of life



Examples of Interventions for 
Emotional and Behavioral 
Regulation 

u Cognitive-behavioral Therapy (CBT)

u Coping Cat

u Facing Your Fears

u Zones of Regulation



Examples of Interventions for Social-
Emotional and Behavioral Skills

u Skills Training for Struggling Kids

u Strong Kids



Examples of Behavioral 
Interventions

u Parent-Child Interaction Therapy (PCIT)

u Incredible Years Program

u Triple P – Positive Parenting Program

u Behavioral Consultation

u Parent Training



Independent 
Living

Transition planning

Employment

Meaningful activities

Valued roles



Examples of Transition 
Programs

u School district programming

u Transitioning Together 

u Working Together

u Transitioning to Employment



Transitioning Together 
Sessions

Parent Session Teen Session

Joining Session 1 (family history, 
rapport building)

Joining Session 1 (teen interview, 
rapport building)

Joining Session 2 (resource mapping, 
goal setting)

Joining Session 2 (goal setting)

Autism in Adulthood Introductions

Employment Goal Setting

Postsecondary Education/Problem 
Solving

Social Problem Solving

Family Topics Coping Strategies

Risks to Independence Flex Week (transportation, executive 
functioning, daily living skills, etc.)

Community Engagement Conversation Skills

Legal Considerations Flex Week/Party Planning

Health & Well-Being Graduation Celebration



Working Together Sessions

Session Topic Description

Joining Session Resource mapping, goal setting, rapport 
building

Introductions Meet families, learn about autism in adulthood

Goal Setting and Problem Solving Learn and practice SMART goals and problem 
solving

Coping Strategies Learn about healthy coping strategies and 
family supports

Planning for Independence Learn about resources to build skills and 
support independence

Employment Employment supports, discuss goals and fit

Community and Relationships Sharing community and social opportunities

Personal Safety Discuss long-term planning, decision-making 
supports, personal safety strategies

Health and Well-Being Risks and strategies to support family well-
being



Transitioning to Employment 
Sessions
Session Description
Joining Session 1 Rapport building, family background, employment 

history

Joining Session 2 Resource and relationship mapping, goal setting

Employment for ASD, Person-Centered 
Planning (PCP)

Discuss employment landscape, intro to PCP, 1-page 
descriptions

Career Exploration and Goal Setting Interest inventories, skills assessment, SMART Goals

Applying & Interviewing for Jobs Networking, search strategies, interview skills

Executive Functioning on the Job Planning, organization, task management

Social & Communication Skills for 
Employment

Self-advocacy, disclosure, conflict management

Physical & Mental Well-Being Creating and maintaining healthy habits

Building Work Skills at Home Family support strategies, independent living skills

Supporting Employment Goals in the 
Community

School-based transition planning, relationship mapping



Key 
Components

• Medical team
• Therapeutic team
• Educational team

Multidisciplinary 
care

• Shared decision-
making

• Parent coaching

Family 
involvement

• Strengths profile
• Personalized, goal-

centered care

Person-centered 
care



Supports Available 
Within Your Community

u Private therapeutic services

u Psychotherapy

u Social instruction

u Speech/language therapy

u Occupational therapy

u Physical therapy

u Support groups

u Extracurricular activities

u County services

u Personal care assistance (PCA)

u Respite care

u Case management

u Social work support

u Financial assistance



Who Can Help?

u Medical providers

u Therapeutic providers

u Educators

u Educational advocates

u Case managers

u Other families who have children with similar needs



Future 
Research

u Additional phenotyping of 
social-emotional and 
behavioral functioning in 
Moebius Syndrome

u Adaptation of current 
evidence-based interventions

u Development of interventions 
for children with Moebius 
Syndrome

u Social-emotional functioning 
in young adults

u Minnesota Investigators in 
Neurodevelopmental 
Disabilities (MIND) Group at 
University of Minnesota 



Looking 
Ahead

u Educating others on 
Moebius Syndrome

u Sharing information 
about your child and 
his or her needs

u Share your ideas for 
needed research! UMN 
Community Discovery 
Program: 
http://www.pdicmn.o
rg/community

http://www.pdicmn.org/community
http://www.pdicmn.org/community


Q & A
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