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AGENDA

Brief Overview of Mental Health Conditions in X&Y Variation

• How common are they in SCA?

• What are the most common conditions?

• Does it change over time?

Transition to Adulthood

• What happens after the age of 18?

• Readiness for independence

• Transitioning responsibilities from family to individual

• Clinical resources
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High Prevalence of Mental Health 

Diagnoses in Youth with X&Y 

Variation
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Brain, Genes and Puberty Study in KS
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Early Adolescent Boys with Klinefelter Syndrome
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Early Adolescent Boys with Klinefelter Syndrome
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Broader Data in Electronic Medical 

Records
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Also Common in 
Adults with 
X&Y Conditions
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Prevalence for Conditions in Adults with Klinefelter 

Syndrome
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Prevalence for Conditions in Adults with Klinefelter 

Syndrome
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Do Differences 
Emerge Over 
Time or Between 
Conditions?
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TRANSITION 
TO 
ADULTHOOD
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What are the potential challenges associated with the 

transition from adolescence to adulthood?

…Why might this be particularly relevant when you have 
a lifelong medical condition?

…And especially so when those conditions are 

associated with mental health diagnoses.



Readiness for Adulthood

There is nothing magical about the age of 
18 – transitioning to adulthood is an 
ongoing dynamic process that occurs over 
years.

Transitional Age Youth and their Families
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Falling off the Service Cliff

Legally, and regarding support systems 
however, a number of things do change 
once an individual turns 18, that may 
interefere with development.

"Failure to Launch"

Strategies for when this transition period is 
difficult or may even feel unsuccessful at 
times.
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Transition to Adulthood

Transitional Aged Youth (TAY) are generally 
considered as individuals between the ages of 
16 and 25

• Right after significant biological and physical changes 
associated with puberty, associated impulsivity and risk-taking, 
increasingly complex social relationships, and formation of 
identity

• Unique period presenting social, educational, clinical and 
occupational demands, including possibly adjusting to college 
or employment

• Learning to navigate systems as a legal adult, with less 
guidance of family members
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CHD, University or Oregon
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Estimated 75% of any mental health diagnosis will emerge before the age of 25 years

Critical Period: This developmental stage creates particular mental health challenges that need attention

Mental Health Vulnerability: The transition to adulthood can worsen existing mental health problems or trigger new 
ones 

Information Gaps: Misinformation about mental illness prevents proper understanding 

System Navigation: Young adults often don't know where to find appropriate mental health services 

FAMILY SUPPORT
Advance Planning: It's essential to establish treatment plans before major transitions (college, employment, independent 
living) 

Proactive Approach: Having support systems in place prevents gaps in care during vulnerable transition periods

Mental Health Challenges Associated with Transition to 

Adulthood
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Generally speaking, severity of symptoms or phenotypes tends to correlate with increasing 
number of sex chromosomes

- For example, individuals with 48 or 49 chromosomes may have a greater degree of symptoms than individuals with 47 
chromosomes/trisomies

- Mosaic karyotypes are also generally associated with lesser degree of symptoms

There is significant variability even within the same condition or karyotype

- Some individuals will not be affected at all or only minimally whereas others may carry a much greater burden of symptoms
- We still do not fully understand why some individuals with sex chromosome variation are affected more or less than others

Variability Between Variations and Between Individuals
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Falling off the Services Cliff

What Happens After 18 Years of Age?

"Services Cliff": Often a dramatic drop in services after high school graduation; or up to 
22 years of age after. Moving from youth to adult systems brings fewer resources and 
reduced support, making the transition difficult. In clinical settings, it may also be 
challenging to find adult providers as knowledgeable as pediatric providers on SCAs.

Lack of Transparency: When adult services are available, families may struggle to 
understand what services they're eligible for, with social service organizations providing 
confusing or inadequate information

Access Difficulties: Extensive bureaucratic red tape, long wait times (up to a year), and 
unresponsive service providers create significant barriers

Inappropriate Services: Available programs often don't match individual needs, forcing 
families to choose between unsuitable options or no services at all

Impact on Opportunities: This sudden change can negatively affect education, 
employment, and quality of life for those affected.
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Survey Results for Research Priorities in SCA (Carl et al.)

• Parents and Individuals with SCAs reported in a recent survey that research in Medical 
Healthcare Access, Self-Sufficiency, and Transition from Pediatric to Adult Medical Care was a 
priority 
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Survey Results for Research Priorities in SCA (Carl et al.)

• Parents and Individuals with SCAs reported in a recent survey that research in Medical 
Healthcare Access, Self-Sufficiency, and Transition from Pediatric to Adult Medical Care was a 
priority 
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Service Interruptions

- Significant lack of data on service utilization in adults with SCAs

- Drawing from studies in the adult autism community, we do have some understanding of 
challenges in access to services, including:

- 9 out of 10 caregivers experienced a dramatic drop in services after high school graduation, 
with speech therapy rates falling from 66% at age 17 to just 10% post-graduation (Schiltz et al. 
JADD 2024)

- Unmet service needs for regular socialization opportunities (60.3% of caregivers), specialized 
primary health care with autism-trained staff (59.3%), social skills instruction (55.8%), life 
skills instruction (51.3%), and behavioral support (47.3%) (Ferguson et al. JADD 2024)
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Preparing for Service Interruptions for 

College and/or Employment



Anticipate Academic Needs

Developing realistic expectations and plans 
about academic workload

Organizational skills needed to balance 
work and social life

Educational accommodations that can and 
should continue in college

Knowledge of IEP plan in secondary 
education and extent accommodations can 
be replicated in college environment

Educational Independence

Organizing study materials and knowing 
schedules for classes

Completing homework, essays, and 
projects without reminders or involvement 
from parents, teachers, or tutors

Accepting responsibility and consequences 
for actions (ex. missing a deadline) and 
learning how to plan for contingencies

Communicating with teachers/professors

Balancing educational and recreational 
computer use

College "Fit"

Total number of students and class size

Housing options: residential (dorms), off-
campus living, commuting from home

Educational environment: classroom, 
online, or a combination

Distance from home

Local friends and family

Ease of access to specialized treatment

Investigate resources available through 
Office  of Access/Education/Disabilities

AACAP Guide to College Readiness

Confidential 30



31Confidential

Readiness for Employment
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"Failure to Launch"

The transition to independence in young adulthood is complex 
and naturally difficult for both youth and parents

Young adults (particularly those with special needs) may require 
increased support from family systems. When it reaches levels of 
avoiding education and employment it represents a challenging, 
and often confusing, clinical problem

The term "failure" implies defeat; instead of focusing on failure, 
this process is likely better viewed as a starting point for growth 
and development
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"Failure to Launch"

Stigma associated with this developmental challenge affect young adults: 

- - May be labelled as 'lazy' or 'unmotivated’

- - Families may also be subject to social judgement about being 'overly indulgent'

There is a need for better clinical approaches that balance the necessity for additional supports 
for young adults with special needs, implements compassionate strengths-based approaches, 
while also utilizing evidence-based interventions for underlying issues that may be contributing to 
the issue.
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Different Parenting Strategies Can Lead to Different Outcomes

vs.
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Scaffolding: Providing parenting to support development

Core Elements: 
-      At every developmental stage, parents can model and teach positive 
behaviors, give corrective feedback, and increase self-esteem. 
- This relationship is bi-directional. 
- To a certain extent, 'mistakes' and 'failures' are expected and encouraged. 

Temporary Support System: 
-      Parents act as "scaffolding" and "safety nets" to aid successful transition 
to adulthood, however in most cases this support is not meant to be 
permanent.

Gradual Removal:
- The scaffolding approach recognizes that never-ending parental problem-

solving and involvement can have the opposite effect. 
- Parental support should be gradually removed as the young adult 

develops their own capacity for independence
- This allows development of confidence and competence while providing 

support only when truly needed.
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Accommodation: Short-term Wins at the Expense of 

Long-term Gains 

OCD and Anxiety Center
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Unintended Consequences of Accommodation

Normal Development vs. “Failure to Launch”:
• Whenever possible, the developmental goal is for individuals to gradually transition from complete  
dependence to independence by late adolescence/early adulthood

• Some adults never achieve functional independence, avoiding productive activities, and relying heavily on 
caregivers for most needs

• This creates a cycle where social isolation and lack of function become increasingly entrenched over time

Challenges for Families:
•  Parents experience frustration, helplessness, and severe burden (physical, emotional, financial)

•  Adult children may refuse traditional therapy, making treatment difficult

• Families often become isolated due to challenges at home. Problems becomes more intractable as time 
passes
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Communication: Maintain open levels of non-
judgmental dialogue between parent and adult child

Collaboration: Establish a shared agenda that will allow 
parent and child to work together to achieve goals

Coordination: Bring in other resources, family members, 
trusted individuals, professionals 

Caregiver burnout and self-care: Providing effective 
parenting also means managing one's own mental 
health. Utilize respite when available, as well as 
individual/family therapy, support groups

Conservatorship: As a last resort – may also consider 
legal conservatorship or durable power of attorney. 
However this is typically a high bar.

What can be done when a young adult doesn't want help?

Handbook. Disabilities Voices United.
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Medical Model 
for Managing 
Mental Health 
Conditions



Value of Assessment and Diagnosis

•We know that risk for mental health conditions 
are elevated in X&Y variation

•For many of these conditions, accurate 
diagnosis aids in establishing a treatment and 
gaining understanding, including a general sense 
for an individual’s expected level of functioning

•Diagnostic assessment via scales and clinical 
interview with pediatrician, primary care doctor, 
therapist, psychiatrist

•Typically involve screening scales and discussion 
with a medical provider

•Often classified in categories of mild, moderate 
and severe

•In more moderate or severe categories, may 
result in a referral to a mental health provider



Cognitive-Behavioral Therapy

•Time limited, evidence-based

•Learn to distinguish between thoughts and 
feelings

•Learn to see how thoughts can influence 
feelings in ways that sometimes are not helpful

•Learn how ‘automatic' thoughts may affect 
emotions

•Learn how to critically evaluate how ‘automatic’ 
thoughts can be accurate or biased

•Learn skills to correct these biased thoughts

•Teaching families how to manage unintentional 
reinforcements or rewards for ‘automatic’ 
negative thoughts
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Social Skills Therapies

Social Skills Training
PEERS group counseling provides social skills training originally designed 
for individuals with autism, focusing on real-life interactions. It is now also 
widely considered to be helpful in a number of other diagnoses where 
social skills may be affected, such as ADHD. 

Recently adapted for use in translational age youth with Turner syndrome 
(Wolstencroft et al. 2021)

Role-Play and Real Practice
Participants learn practical skills, such as making and keeping friends, 
through structured role-play and real-life exercises. It has a structured 
format implemented between adolescents and young adults during the 
group therapy sessions.

Parent Involvement for Support
Sessions include parent participation, reinforcing social skills at home to 
promote lasting personal development.
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Other Evidence-Based Psychosocial Interventions

Acceptance and 

Commitment 

Therapy

Motivational 

Interviewing

Helping Teens Resolve Ambivalence
Motivational Interviewing supports adolescents in exploring and resolving mixed 
feelings about changing behaviors.

Empathy and Nonjudgmental Support
This approach emphasizes empathy, active listening, and providing a safe, 
nonjudgmental space for teens to discuss their challenges.

Proven Effectiveness in Treatment
Research indicates Motivational Interviewing increases engagement and reduces 
substance abuse in adolescents seeking help.

Embracing Acceptance 
ACT encourages accepting thoughts and feelings instead of avoiding or feeling guilty 
about them. Acceptance is the first step to psychological flexibility. 

Values-Based Actions 
ACT focuses on helping people clarify their personal values and commit to actions 
that align with those values. 



Medications for Depression and Anxiety

Clinicians  may consider medications if moderate-to-severe symptoms are present. 
Medications may be an effective part of an individual's overall treatment plan.

Firstline treatments: SSRIs (and SNRIs)
• Fluoxetine (Prozac)
• Sertraline (Zoloft)
• Fluvoxamine (Luvox)
• Paroxetine (Paxil)
• Venlafaxine (Effexor)

May also use less common medications: buspirone (Wellbutrin), mirtazipine (Remeron) 
benzodiazepines, atypical antipsychotics, tricyclic antidepressants

A number of effective, newer treatments are now available, including transcranial 
magnetic stimulation (TMS), if symptoms are "treatment-resistant"
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ADHD Medication Choices

Stimulant Medications
Stimulants like methylphenidate and amphetamines are the most common ADHD medications, enhancing 
specific brain chemicals for symptom control.

Non-Stimulant Options
Non-stimulant medications such as atomoxetine and guanfacine are alternatives for those who do not tolerate 
stimulants or need different therapies.
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Additional Support Services

Executive 
Functioning 

Coaching

Tutoring and 
Educational 

Support
Life Coaching

Independent Living 
Skills Coaching

Career Counseling
Job Coaching

Family Counseling 
and Support for 
Parents of Adult 

Children

AXYS and Family 
Advocacy 

Organizations

Respite Care or 
Group/Assisted 

Living
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TOOLS FOR 
TRANSITION 
IN THE 
MEDICAL 
SYSTEM
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Clinicians can help guide adolescents 
with chronic conditions to prepare for 
increasing independence in managing 
their care

Some useful tools are in place, such as the 
Transition Readiness Assessment 
Questionnaire. 

It covers topics, including:
- Managing Medications
- Appointment Keeping
- Tracking Health Issues
- Talking with Providers

Medical Readiness - Transition to Adulthood 

Questionnaire
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Specific Transition Readiness Assessment for Turner 

Syndrome 
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gottransition.org
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Roadmap to Successful Independence

It is important to have a systematic road map, early preparation of families and 
youth about the array of adult transition services, and a centralized hub of 
information to be disseminated.

Practitioners need to identify locally available resources and channels for 
outreach and make available service more visible by producing transition-related 
materials with examples of current legislative information, problem solving, and 
best practices.

Practitioners should consider how young adults identify their needs and wants 
may be different than how service providers and parents conceptualize them.

It is critical to capitalize appropriate levels of caregivers/family support and 
engagement by provision of education about policies and guidelines for 
communication and collaboration.

Adapated from: Chun et al. 2023. Disability and Rehabilitation.

Handbook. Disabilities Voices United.



Thank you!

AXYS
Stanford University Department of Psychiatry

Helpful Resources:
- gottransition.org
- disabilityvoicesunited.org
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