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Who Am I?

My Sibling Experience
• Oldest of four sisters
• Two of my younger sisters 

      identify as women with disabilities
• Grew up navigating advocacy, 

      systems, and lifelong sibling roles
• My lived experience shapes how I see disability, 

leadership, and family

My Education & Professional Path
• B.A., Political Communications, The George Washington 

University
• J.D., University of Wisconsin Law School
• Focused on disability justice and systems change
• Career in nonprofit leadership centered on civic 

engagement and systemic reform



The Big Questions

• What changes at 18+?
• The Unkown Future
• The Club Sandwhich 
• Becoming the Primary? 
• Tranistions across the 

Lifespan 

74%
of siblings say this 
role profoundly 
shapes their identity 
and well-being

75%
feel pressure to 
make life choices 
around their sibling

Transitions aren’t just about the person with a disability, 
it’s about the whole family system.



What Happens at 18+ 

• Guardianship & decision-
making 

• Living arrangements
• Financial planning
• Benefits & eligibility
• Their own life trajectory

92%
feel caregiving 
pressure

90%
say that pressure 
comes from 
themselves

This is often when siblings move from “supportive 
sibling” to “future planner.”



The Young Adult Sibling 
(Early 20s–30s)

Internal Monologue: 
• “What will my role be?”
• “Will I have to move back 

home?”
• “How do I plan my career?”
• “When do I start learning the 

details?”
• “What happens when my 

parents can’t do this?”

85%
experience 
anxiety

50%
find it difficult to 
ask for help

‘Sibs’ talk to us about the anxiety about the unknown 

and limited connection to peers with similar 

experiences. 



The Club Sandwich Generation 
(30s–50s)

Balancing:
• Their own children
• Careers
• Aging parents
• Sibling with disability

Internal Monologue: 
• “I’m next.”
• “There’s no backup plan.”
• “How do I juggle all of this?”



The Primary Caregiver Sibling

When Does this Happen? 
• Parent illness
• Parent death
• Crisis event

What’s at Stake?
• Housing stability
• Medical decisions
• Employment/day services
• Navigating Medicaid & 

waivers
• Long-term sustainability

83%
feel isolated

88%
struggle with 
emotional expression

60%
report chronic stress



End of Life Transitions

What is Happening? 
• Grief
• Role shift
• Intensified responsibility
• Changed family identity
• Logistics can crowd out 

space to grieve or heal
• Crisis moment if there was 

      no plan, or sibling wasn’t  
      involved

Overnight shift in identity can be an isolating 
experience and lead to mental health concerns. 



Other Considerations

Culture and Community
• Language & Interpretation

⚬ Translate complex 
systems

⚬ Interpret medical and 
legal terminology

• Navigate cultural 
expectations

• Carry additional emotional 
labor

37%
identify 
societal/cultural 
expectations as 
pressure

Disability, caring for family, and death are defined 
differently in different cultures.



What Adult Siblings Are Really 
Asking and Asking For

 We Want to Ask: 
• “Where do I start?”
• “Who else understands this?”
• “What if I don’t want to be 

guardian?”
• “How do I prepare without 

taking over?”
• “How do I have hard 

conversations with my 
parents?”

What We Are Asking For: 

• Practical tools

• Peer connection

• Clear pathways

• Validation

76%                       12%
want emotional well-being                    feel great at asking for 
and community                                       support



What Is Out There to Support 
Siblings?

Sibling Leadership Network
• Connecting siblings across

      the lifespan
• Policy & advocacy
• Evidenced-based Program 

      Development
• Resources & education

Siblings are the longest-lasting family relationship. 
They need resources and support across their lifes



Other Sibling Organizations

Find a sibshop near you for 
sibs ages 8-13 or become sibshop 
facilitator certified!

An international organization 
dedicated to support siblings 
who have brothers or sisters with 
complex health conditions.



For Sibs 



For Organizations

Scan with phone 
to register!



What’s Still Missing

• Structured transition planning that includes 
siblings

• Clear entry points for adult siblings
• Mental health supports specific to sibling 

caregivers
• End-of-life transition supports
• Culturally responsive sibling supports



Key Takeaways

Adult siblings are:
• Planning earlier
• Feeling pressure sooner
• Juggling multiple roles
• Asking for clearer pathways

If we support siblings early:
• We strengthen long-term 

stability
• We reduce crisis transitions
• We build sustainable family 

systems

92%
caregiving pressure

85%
anxiety

83%
isolation

50%
difficulty asking for 
help



Final Thought

Supporting siblings isn’t optional.

It’s creating preventative policy.
It’s building family stability.
It’s ensuring long-term systems sustainability.

Including ‘Sibs’ at the table prepares individuals 
and systems for the future. 

Find ways to have the conversation with the 
‘Sibs’ you know. 



Stay Connected!

www.siblingleadership.org

@siblingleadership

@siblingleadershipnetwork

Sign up for our 

newsletter!

Kaitlin McNamara
kaitlinmcnamara@siblingleadership.org
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