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LeahWelcomeMy name is Leah Alexander, and this is my sister Lynne CallowayThank you for coming todayThank you for  this opportunity to share our sibling journeyLynneAs our lives as siblings change over timeSo does the information we seek, So does our role in our sibling’s life, and each others’ livesAnd the conversations that we have also change over time.What I talked about and thought about and talked about as a teen related to my sibling, has changed so much as an adult.



Conversations

Our story 
What the research says
Suggested conversations to have with your 

family
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LynneWhat we’ve experienced in our lives as siblings over 50 yearsA generational look,  as I’m now a parent of two; one with a developmental disabilityHighlight what some of the research saysWe hope to inspire you to have some important conversations with your family



Siblings provide the most 
long-lasting relationships for 
their sibling with an intellectual/ 
developmental disability
Rossiter and Sharpe, 2001
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Experts say:

In childhood sibling 
relationships tend to be close 

and positive. 
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In childhood, sibling relationships do tend to be close and positive.



Quality of sibling relationships 
& level of involvement depend on: 

1. Childhood experience
2. Gender
3. Relative ages
4. Proximity
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LynneSo everything that Leah has shared is reflected in research:We know that the Quality of Sibling Relationships and Level of Involvement depend on:Experiences in childhoodGender (girls are more likely to engage than male siblings)Relative ages (we were closest in age)Proximity (we were at home together the longest).So, statistically speaking, our relationship should be close, and enduring.



Biology:  Likes, dislikes, skills, abilities

Policy:  
Dreams, aspirations,

house rules, cultural rules, expectations

Environment:  
Neighborhood,
socio-economic, education

Social:  Family and friend network, 
connection with community members

Our Family Influences Us 
Throughout Life

Charting the LifeCourse
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Lynne	Our Family Influences Us Throughout LifeAnother thing that impacted our relationships as a whole, was the spiritual and relationship values our parents demanded.  There was no “opt-out” option.  Everyone helped in some way.  Mom couldn’t possibly do it all alone. Our family values were rooted in helping others, working as a team, good family meals , get-togethers, and unconditional love. Our church, neighbors and family friends were all part of our community.								Something else our parents and their generation valued highly was “privacy”.  Whining and complaining were also frowned upon.  You used your words, and carried your load.  This became significant in the conversation to follow.		 



Second Conversation 

Disability is normal, but the 
challenges are real
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In the midst of PT, OT, tutoring, psychology appointments and family stress, Many conversations often happened around usI had a mentor, who was the mother of a child with a disability.  She supported me gain some sense of what was happening around me.  My lack of self-awareness was astounding!Leah and I had our own agenda.She hung with me, met my friendsShe was part of the neighborhood and church communities-  I didn’t see our relationship as special.  I just knew it was ours.We read together, listened to music together.I just knew there were things she did not tolerate well, and so we made adjustments.



Considerations

• Advocate for your sibling, but 
remember to advocate for yourself.

• Find ways to de-stress
• It’s healthy to have separate lives
• Demand and seek support!



Third Conversation

Lessons from my children…
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What do the experts say about 
building relationships?



Including each other is important 
to building relationships



Typical siblings want:

• To feel safe and secure
• To get special attention
• To feel approval
• Information about their sibling’s disability
• To know someone understands their feelings



Siblings with disabilities want:
• The right to make choices and mistakes
• To feel valued and respected by family
• Power to disagree with their siblings  
• Power to disagree with their parents
• To have a life of their own
• To have a say about the support they get
• To be included



Most non-disabled  brothers 
and sisters turn-out just fine!
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Statistically speaking, most siblings turn out just fine.And even those who do, might work through depression and anxiety at some point in their life.



Recognize individual gifts 
and celebrate them!!
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Leah’s amazing memory became the key to successful grocery shopping.



Fourth Conversation

As our parents age…
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Family Life Experience Impacts Trajectory

Family Cycle Impacts Member Life Cycle

The life cycle of the family, impacts each member

Charting the LifeCourse
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											Where your family is in the life cycle will have some impact on the trajectory established for your brother sister with I/DD.It will also most assuredly impact your life if you’re an involved sibling. It’s important to have a vision for your life and for there to be a clear trajectory or vision for your sibling’s life. That focus will be helpful when trying to regain footing after a crisis.It will also direct the actions of the support team during a focused phase of life.



When my parents were 73

“Mom, I want my own 
apartment 

when I’m 35”
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Leah tells her story



Advocating Against the Tide
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Praise-Positive reinforcement and recognition for what they’ve done.  This life doesn’t come with a manual!Patience- listen to your parent’s point of viewPlan-Information-Concrete Examples- connect with other families/siblings who’ve been therePersistence-Courage- because you might not be well liked for disagreeing with your parents.



Keep the conversation going…..
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Don’t wait to have the difficult conversation. Open the door and keep the conversation going.  Don’t count on a death-bed pronouncement!  Talk to your parents about their vision for your sibling.  Find out what your sibling’s vision, desires, or needs might be, and help your parents to meet those needs/requests.



Fifth Conversation

As My Sister and I Age
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Life Planning for my family while
Planning for my sister’s life without me.

Presenter
Presentation Notes
Planning for the FutureThe looming question is “who will care for my sister when I am no longer able to?”Who will safeguard her vision for a good life?How will I ensure that she is safe and able to have access to what she needs and wants?The Future is Now Trainingwww.hamiltondds.orgOhio Adult SIBS Annual ConferenceNovember 3 & 4 2017



Siblings with disabilities teach 
their brothers and sisters some 

important lessons.



Thank You!!
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