
What will I take home w/ me?
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Take child w/ you … IEP’s, doctor’s, etc.
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Pick your battles

[image: image3.png]



Maintaining passion for each individual child ~ don’t get bogged down by all the other stuff
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“ I didn’t walk this path for nuthin’ I want to make it easier for others”
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Encourage families to show gratitude
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Encourage families to know what they want & why they want it
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Take info to parents ~ don’t wait for them to come to us
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Create a forum for parents to come together, become empowered, impact the political system!
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BE GOOD TO MYSELF!
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Carry home the heart & support of this group
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Working/dealing w. professionals’ insecurities that I have knowledge & experiences that they don’t have
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PHE ~ Parent Having Experience (Margaret Burley, OH)
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Create “this” at home ~ give parents/families the same “togetherness” for them

How do you know when you’re competent?
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When I can teach someone else
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PPL ask for your advice, they listen & implement
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Allusion of competence when anxiety goes away
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Gain trust of families
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Can speak from “living it”
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No sick feeling in my stomach
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Don’t get defensive when asked about what I’m doing
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Competence
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Know where to find info
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When someone thanks me
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Don’t know all the answers but can figure out next step

In thinking about a past encounter with a family member, what did you uniquely bring to the encounter?

· Heart

· Perspective

· Spontaneous response

· Nurturing

· Compassion

· Higher expectations

· Humor

· Laughter

· Accept them where they are

· Listening

· Knowledgeable regarding deafblindness

· Questions about what they want

· Respect

· Excitement

· Understanding

· Acceptance

· Caring

· Non-judgmental

· Family values

· Personalize encounter – take out of “system” language

· Experience – been there – done that

· Connections – network

· Hope

What would have happened if you hadn’t been there?
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Kid found his voice – able to share what he wanted
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Team came together, listened to mom
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Jasek kept his name! Otherwise it may have been changed to a more “American” sounding name.
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Hope – mom felt she had hope & could search for right doctors

Values I used during the encounter
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Accepted person on equal level – heart-to-heart
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Right to make choices – respect
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Independence – think for yourself
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Respect
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Accepting them where they are
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Honor -> all parents want what is best for their child, will do what they need to do
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Assertion & support – go forward w/ positive attitude
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Okay to grieve & cry – don’t need all the answers – just be there
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Open-minded, non-judgmental
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Be vulnerable, humble – ME!

[image: image39.png]



Honesty
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Laughter
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Great instinct

Where did these values come from?
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Other parents who were there for me
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My mom
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My grandmother
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My daughter
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My dairy farmer dad

How to establish boundaries & let them be known
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Help identify resources
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Suggest wait time – put off what you can
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Get them to prioritize what they need TODAY
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Verbalize (gently) your role/job and what you can/can not do.  Make referrals for those things you can’t do.
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Just listen, without trying to solve – “Go On…”
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Point out the ideas they’re coming up with on their own

[image: image53.png]



Acknowledge the seriousness of the issues & then take time to think about things, plan when to get back in touch
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Suggest ways to relax, calm down, and take care of yourself
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