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Letter from the Editor
Jennifer Schroeder, SESA Deafblind Specialist
Typically, writing is something that comes very quickly and very easily to me. It is something that I enjoy. I struggled
with a good "opening" for this newsletter, and in the end, decided to just go with simple and straightforward.
This is my first year working for the Alaska Deaf-Blind Project. I have worked in Alaska as both a special education
teacher and as a multiple disability specialist for many years. In my new role, I am still a multiple disability specialist,
but I am also privileged to get to work with kids of many different ages who experience Deafblindness.
Disabilities are complex, and Deafblind is especially complex because of the different needs, different sensory
experiences, and the overwhelming number of adults working with each child on a daily basis. There are the
complexities at home, which are not always the same things that are being targeted - or even seen - at school. Families
can feel isolated, and teachers may not have the necessary strategies at hand to work with each individual. It is the
goal of the Alaska Deaf-Blind Project to help families and school districts by providing information, materials, and a
listening ear for those who have a loved one (or a student) who is Deafblind. With all of the challenges, there are joys
and successes; for all of the struggles, there is someone else who understands. It is my hope that we can celebrate
those successes and problem solve those struggles together.

CHARGE: A Parent Perspective
Pearl Navarro
Daily life with a child who has CHARGE? Well, it took me forever to
finally write this to show how it is. With all the development delays
and the behavior issues, I'm constantly on my toes just waiting for
the next meltdown. With four children, I'm pretty busy and just
exhausted; honestly, some days I can't believe how I'm still going.
I always think I have her (Avery) figured out, but then she surprises
me with something new to work with. She went through the biting
stage, pulled out her hair, inappropriate touching, and now we are
dealing with the temper tantrums and her flinging her body around
(in the process, accidentally giving me another busted lip or bloody
nose). Avery is very impatient, especially when it comes to food. If
I'm not waiting by the door when she gets off the bus with a
Nutella toast in my hand, goodness, it might just be the end of the
world!

Avery lives in Alaska with her parents, two
younger brothers, and her older sister. She loves
to eat, snuggle with her daddy, and play with her
Minnie Mouse dolls.

My day revolves around her; even when she's away at school I
can't stop thinking about her. Is she getting enough food? Do they
know when she wants something to drink? Is she having fun? Are
the kids being nice to her? Those are just a few things that go through my mind when she's away.

I see how having a child with special needs is hard on my other children, especially my oldest. Aliya absolutely loves
Avery and does everything for her. I do see her get upset at times when she doesn't understand why Avery is upset. Or,
Aliya is sad when Avery has another doctor appointment because she is afraid that they are going to have to take her
away for a while again. One of the hardest things Aliya had to go through - and still get used to - is hearing children
making fun of Avery and calling her a monster. Aliya cried so much that day, and told me she just wished they could
see how beautiful Avery really is. I held Aliya and told her that it's just the way the world is, but it's our job to love
Avery exactly the way she is and teach people to do the same.
I know it's hard on my kids, and even harder on myself to accept the fact that my child is different and does not look
normal. To this day, I still have a hard time holding back the tears and not lashing out when I hear someone making
fun of her or being scared of her, even though they are children. It still hurts, but I have become used to it. I try not to
let it bother me as much, and be strong for my sweet girl and let her know and feel love. I can't shield her from the
world forever; believe me, I wish I could! But I will teach her to be kind and humble, and that everything will be OK.
She has her daddy and siblings, but more importantly, her mommy who loves her just the way she is!
I think one of the biggest issues we have with Avery is her not being able to communicate with us. She can't tell us if
something's wrong or if something hurts; she can't even tell us if her brother took something away from her or if her
sister is being too bossy. Every day is different. Sometimes it gets better and sometimes it seems like it never will, but
in all honesty, to have a child with special needs is truly one of the best things to ever happen to us. You learn to love
in a different way, to not be scared or afraid of the future, and to always hope for the best.
Avery is now five years old and has come a long way! I can still remember when she was born and the doctors told us
children with CHARGE don't usually make it the first year. That was the worst news Craig and I ever received, and with
both of us being young parents, we did not know how to take it all in; we've struggled to understand why. But now,
five years later, we couldn't be happier with her and all she's accomplished. She's is perfect in our eyes, and just the
sweetest little girl in the world. We are ready for anything that comes our way and know we will get through it
together.

The Team Approach! Working with an ILP in Alaska
Dena Luchsinger, ILP Developmental Specialist
Mat-Su Services for Children and Adults
As developmental specialist working with families in the Mat-Su Borough, I appreciate the support of a Deafblind
specialist who understands the very particular needs of a child with dual sensory impairment.
I remember when I met the little boy who I have been seeing since April, 2016. He was two months old at the time,
and I knew he qualified for services because of a concern about auditory neuropathy forwarded by his audiologist.
When I conducted the initial evaluation, he demonstrated no response to either visual or auditory input. I didn't know
how - or what - to even write in the report; I doubted what I had seen. It just didn't seem possible.
Since then, I have benefited from some good training in both CVI and hearing impairment, and I've done a lot of
research into best practices. That being said, not only is the perspective of a specialist helpful, it is a necessary part of
a team effort to navigate a developmental trajectory that has been anything but linear. It is a subtle but important
truth that a child with multiple significant needs requires team members who can collaborate and discuss priorities
and strategies: members who put forth ideas and accept modifications to their own preset notions.
I feel that Jennifer Schroeder has been a valuable team member in that she has been enthusiastic in her support and
open to being a team player. I feel certain that this particular case is not the only one where Jennifer's support has
been invaluable.

SESA Lending Library
The Alaska State Deaf-Blind Project is just one of the services offered by Special Education Service Agency (SESA). SESA
has a library full of books and materials that can be accessed by families and school districts across the state. Please
contact Anne Freitag, Librarian, to learn more, or visit the SESA library website at http://sesa.org/content/library
Anne Freitag: 907-334-1301 afreitag@sesa.org
Below are a few of the materials available for loan.

Toys and Leisure Activities

From switch adapted toys for younger students, to CD players for students of all ages, SESA Library has a variety of
toys to teach cause and effect, as well as to promote independent leisure skills.

Books and Staff Resources

The library has a variety of books and video materials discussing the current best practices and strategies for
students who are Deafblind. Some examples are:
Books:

CDs:

Remarkable Conversations

Welcoming Students Who
Are Deaf-Blind into Typical
Classrooms

Child-Guided Strategies for
Assessing Children who
are Deafblind or have
Multiple Disabilities

DVDs:

Students who are
Deafblind using APH
Products

The Alaska Deaf-Blind Project serves any individual from premature birth to age 22 with a hearing
and vision loss. We serve those in urban and remote areas, as well as individuals not enrolled in
school, those in secondary school, and those who have graduated. The Alaska Deaf-Blind Project's
assistance is provided free-of-charge to families, schools, and community organizations.
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