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From the 
President’s Pen 
The 38th annual Family Conference is over.  It was a 
great conference enjoyed by both the parents and 
children.  This year Dr. Jan van Dijk from the 
Netherlands was our main presenter.  It was quite an 
honor to have a presenter at our conference that is an 
expert on deafblindness working with our families. 
 
 The kids stayed very busy doing all kinds of fun 
activities such as arts and crafts, cooking, games, the 
ropes course and much more.  It also gives siblings a 
chance to meet other siblings and develop their 
support system just like parents do when meeting other 
parents. 
  
I would like to thank our Conference Planning 
Committee for getting everything together and doing 
such a fine job.  We had a full camp this year. I 
especially want to thank Christine Givens for the fine 
job she did with the registration.  She kept me straight.   
I don’t know how we can “top” this year’s camp but 
we will have to work real hard at it. 
 
The election of Officers and Board Members was held 
at the annual general membership meeting.  The 
following members were elected: 
 
Cyndi Hunley  - Vice President 
Melanie Knapp  - Secretary 
Christine Givens  - Member-at-Large 
Robbie Caldwell  - Member-at-Large 
Gina Sotiropoulos  - Member-at-Large 
 
AWARDS 
Preston Fansler received the Christian Knapp Award 
for being a great motivator.  Preston has his own 
business in Amarillo doing recycling.  Way to go 
Preston!!  Cyndi Hunley received the Olivia Cruz 
Award for all the work and support she has given to 
people and families of deafblindness.  David Wiley 
received the Everett Bryan Award for Professionals 
who go “above and beyond.”  David has worked in the 

field of deafblind for over 23 years.    He developed 
training and written materials for developing a dream 
for the future for deafblind individuals.  This has 
positively affected families and student outcomes in 
Texas.  He developed the 20 hour training curriculum 
manual for the DBMD waiver.  David is our “go to” 
person.  When you have a question or need something 
he is always there for you.  Congratulations and thank 
you to each of you and all you do. 
 
I would like to remind each of you that this is a 
legislative year again.  I sent an email to our list serve 
asking all families that have not written their child’s 
story to please do so.  We are trying to get a large 
packet of stories together to take on our visits to the 
legislators.  Our kid’s are in jeopardy of losing their 
services and we need to all get involved in asking to 
keep our services the same and not lose any.  We will 
have people going to Austin visiting Legislators during 
this coming session.  We need volunteers so if you 
would like to go with a group to visit Legislators 
please contact Alaine Hinds at  713-907-9122 or me at 
432-263-1658.  Also, go see you local representative 
and tell them that you want your kids to stay in the 
community and they need the services that they are 
getting.  Every visit is very important.  The more active 
we become the more our voice will be heard.  Please 
take the time to send in your story and also please 
contact your Legislators.  There will a group of 
DBMAT members coming to the Symposium early to 
visit the Legislators.  If you are interested in going, 
please, let Alaine Hinds or me know. 
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Our Conference Planning Committee is gearing up to 
begin planning again for the coming year.  Plans are 
being made for October 14 – 16th so mark your calendars.  
This year’s deadline for conference packets to be in will 
be September 7th.  We will not be able to add any more 
people once we turn our numbers into camp.  Their 
deadline for our numbers will be two weeks before the 
camp is scheduled so that they can order the food for the 
meals.  So please, if you are interested in attending camp 
get your paperwork in early. 
 
I am also asking anyone that would like to participate in 
any of our committees to email me at: 
pwelch@usaoline.net or Steve Schoen at: 
stephenschoen@sbcglobal.net.  We need help with all our 
Committees.  Susie can also use some articles for the next 
newsletter.    We accept and appreciate any and all help. 
 
I would like to wish each of you a very Happy New Year.  
Don’t forget that DBMAT is hosting the 
Family Social at the Deafblind Symposium.  
Hope to see all of you there. 

Paul Welch 

 

My Daughter Beth 
by Cyndi Hunley 

 
I want to thank everyone for the Olivia Cruz award I received 
at the family conference. I was very surprised and did not 
know what to say but thank you. 
 
I want everyone to know that I have been in the DBMAT 
family since 1983 when my daughter, Beth was 2 1/2 years 
old.  I was like everyone - I did not know anything about 
deaf blindness or even a disabled person.  The first 
conference I attended was very overwhelming with all the 

acronyms and not really knowing what 
they all meant.  Now I am a mentor to 
the new and very young families that 

are in the same place I was many years 
ago.  
 
DBMAT has been a family 
for me, who understand my 
feelings and frustration 
through all the many trials 

with Beth.  They have been my support system.  Let me tell 
you a little about my daughter, Beth.  Beth was normal at 
birth except for Jaundice.  She was very slow at learning 
skills but from a Mom’s intuition I always felt that there was 
something not normal with Beth.  The doctors did not agree 
with me.  They felt that everything was normal.  At the age 
of 12 months I came across a pilot program called Keep 
Pace.  Through that program we found out that Beth was not 

functioning up to her age limit tasks.  We worked very hard 
on her skills.  They requested an auditory and neurological 
evaluation because she was so slow at learning new skills.  
The Neurologist had Beth have a CAT Scan done.  The next 
day after the CAT Scan she went into respiratory failure due 
to Meningitis and Encephalitis which resulted in her deaf 
blindness.  The doctor sent us home and told us there was 
nothing they could do for her.  At that time there weren’t any 
programs for low functioning deaf-blind children.  When I 
brought her home she had to learn even how to drink from 
the bottle.   
 
Through the support of DBMAT and DARS (Commission 
for the Blind) we got some help.  The progress was slow and 
very trying on all of us.  Beth learned how to crawl and 
other things.  I was lucky to have a 
dedicated sitter who helped a lot.  I 
felt very fortunate having the 
people who came into our 
lives because by this time I 
was a single parent trying to 
cope with everything on my 
own.    
 
I know I wouldn’t have 
survived without all the 
support I have received from 
the families and professionals 
from DBMAT. They have always been there for me and 
helped me get through some very difficult times.  This is why 
it means a lot to me to mentor new families and help them 
find their way. 
 
 

Notes from the “Special Advisor” 
 
Hi—I thought it might be good to point out (to those reading 
this newsletter who were not at our annual Conference) that I 
am no longer the “Executive Director” of DBMAT.  After 
having this honor for 5 years, I feel a need to pursue other 
interests.  BUT, I’m still a loyal and active member of 
DBMAT, and President Paul has deemed me DBMAT’s 
“Special Advisor.”  This means that I’m available to give my 
opinion about any and all subjects when called.  (And Susie 
called me to give advice so that is what I’m doing now.) 
 
It’s my opinion that DBMAT needs to be prepared for a very 
challenging Legislative Session starting this January.  Texas 
is faced with a smaller budget which it will need to manage.  
It is unlikely that the State will decide to increase revenues.  
So the only other option is to shrink government 
expenditures.  This might have a direct impact on DBMAT 
members.  I don’t want to alarm folks unduly, so I want to 
state that at this point we don’t know for sure how the 
Legislature and Governor will deal with the budget shortfall. 
 
But, here are some of the solutions to the “budget problem” 
which have been mentioned: 

mailto:pwelch@usaoline.net
mailto:stephenschoen@sbcglobal.net.
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1) No additional people served from the 

“interest lists” of the Medicaid 
Waivers.   This means that 
people waiting for services 
from the Deaf Blind 
Medicaid Waiver, 
CLASS Medicaid 
Waiver, and HCS 
Medicaid Waiver may have 
no chance of being served in 
the next two years. 

 
2) Decreasing the amount of services people receive from 

the Medicaid Waivers.  The Department of Aging and 
Disability Services (DADS) may need to increase the 
amount of Utilization Review (UR.)  UR is the process 
which compares services on an individual’s plan of care 
to the expected amount of service.  If the plan of care 
calls for more than the expected amount, it could be 
reviewed resulting in a reduction of service. 

 
3) Stopping State participation in the Federal Medicaid 

Program:  This is a rather “far-out” unlikely prospect, 
but it has been floated by some Legislators.  60% of 
Texas Medicaid funding comes from the Federal 
government, so Texas stands to lose a great deal if it 
takes this action.   

 
4) Stopping service to a certain percentage of Medicaid 

Waiver clients.  This is another unlikely prospect 
because of the amount of funding Texas would lose if it 
took this action.  But, I’m mentioning it because DAD’s 
Legislative Appropriation Request lists this as an option, 
if it doesn’t receive enough funding from the State.  

 
MY SUGGESTIONS:  Please consider the following: 

 
1) Join the DBMAT Legislative Committee if you want to 

know information quickly and if you want to participate 
in the solution.  Members of this Committee may be 
called on to call their Legislators, write letters, contact 
others, or otherwise do what it takes.  Send me an email 

with the simple message 
“Put me on the Legislative 
Committee” and it is a 
done deal. 
 
2) Get on the DBMAT 
List Serve.  You will 
receive emails on a broad 
array of interesting topics 
relating to Deafblindness.  
When a need for massive 
legislative action is 

apparent we will post to this list serve.  To get on the list 
serve, send an email to Chunley@aol.com    You must 
be a member of DBMAT to get on this list serve. 

 
3) Get to know your Legislator.  If you haven’t met your 

Legislator yet, do so.  Visit his office in your town, and 
explain what DBMAT is and why you need his support. 

 
4) Don’t forget to keep in touch with your higher power. 
 
And have a happy New Year. 

Steve Schoen 
 

Raising Expectations and 
Interventions for Future Success 

 
When I was asked to write something for the Newsletter, I 
responded "Yes", without hesitation.  What words of 
wisdom or inspiration could I possibly share with the 
families of DBMAT (Deaf Blind Multiple Handicapped 
Association of Texas).  Instead I would like to offer my 
sincere appreciation and gratitude for the families that I have 
met through this incredible organization.  I applaud the deaf 
blind experts and motivators that are there assisting us that 
share the life and the pursuit of the American Dream for our 
children. 
 
In February of 2009, I had the opportunity to meet C C 
Davis (then of The Helen Keller Regional Center) and Miss 
Jackie Souhrada with DARS.  I joined DBMAT that very 
day.   In October of 2009, I was able to attend my first 
DBMAT conference. That event changed my life and my 
thinking process forever.  What I experienced with the 
children and their families was an awareness and an 
awakening.  Without exception, we were bound by having 
children with some of the same hearing and vision as well as 
physiological and  psychological challenges. 
 
I would like to share my experiences of seeking a Free and 
Appropriate Public Education for my own Deaf Blind 
Multiple Challenged child in the Educational System.  My 
daughter Cameron entered the public school system at the 
age of 6 years in Kindergarten.  Cameron was identified and 
labeled through the school system as visually 
impaired/hearing impaired and speech impaired.  She is not 
totally deaf nor totally blind. It was obvious from that first 
year in public school, the journey would lead me into "un-
charted waters."  I would love to say that the journey has 
been without suffering, but that would be inaccurate.   I 
continue to believe that Cameron could become anything that 
she wants to IF given the proper tools, skills, support and 
accommodations that will afford her the Real opportunity for 
an American Dream.  It all begins with an appropriate 
education, does it not?   During this journey, I went through 
channel after channel  (from my local district, Regional 
Educational Service Center  right on up to the Texas  
Education Agency itself seeking knowledge and information 

mailto:Chunley@aol.com
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on how to ensure Cameron was afforded an appropriate 
education.  
 
Cameron was in 3rd grade and would be taking the TAKS 
test.  These are state-mandated assessments.  I requested that 
Cameron receive the "Dyslexic Bundle" accommodations on 
the TAKS test.    The Accommodations  for those persons 
experiencing Dyslexia (a form of learning disability which 
can render a reading passage a virtual maze to decipher)  
often presenting the reader  with alphabets and numbers that 
appear to present themselves  as being  backwards on the 
page.  The Accommodations for children with Print 
Disabilities (Dyslexia) included 2 day testing, frequent 
breaks, pre-reading of proper nouns, etc.  I was familiar with 
the trials and challenges of children with dyslexia (print 
disabilities) as both my brothers were diagnosed with 
dyslexia at an early age.  The printed sentence began "The 
boy was..." and my brothers would read out loud "The boy 
saw....".   At a young age, I understood the struggles and 

 challenges my bro-
thers faced in the 
educational settings  
at that time as well 
as the financial 
challenges in secur-
ing private tutors to 
help remedy these 
problems  my par-
ents faced.  This was 

certainly not new territory or unfamiliar ground.  I have lived 
this life and I knew that the accommodations under the 
"Dyslexic Bundle" were precisely what Cameron 
required with her visual and hearing deficits as well as 
frequent breaks from eye fatigue caused by nystagmus. I was 
not requesting MORE accommodations than children labeled 
with a learning disability, but I knew the accommodations in 
the Dyslexic Bundle were appropriate and necessary 
to LEVEL the playing field for Cameron.  I was informed by 
a Special Education Director that Cameron is not designated 
as dyslexic and  therefore could not have those 
accommodations.  I knew that Cameron suffered from a 
visual disability which limited her ability to access 
information in the print format.  Her visual acuity in her right 
eye is 20/400 and her left eye was 20/3200 with severe field 
restrictions.  Frustrated and confused I continued to pursuing 
further information at the local district level, the local 
Education Service Center and Texas Education Agency.   I 
could not understand why a child with a Print Disability 
could/would receive Accommodations on a State Mandated 
Assessment and a child with a Visual Disability would not be 
entitled to the same Accommodations.  In desperation, 
I decided to email Governor Rick Perry for 
assistance.  Governor Perry responded to my 
email and forwarded it to Pam Stockton, Task 
Force Accommodations with the Texas Education 
Agency. 
 

With Federal Child Find laws in place, I began a quest to 
seek answers as to how can these children experiencing 
dual sensory impairments fly under the radar and go 
undetected and undiagnosed.  I have five other children in 
my private practice that are also experiencing dual sensory 
impairments (vision and hearing)  some with additional 
challenges as well.  Without exception, all of these 
 children are identified within their  public school districts as 
visually impaired, hearing impaired, speech impaired and 
perhaps physically impaired.  I was informed  by someone in 
the educational system that regardless of the label, the 
services would be the same as  are those  services for 
children who are  educationally designated as  experiencing 
deafness and   blindness.  In 2009, Cameron was accurately 
labeled under our districts educational guidelines to coincide 
with our National guidelines as deaf/blind for the first time.  
 Cameron has a Teacher for the Visually Impaired and for the 
first time has an Auditory Teacher who provides direct 
services 45 minutes once a week.  While both those 
instructors are necessary and provide invaluable expertise in 
their field, Cameron required experts with skills and 
knowledge of the challenges of dual impairments.  Such an 
individual could gauge Cameron's ability to access 
information in an academic setting and the impact of 
incidental learning that comes naturally to children with  
“normal levels”  of sight and hearing.   During this quest to 
obtain information and learn the process and the system in 
place, I remained naive in believing that Cameron's journey 
would/could/should be somehow smoother in obtaining her 
"Dreams", given  that she has some  useful functional sight 
and hearing. 
 
The correct and accurate educationally diagnosed 
 designation   for our children in the school system is as 
important as a correct and accurate diagnosis for a medical 
challenge.  The Standard of Care for an acute CVA (stroke) 
is very different from that of a heart attack, so being accurate 
in the diagnosis is imperative in the treatment and success of 
the interventions implemented.    It goes without saying, 
during a medical crisis one would seek the specialist with 
specific knowledge and expertise in that specialty.  I believe 
the same principles and standards should be applied in the 
educational process for our children experiencing deaf blind 
multiply handicapping conditions .  I believe that there may 
well be more children within the public school systems that 
are not accurately identified  and thereby designated as  
experiencing deafness and  blindness  (and experiencing 
other multiple impairments?).  Is it possible that our children 
experiencing dual sensory impairments  are not as low-

incidence as  educational professionals think or 
report?   I pray and hope that 

Standardized Assessments for our 
children are acquired/developed  

 through research and the entities within 
the current existing educational system, 

in order to level the playing field and, 
give all our children the opportunity to a 
Free and Appropriate Public Education.  
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When  school  districts suggest a more restrictive 
environment because our child does not possess the reading 
fluency  performance levels as their peers on standardized 
normed-grade level  testing To my knowledge, there are no  
verifiably normed  standardized  reliable Assessments on 
Children experiencing hearing and visual  disabilities and the 
only standards of measurements that local school districts 
have access to are assessments that have been 
"NORMED"  on same aged-same grade level - non-disabled 
peers. I pray that this New Year brings an awakening and 
awareness to anyone directly and indirectly involved with 
our children who face challenges.  I believe that we have 
made huge strides as parents, motivators, professionals, 
deaf/blind experts and political personnel in obtaining 
changes that are reflected in the Texas Educational Agency.  
My gratitude and appreciation for the Veterans who began 
this journey demonstrating wisdom, persistence 
and unending dedication for all our children is 
immeasurable.  I remain optimistic that additional changes 
will transpire that will change others perceptions as well as 
expectations for our children with dual sensory impairments 
and additional challenges.   
 
Thank you Governor Rick Perry, Lt. Governor David 
Dewhurst and Ms. Pam Stockton for your time, advice and 
direction for all our Deaf Blind Multiply Handicapped 
Children in the Great State of Texas. 
 
 
God Bless you and yours.  
Rebecca Abrego Howton 
 
 

The View from TSBVI 
by William Daugherty, Superintendent 

 
I am really pleased to be asked to write an article for 
DBMAT about the many changes taking place at the Texas 
School for the Blind and Visually Impaired (TSBVI).  First 
I’d like to mention that I’ve heard more good buzz about 
DBMAT than just about any other advocacy organization in 
Texas.  You have been very effective in making sure the 
educational system, policy makers and the general public 
know about these children and youths and their educational 
requirements and their need to belong to the communities in 
which they live.   This is no small task for a low incidence 
disability group that has a complex set of learning needs and 
many barriers to community involvement.  The DBMAT 
leaders I’ve met have been really interesting and skilled 
communicators, and those two things go a long way in 
engaging the public on a topic that most people know 
nothing about.  
 
A topic we know quite a lot about here is construction, 
because these days it rules our world.  TSBVI built its 
campus in 1916, and other than one major sprucing up 40 
years ago, we’ve been in a long and slow decay to our 

infrastructure that has gone way past the point of reasonable 
renovation.  Back when the Texas economy was going strong 
the legislature approved bond money to rebuild our campus, 
and we are well on our way to a 2012 completion of what 
will be the finest campus of its type anywhere.   
 
TSBVI is now, and will be even more so in the 
future, a great environment for students to 
learn skills for a lifetime, and to use 
those skills with an attitude of 
confidence in their own self 
worth. It is our expectation that 
every student who attends 
TSBVI will have a 
transformational experience here, 
and that expectation is met or 
exceeded way more often than 
not.  While it is the quality of our 
faculty and staff that make this 
happen much more than the impact 
of our soon-to-be-lovely campus, there is also much good to 
be said about the quality of the environment and its impact 
on learning. Our new campus will support the quality of the 
TSBVI experience in many positive ways.  Think modern, 
clean, well lit, barrier free, fully equipped, fun, safe and 
secure and beautiful.    
 
Along with all this, TSBVI is very seriously engaged in 
developing a strategic vision of how we can best meet the 
many and varied needs of our state moving forward over the 
next decade.  TSBVI has been a national leader for many 
years on a variety of fronts, but among our best attributes are 
our highly diversified program offerings.  An individualized 
campus-based program for students enrolled in the regular 
school year; short-term and summer programs for students 
enrolled in their ISDs; and statewide technical assistance 
through the best outreach program found anywhere.  On top 
of these, our published curriculum and website 
(www.tsbvi.edu) are among the most widely used resources 
of their type in the world, and we are partnered with the 
Texas Education Agency, Texas Tech and Stephen F. Austin 
Universities to train the many new teachers and orientation 
and mobility specialists needed across Texas.   
 
TSBVI is able to do these things because the Texas 
Legislature, with the guidance of our many shareholders, 
believes in the importance of our mission.  But we feel 
certain that to keep this mission relevant to the ever changing 
educational, social, political and economic realities we live 
in, we have to be innovative in how we leverage our 
resources to best benefit the whole state.   
 
For our main campus-based educational program, this means 
we need to know students better before they come here so 
that we can make the best use of their time with us—on 
average this is a little over three years. 
 

www.tsbvi.edu
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We have to hit the ground running on preparing both the 
student and the folks back home—families, ISDs, etc—for 
what happens after TSBVI. We have learned with absolute 
certainty that students need to be closely integrated with the 
supports their families, schools and home communities can 
provide if the skills learned at TSBVI are going to translate 
to positive life outcomes. 
 
For our campus-based program known as Special Programs 
(summer and week-long/weekend short-term classes during 
the school year), we need to be keenly aware of what we can 
do here in a very short and intensive time that will correlate 
most highly with a student’s success back in their ISD.  Most 
often this is a skill that a motivated and quick learner can 
take back home and use to better access the general 
curriculum.  Things like assistive technology, low vision 
aids, and Nemeth Code to name a few.  We have to convince 
the ISDs that this brief time away from the district can help 
with their statewide testing scores, because this appears to be 
a significant barrier for many kids who want and need to 
come but can’t get released.  
 
For the statewide technical assistance we provide through our 
Outreach Program with the goal of building local capacity 
for families and schools to effectively educate students in 
communities across Texas, we have to be acutely aware of 
what is working well, what needs help and how to best be of 
service.  Within the next few years we are planning to have a 
whole new presence in broadcast technologies so that more 
people can access us from anywhere and on their own 
schedules.  
 
Outreach has a dual role of advocating and informing both 
parents and schools about best educational practices, and 
then providing specialists who can help schools improve 
services.  And equally as important, it is through our 
outreach program that TSBVI connects most closely with the 
very dynamic statewide system of families, organizations 
like DBMAT, DARS, schools, Education Service Centers 
and universities where shared expertise from all parties 
builds the “community” that TSBVI is so proud to be a 
member of.  
 

 
    Steel Framework of the New Main TSBVI Building  

 
PICTURES FROM THE 2010 DBMAT CONFERENCE 
 
 
 

 
 
Dr Jan Van Dyck (right) receiving  a truly Texan hat from  
Pres. Paul Welch (left) & outgoing VP Wayne Thompson 
(middle) 
 
 

 
 
Preston Fansler (2nd from right) & his Dad Keith (right) 
receiving the Christian Knapp “Great Motivator” award from 
Melanie & Gary Knapp.  
 
To See 249 more pictures of the Conference go to:  
 
http://picasaweb.google.com/stephenschoen1/DBMAT2
010# 
 
 
 
 
 
 
 

http://picasaweb.google.com/stephenschoen1/DBMAT2
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Each of these three program areas at TSBVI is now taking 
the general concepts expressed above and developing a 
variety of ways to implement them. Some of them have 
significant implications for how the school does business.  
For example, if the campus-based school program is going to 
markedly improve each student’s transition back to their 
home community after their time at TSBVI, then we can only 
accomplish that through well-developed and constantly 
nurtured relationships with each family and district.   
 
Communication and collaboration at a 
distance has challenges we must find ways 
to overcome, and we will.  We know that 
TSBVI is a great school, but we also know 
that what happens next is as important as what 
happens here. Put another way, why go to the 
sacrifice of having your child away from 
home if the transition back doesn’t translate 
into a building upon skills and confidence 
moving forward?  This is actually a pretty 
tricky thing to do, but organizations like 
DBMAT are building a network of parents and 
professionals that know what needs to be done and 
how to do it.  
 
Be watching for new things from TSBVI, because they are 
informed by what you and others have told us time and 
again.  We have much expertise and we have much to learn, 
and we know you can help keep us moving in the right 
direction on our efforts. 
 
 

A Little Bit About Me! 
by  Jillana Holt-Reuter 

 
Things in life have a way of morphing into something that 
look nothing like what they started out to be. I am always 
amazed at this process and sometimes secretly wish for a 
view of it happening. Life really does happen right before 
our eyes but are we truly looking at it or are we looking 
through it in an effort to wiz past this thing to get to the next?  
 
My life had a morphing last year when I became a Board 
member for DBMAT. I am now a Sophomore member and I 
couldn’t be in love with it more.  I attended my first 
conference last year and knew I wanted to be a vital part of 
helping move our mission and goals forward and I was truly 
excited to see where this would take me. I put my name in 
the hat to be a board member and viola! Wowzers, what a 
ride! 
 
I am on the conference planning committee and also the 
legislative committee. One lines up with my skills and the 
other lines up with my passion. This is a great combination 
for me to not only feel successful but to be content I am 
using my powers for good.  

 
Most of you know me but I thought you might like to know 
more about me and my family. In other words, what brought 
us to DB-land? I have 4 children ages 22 to 18. Caitlin is 22 
and she has CHARGE syndrome. Michael is 19 and he is still 
living at home hoping to go off to college next year. Taylor is 
18 and lives in the dorms at TSTC Marshall. She was 
adopted in July 2010 less than a month before her 18th 
birthday. Kenneth is my youngest and lives in Denver, CO 

with his father to be closer to his family there and 
better educational setup for him. I miss him 
deeply. I am deeply and madly in love with my 
adoring husband, Kevin and have been for the last 

13 years. We are celebrating our 11th wedding 
anniversary December 17th. I have a truly great 

man as my best friend and husband.  
 
Caitlin is the connection we have with DB-
land but I started out in Key West, FL, 

signing and fell in love with Helen Keller 
and sought opportunities to volunteer through 

the Elks lodges with kids who were disabled 
and there was always one that signed! I also 

had two great men who took care of me and my 
sister when we were young and they brought us even further 
in our signing skills. Thank you, Joe and Kevin. I will always 
be in your debt! I have been conversational since I was 10 
years old. Who knew Caitlin was right around the corner! I 
had her when I was married to my former husband and I was 
all of 19 years old. I knew when she was 6 weeks old she 
was hearing impaired and there is where my journey began 
and will never end. To save trees, I will not give you the 
blow by blow but suffice it to say, she was the youngest 
infant to have had tubes in her ears in the Orlando area and 
the youngest to receive hearing aids at that time, 1989 and 
1990. We moved to Denver, CO in 1990 with my former 
husband’s work and I lived there for 17 years. I was active in 
different things and started on a road not knowing how I was 
going to get to the next exit much less where this road was 
taking me. 
 
Caitlin was not diagnosed as deafblind until much later in her 
life. The diagnoses were multiple but no one ever called it 
deafblindness until Tanni Anthony and Gina Quintana came 
along from CO Deafblind project. Her diagnosis of 
CHARGE didn't come until she was 18 and that was 
definitely a life morphing event. I started attending all of the 
events I could and then became more active which led me to 
all of you great people. I have helped put on the deafblind 
projects retreats for years and have been so very thankful to 
be able to help with ours! My former husband didn't attend 
things but I still went and had a great time with the kids and 
such. Life was changing and there were some disruptions 
ahead.  
 
Kevin and I married in 1999 and it was Kevin who taught 
Caitlin how to sign “I love you” and the first time she signed 
it was when he proposed to me. I will never forget that for as 
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long as I have my memories. Kevin has signed since he was 
a young boy as well due to his mom having a child who was 
deaf in her childcare! Match made in heaven if you ask me.  
 
Life has taken me a great many places and for that I am so 
very thankful. There have been fairy 

godmothers and tremendous 
friends along the way. One 
of the most mentoring 
people I had recently died 
and that was my Aunt 
Linda. She was an OT in the 
school system for years and 
taught me invaluable 
information about how to 

work with professionals instead of 
against them. “Make a bridge, not a war, Jillana.” 

was said to me many, many times in my years of IEP's. To 
say I miss her is not enough. She is deeply missed and I felt 
incredibly loved by her. She was like my mother after my 
own died 19 years ago 
 
People, places and things are the stuff of life, and I am so 
very thankful to have many of them with me in my journey. I 
have served in the United States Navy as a Corpsman trained 
as a combat medic. I also have been a Doula (childbirth 
coach) for 14 years and EMT for a 911 response service in 
Denver. I am also very proud to add DB activist and DBMAT 
board member to my list of consonants and vowels that trail 
behind my name and on my hats.. I am so excited to be 
looking forward AND living in the moment with not only my 
family but my extended family. You... 
 
As I continue my work in becoming a community Intervener 
and work towards the goals and issues important to DBMAT 
and our families, I hope to make a difference in peoples lives 
that are in DB-land. After all, the best ride is the one filled 
with screeches of joy and laughter with tears. May you have 
much of these things in your life. 
 
 

Supplemental Needs Trust 
Distributions 

by June Griffith, Attorney (512-739-7151) 
  

Question – How can we spend extra money on our special 
children and friends (the Ward) without it counting as 
“Income” by SSI and Medicaid? 
 
In many cases, we can use a Supplemental or Special Needs 
Trust to hold the money for the benefit of the Ward.  It can 
be funded with gifts by family or friends, or the estate of the 
parents when they pass (these trusts do not have to reimburse 
any state programs and may be distributed to other family or 
friends, or any group you wish to benefit after the passing of 
the Ward).  In special cases the SNT may hold Child Support 

payments or personal injury settlements (these trusts require 
special payback provisions for the state programs).   
  
The following are examples of proper distributions from such 
trusts which should not disqualify your child from SSI or 
Medicaid (always check to see if the distribution might lower 
the benefit or if the rules have changed and talk with your 
representative and attorney if any doubt arises): 
  
Supplemental Needs Trusts - Examples of distributions not 
counted as “Income” by SSI and Medicaid: 
  

1. Dental, vision or eye, hearing or ear care, diagnostic 
work or other medical treatment for which there are not 
funds avail able, including plastic surgery or other non-
essential medical procedures. 

2. Private rehabilitative training and physical therapy. 
3. Supplemental nursing care and similar care that 

assistance programs may not otherwise provide. 
4. Personal attendant care. 
5. Companion care, companions for travel, reading, driving 

and cultural experiences. 
6. Payments to bring beneficiary’s relatives or friends for 

visitation and to accompany beneficiary on periodic 
outings and vacations, and travel in the event the trustee 
determines such expenditures to be appropriate and 
reasonable. 

7. Therapies or supplies to provide tactile stimulation, 
holistic, herbal, or other alternative therapies or services. 

8. Special equipment such as an electric wheelchair or 
other supportive device, and a specially equipped van or 
other vehicle for transportation. 

9. Programs for training, education, and social, 
recreational, and entertainment opportunities. 

10. Books, magazines, musical instruments, recreational 
equipment, games & crafts. 

11. Telephone, television, radio, and dish or cable services. 
12. Clothing. 
13. Advocacy and legal services. 
List Source:  The Arc of Texas Master Pooled Trust, Deborah Green and Clyde 
Farrell, attorneys 
 
 

CAMP SUMMIT 
by Lisa Braziel 

 
The 2010 summer camp session for deaf-blind multi-
handicapped participants was held July 4 – 9, at the 
campgrounds in Argyle, Texas.  A record number of campers 
(79) attended for the week, of which 11 were new.  The 
summer theme was "Camp Summit Rolls out the Red 
Carpet!"   The program was developed for the intent to 
broaden the experience of dual sensory impaired individuals.  
The unique experience exposes persons with deaf-blind 
multi-handicaps to surroundings beyond their normal living 
arrangements where they can function independently and 
explore nature in a safe and fun environment.  Their horizons 
are expanded by creating a place where each individual 
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camper is challenged to trust and participate in new 
adventures throughout the various activities such as the 
challenge course, aquatics, horseback riding, fishing, 
wilderness/nature, arts and crafts, sports & games, and 
specially planned “sensory” activities.  The opportunity also 
exists for the family and/or caregiver to receive much needed 
respite while the camper attends summer camp. 
 
Campers came from across Texas – Houston, San Antonio, 

Austin, Amarillo, Midland, 
Marshall, Vernon, 

Denton, Lubbock, 
Pearland, Elgin, and 
the Fort Worth / 
Dallas area. Camp 
Summit escorts met 
the caregivers at 6 
different airports 

and traveled with the 
campers.  Arriving in 

Dallas, they were 
transported by bus to the campgrounds.  Some campers came 
by automobile.   
 
Specifically designed activities for sensory impaired 
participants included: onion nature hike, food painting, 
natural crown making, massages, pool games, pool scavenger 
hunt, mud house making and many more sensory activities.  
Evening activities included a night of water activities 
including a water park, a counselor car wash (where the 
campers “washed” the counselors in shaving cream, jello and 
other items), & swimming, another night of sensory 
integration (including making flubber, making cookies & 
lemonade making), a cookout and a dance after cookout, 
complete with bubbles, fans and plenty of streamers.  
 
2010 marked the first year that Camp Summit opened its 
doors for a new spring break weeklong camp.  In doing so, 
we housed campers of all ages and disabilities to be at camp 
at the same time.  “At our typical camp the campers choose a 
week based on their age and disability, so this was a new 
experience for campers & counselors to have everyone 
together,” stated Lisa Braziel, Camp Director.  We are 
looking forward to holding our next Spring Break camp, 
March 13 – 18, 2011.  Check the website in January for 
registration information. 
 
We continue to have a waiting list even after adding 2 weeks 
of camp in the past two years; we are consistently hearing 
that our campers want to be able to come more often to 
camp; ….one thing is certain -- we need more camp. Well, 
you asked for it so here it is. We are very excited to 
announce a fall camping season. We will be offering 9 
weeklong camp sessions during the fall 2011.   Beginning 
in September 2011 we will be offering 9 one week sessions 
that will be age and disability specific much like we have 
been doing in the summer. We could not be more excited 
about the opportunity this will provide for us to expand our 

services and see many of you more often. This gives you, our 
camper, an additional opportunity to attend camp, parents 
this gives you another occasion for respite and to those who 
have not had an opportunity to come to camp it gives us the 
opportunity to expose you to a whole new experience! Please 
spread the word and let your friends know that camp 
programming is expanding. 
 

 

Season of Giving 
by Wayne Thompson 

 
The “SEASON FOR GIVING” will be passed by the time 
this is published, but I wish to reflect on this season and 
seasons past for a moment.  
 
One particular season thirteen years ago my son, Caleb, was 
hospitalized with a very dire prognosis. The few 
months prior I had watched him lose 
most of his functions, from 
being a perfectly happy and 
healthy little 2 ½ year old, to 
a severely disabled child.  
 
I didn’t realize it at that time 
but during that “season” I 
received gifts and blessings that 
will be treasured as long as I live. Life as I 
had known it changed. One gift I was given was 
the realization of how fortunate I was. I watched as several 
families lost their child to terrible diseases and disorders. 
Although, Caleb’s prognosis was poor, I was given 13 ½ + 
years of having my son to hold and love.  
 
During the following years, needs arose in our lives that 
seemed overwhelming. Some how these needs were met.  I 
had thought that these needs were not known by anyone but 
us, which was my fault. Time and time again those needs 
were met by generous people or events that seemed to come 
about miraculously.  
 
The following years I have learned to give back when I see a 
need, whether it be time, money, or kind and understanding 
words. Without exception everything that I give comes back 
one hundred fold. I could give numerous examples, for the 
sake of brevity I will only say I believe that giving should 
happen throughout the whole year. 
  
Again during this “season” a need arose in our family, and 
again seemingly a miracle happened and the need was met.  
May this season be happy and may all reading this be blessed 
through out the coming year! 
 
This publication is supported (in part) by the Hilton/Perkins Program of 

Perkins School for the Blind, Watertown, MA.  The Hilton/Perkins 
Program is funded by a grant from the Conrad N. Hilton Foundation of 

Reno, NV.  DBMAT acknowledges and appreciates this support. 
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