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Why I wanted to be involved in the creation of The Binnacle  

by Anna Cunningham (aka Cassie’s Mom) 

 
For a busy caregiver mom like myself, there are so many reasons to say “No” to even the 
best ideas --- too many things to do in the day, immediate advocacy needs, schedules to 
keep, notes to take, critical daily tasks to get done, appointments to make, among other 
basics like… well… taking a shower, getting rest, and even going to the bathroom.  Like 
others involved in this project, the basic concepts and desires for such an idea had been 
mulled over in my mind and heart for some time.  When waiting at doctor’s offices, my 
adult middle daughter, Cassie, and I would browse the magazines to see if anything 
would be of interest to read while waiting.  I would invariably pick up a very popular mag-
azine and thumb through to read a story about a famous person and think, ‘where are 
the stories written by and about people with lived experience who pursue their interests 
while also navigating communities full of barriers?’  I mean this requires serious skills and 
a strong mindset to successfully deal with the multitude of barriers in the community for 
people with disabilities.  So I had yearned for a lifestyle publication for and about real 
people living with disabilities and their families for many years.  

 

 

 

 

 

 

 

 

 

And then, on a summer 2020 Zoom call with a wonderful colleague and self-advocate, 
Aldea, a seedling idea took root firmly as she felt the same.  She agreed to reach out to 
our talented writer / editor colleague, Nessie, who quickly became an essential part of 
our weekly brainstorming work sessions.  From our first team working session, we knew 
we were meant to create the very thing we each needed… a rope that could reach out to 
offer a sense of belonging among our population and those we love who are so often so-
cially isolated even in the best of times and who were struggling even more during this 
pandemic to be socially connected.   

 

“To create the very 

thing we each 

needed… a rope 

that could reach 

out to offer a sense 

of belonging.”  

http://deesdesktop.com/binnacle/voices/page2sidebar.mp3
http://deesdesktop.com/binnacle/voices/BinnacleBirthpage2.mp3


 

We shared examples of how “disabilities” could be understood better when de-
fined as “the lack of abilities to do things the way the majority of people do.”  We 
wanted to see a publication that would highlight the resourcefulness, the funny 
inside joke moments… basically, the stuff of life that you talk about at the kitchen 
table, where you share the deepest connections based on truth and genuine love 
for one another.  From that point on, the vision and each of the building blocks 
were organically woven together to form what is now called “The Binnacle.”  

 

 

 

 

 

 

Now here at this moment, we could not be more excited to see this lifestyle publi-
cation come into existence and to share our natural joy and enthusiasm with all of 
you.  This was created for all of us who have lived experience of disability culture 
and have wanted to see others like ourselves who experience the unique qualities 
and ways of living in and being a part of the community.  The Binnacle is for those 
of us who need critical life information on relevant and timely topics and the in-
spiring stories of others who are like us, and yet, have that extra something that 
encourages us to be a better version of ourselves.  In our viewpoint, those who 
live it and do it have the “lived experience” which teaches us how we can learn 
from what has worked to help others accomplish their life goals.   Sharing the real 
voices and viewpoints of those who live the experience every day offers  a more in
-depth opportunity for better understanding our own evolving culture, too.     

Our culture is made up of constructs that others put into place to help us so sup-
port can be there when urgently needed.  Therefore, we have to keep up with the 
changing organizational structures, terminologies, locations, and key roles to be 
able to stay in touch with those who are supposed to stay in touch with us to 
make sure we don’t  get “lost in the system.”  If that sounds confusing, it is even 
more confusing when you live it everyday and that is why you need a way to re-
main connected to trusted and dear colleagues who become what I like to call – 
“life navigators” who sail with you on the expeditions to keep up with charting the 
lay of the land and navigating the rough times as they come, which they do.   
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The Binnacle is the case in which the ship’s compass is kept.  It allowed      

mariners to determine their direction even if clouds obscured their usual astronomical 

cues such as the North Star.  

Anna Cunningham 

 

“Sharing the real 

voices and view-

points of those who 

live the experience 

every day offers  a 

more in-depth     

opportunity for 

better understand-

ing our own    

evolving culture.” 

We would love to 
hear from you! 

We are looking for 
feedback and writers! 

Contact us 
Here! 

http://deesdesktop.com/binnacle/voices/BinnacleBirthpage3.mp3
http://deesdesktop.com/binnacle/voices/page3sidebar.mp3
https://form.jotform.com/202325411987152
https://form.jotform.com/202325411987152
http://deesdesktop.com/binnacle/voices/BinnacleDefine.mp3


The Power of the 
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People with disabilities are segregated and siloed in many ways in general society and 
even amongst themselves by categories of disabilities, by services, by funding streams for 
services, and so forth.  It is a different dimension of the community that exists in plain 
sight.  Unless you experience it, there truly is no other way to understand it fully.  This 
creates a divide between those who understand this way of life, termed “those who get 
it” and those who have no clue, termed “those who don’t get it,” which only deepens and 
widens the chasm that we all wanted to see bridged for greater enrichment for every-
one’s lives in the community. 

From our vantage point of living in “the disability dimension,” there are so many extraor-
dinary people whose lives are never featured and who can offer great insights and life 
lessons from their own personal journeys.  I wanted to do what I could to be a part of 
both creating a publication for “those of us who get it” and that could also be read by 
“those that don’t get it… (yet)” to help include ourselves in society by making the circle 
larger.  The team feels the community needs to build a bridge to each other in the disa-
bility community and to others in our communities and the need to do so through the 
unique lens individuals and families have to offer from their perspectives of lived experi-
ences.   

Special thanks to my middle daughter, Cassie, who opened the door to her amazing 
world and continues to be a source of inspiration as one of my life teachers.  Also, special 
thanks to the talented individuals who shared this same vision at Dee’s Desktop, The Bin-
nacle is now here.  This effort has found an additional champion in The Power of the 
Dream, Inc, a NC 501c3 nonprofit, which is proud to support Dee’s Desktop in production 
of this lifestyle publication for and about real people living with disabilities and those that 
love and support them.  “The Binnacle” aims to enrich with life stories, practical tips, re-
sourceful solutions, humor and irony, relationship insights, relevant topics of the day, and 
life lessons learned from the lived experiences of real people! 

Sail with us as we explore, dream, discover together! 

Anna Cunningham 
Parent Advocate and VP / The Power of the Dream, Inc 
 
 

“The Binnacle aims 
to enrich with life     
stories, practical 
tips, resourceful   
solutions, humor 

and irony, relation-
ship insights,       

relevant topics of 
the day, and life  
lessons learned 
from the lived      

experiences of real 
people!” 

https://thepowerofthedream.org/
https://thepowerofthedream.org/
https://thepowerofthedream.org/
http://deesdesktop.com/binnacle/voices/BinnacleBirthPart2.mp3
http://deesdesktop.com/binnacle/voices/page4sidebar.mp3


Welcome!  I am Aldea and for years I have wanted to do an online magazine because 

I love telling my tales about living with a disability.  The thing is though, it really has 

not been disabling.  I have found ways around what I have been unable to do.  I 

often want to share these stories so that others understand that there is always a 

way.  I am part of The Binnacle because it allows me to share these stories while 

helping others to tell theirs. 

 

Hi, this is Nessie. I am part of The Binnacle because it is important for our community 

to be able to navigate through the twists and turns that life with a disability can 

bring. I have decades of life experience that most people don’t have. So I choose to 

use it for good, to maybe smooth the path for others in similar situations. 
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“I Am Cassie” 

 

Not a number, 

Not a label 

A person like you, 

Just differently able. 

 

Rhyme by Cassie Cunningham 

We would love to 
hear from you! 

We are looking for 
feedback and writers! 

Contact us 
Here! 

"Sometimes you just have to create what you want to be a part of." 
- Geri Wietzman 

http://deesdesktop.com/binnacle/voices/IAmCassie.mp3
http://deesdesktop.com/binnacle/voices/BinnacleBirthPart3.mp3
https://form.jotform.com/211314279426150
https://form.jotform.com/211314279426150
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Cassie Cunningham 

 

A deck prism is a 
prism inserted 

into the deck of 
a ship to provide 

light down below.  

http://deesdesktop.com/binnacle/voices/PrismDefine.mp3


Welcome to One on One 
 
By Nessie Siler 
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In this column we will explore the ins and outs of relationships and the challenges 

that we face as people with disabilities. Relationships come in many forms and there 

are unique facets to each type of relationship that need to be explored. There are 

relationships with family – including our significant others -  with friends, with 

coworkers, with the person in Tech - who still hasn’t gotten back to you about your 

new voice augmentation setup -  and those who assist with medical issues as well as 

day to day needs. 

 

 And then there are relationships with agencies tasked to “smooth the path.”  The 

jury is out on how best they can do this, because we are all individuals and one size 

absolutely does not fit all. 

 

All of this can be confusing and frustrating and sometimes hilarious. The aim of this 

column is to offer a space to talk about all of that, and to explore solutions and ideas 

to solve the problems and hiccups related to relationships that come with our lives 

almost daily. We as people with disabilities have often had to implement an out- of- 

the- box approach. I say we celebrate that and grow our repertoire of tools. 

 

Thanks for coming in.   

We would love to 
hear from you! 

We are looking for 
feedback and writers! 

Contact us 
Here! 

http://deesdesktop.com/binnacle/voices/OneonOne.mp3
https://form.jotform.com/211314279426150
https://form.jotform.com/211314279426150


The Church of the Mentor’s Office 
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I was born and raised in the South, where the tea is always sweet, the best barbe-

cue is pit-cooked pork and “Lord, have mercy,” is all one word, invoked by grand-

mothers daily. My grandmother was no exception, despite having lived in Massa-

chusetts. She wore her piety the way she wore the long dresses and Jesus sandals 

she so favored in the summertime. 

 

She was quite a character and hugely devout. Her preferred way to deal with my 

Cerebral Palsy was to entice my parents to attend healing services at every oppor-

tunity. I remember going to at least two, and I’m sure there must have been others. 

Despite her best efforts, I remained resolutely disabled. 

 

And this is what I learned from those experiences: 

 

There’s something wrong with you. 

 

We need to fix you. 

 

You are not good enough. 

 

You are not enough. 

 

It’s your fault you have Cerebral Palsy. 

 

And so I carried all those thoughts with me until I was 35 and finishing my Bache-

lor’s degree at Goddard College in Vermont. I had taken on the concentration of 

Disability Studies, as I was bound and determined to finally figure out WHY I wasn’t 

good enough, why I felt worth so much less than every other person I had ever 

come in contact with. 

 

I went to my mentor’s office one day during my first residency. We were to discuss 

the plan for my next semester’s work. In our conversation, she brought up some-

thing I had written about my feelings as a person with a disability. That I felt respon-

sible, and my beloved family paid the price for that. And I was so sorry. 

 

She said, “I don’t understand why you think you need to apologize. Yes, your disa-

bility is something that happened to you, but you didn’t cause it.” 

 

 

Nessie Siler 

 

 

 

 

Nessie Siler is a free-

lance editor and advo-

cate with an Individual-

ized Bachelor of Arts in 

Disability Studies from 

Goddard College in 

Plainfield, Vermont. She 

lives in Manteo, North 

Carolina with her hus-

band Wesley, their four 

month old kitten, a wor-

rying Netflix habit and 

more books than she 

could read in 

three lifetimes. 

http://deesdesktop.com/binnacle/voices/page8sidebarnessie.mp3


 

9 

 

 

She finished speaking. Something finally clicked in my brain. The freedom, the joy, the 

peace I felt on hearing those words was indescribable. No, I didn’t cause my disability. 

I couldn’t possibly have. (I weighed less than 4 pounds at birth, trust me). And since I 

didn’t cause my disability, then I could finally stop feeling guilty and sorry and I didn’t 

have to apologize for existing anymore. 

 

I could take all my energy and put it toward making life for people with disabilities 

better. I had a right to my space. I had a right and a responsibility to speak up and 

speak out, so that no one with a disability need ever feel less or feel as broken as I did 

ever again. I haven’t stopped speaking up since. 

Nessie and her husband Wesley . 

Writer’s Best Editing 

Services 

 

Nessie Siler 

Owner/Editor 

We would love to 
hear from you! 

We are looking for 
feedback and writers! 

Contact us 
Here! 

http://writersbesteditingservices.com/
http://writersbesteditingservices.com/
http://deesdesktop.com/binnacle/voices/TheChurchoftheMentorsOffice.mp3
https://form.jotform.com/211314279426150
https://form.jotform.com/211314279426150


How a Typewriter changed my life  
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By Aldea Clairemont-LaParr 
 
Having Cerebral Palsy has been a challenge when it comes 
to motor coordination for me.  I always had trouble writing and speaking.  And to 
make things worse, my mind went so much faster than my mouth.  I was always frus-
trated because I felt that I was unable to show others what I was capable of.  In my 
mind I was always busy and trying to find ways to express myself and show my talents.  
I loved art in school, but was never quite able to physically control a paint brush or 
pencil.  I also loved writing, but being unable to write legibly just caused so much frus-
tration. 
  
I remember when I was in school and the class were graded on their handwriting in 
cursive skills.  I was graded on my printing skills.  It was a really big deal for me.  But it 
made me stand out from the other kids which was not what I wanted.  For my 14th 
birthday my parents got me an electric typewriter and life became so much easier.  I 
saved much of my school work to do at home where I could use the typewriter.  I had 
a manual typewriter, but this was electric and went so much faster. By the time I went 
to college, technology had advanced and I now had a small portable battery powered 
word processor that I could take with me to class for note taking assignments.  It was 
a real lifeline for me. 
  
My life totally changed when Personal Computers came along.  Suddenly not only 

could I do tasks needed for school or work, I could do so much more!    I now had the 

ability  to show my creativity and communicate on a whole new level.  I started doing 

brochures and table menus for my friends who had businesses.  I learned how to 

move around text and images, add color, and then fit it into a printable page.  I wasted 

so much ink and paper in the beginning, but to see it finally come out right was a true 

celebration.   

I remember when I first saw a web-
site.  My mind was all over the place.  
How was that created?  How am I see-
ing it right now?  I then signed up for 
one of those FREE website design 
platforms and went to town learning 
how a website is built. I would change 
a component in the builder and then 
look at how the html code changed.  I 
went back and forth learning what the 
code meant.  Color codes, font styles, 
image placement, etc.  It was truly a 
whole new world for me.   

Aldea LaParr 

 

 

 

 

 

 

 

 

 

 

 

 

 Aldea is a website de-

signer who actually 

got her Bachelor of 

Arts in Technical    

Theatre.  She lives in 

Princeton, NC after 

living in upstate NY for 

most of her life.  She is 

Mom to three sons 

and Meme to two 

grandchildren.  She 

loves to trav-

el and try 

new cuisines. 

http://deesdesktop.com/binnacle/voices/page10sidebarAldea.mp3
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A few years later I built a website for a 
friend who owned a bakery.  The director of 
the local Industrial Development Agency at 
the time contacted me to tell me to pursue 
building websites.  From there I did go on to 
build other sites for friends who often paid 
me in product.  Not only did I receive some 
delicious baked goods, but a friend who is a 
farmer paid me in ground angus beef.  Hav-
ing teenage boys at home made his pay-
ment valuable. 

 
 
 
 
My community started contacting me about 
various nonprofits who wanted an online 
presence with minimal budgets.  Then 
board members of organizations that I had 
created a website for were also board 
members of other organizations and then 
the word got out.  Then I started to get or-
ganizations with bigger budgets calling.   
Now I am paid for what I am worth, and I 
have clients who have been with me for 10 
or more years. 
 
I believe my starting small and not being 
greedy opened doors for me.  Working extra hours learning and making mistakes only 
made me more confident to put my skills out there.  I even charge by task, not by hour 
because I know that things may take longer.   
 
 

Aldea and her two sons Timothy and Andrew .  

Computers  opened doors for her and her children. 

 

Dee’s Desktop 

Aldea LaParr         

Owner/Webmaster 

“All of us no matter our abilities have talents.” 

We would love to 
hear from you! 

We are looking for 
feedback and writers! 

Contact us 
Here! 

http://deesdesktop.com
http://deesdesktop.com/binnacle/voices/Howatypewriterchangedmylife.mp3
https://form.jotform.com/211314279426150
https://form.jotform.com/211314279426150


 

Aldea Clairemont-LaParr 

Up until about 2 years ago I was never able to take pictures 

with a camera due to my CP and the lack of control to hold the 

camera still.  All the pictures of my children were taken by my 

husband.  I felt like I missed so many picture perfect moments. 

Two years ago I went to visit my father in the beautiful state of 

New Mexico. I really wanted some pictures of the mountains 

and desert.  There had to be a way that I could do this.  There 

was!  Once again it was the long way around. But I did it.  I 

ended up taking video footage with my phone and then taking 

screen shots of it playing back.  I was so excited!   

Now I am taking pictures from videos all the time.  

Just in time too because I can get pictures of my 

grandchildren! 

“It is not about what you have, but what you have access to.”   

Accessibility Photo   

Picture taking with Cerebral Palsy 

Aldea Clairemont-LaParr 

While I was visiting Nessie at her home 

on the coast of NC,  she told me about 

a new accessible ramp to get onto the 

beach.  Even though she lived there all 

her life, she had not been to the beach 

since she was a child.  Because of the 

mandatory steep ramp it was long, but 

it was so worth it.  There was a landing 

with enough room for people to sit and 

gaze at the beach as well as a way to 

get right to the sand. 
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White Sands, New Mexico 

http://deesdesktop.com/binnacle/voices/PicturetakingwithCerebralPalsy.mp3
http://deesdesktop.com/binnacle/voices/AccessibilityPhoto.mp3


Wesley’s Take 
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Wesley Siler 

 

 

 

 

 

 

 

 

 

 

 

 

Wesley Siler is a com-

ics enthusiast with a 

BA in Creative Writing 

from St. Andrews Pres-

byterian College in 

Laurinburg, North Car-

olina. He reveres Jim 

Lee, Neil Gaiman, and 

Todd McFarlane. He 

lives in Manteo, North 

Carolina with his wife 

and a rambunctious 

four month old kitten. 

http://deesdesktop.com/binnacle/voices/page13sidebarWesley.mp3


Education to Occupation 
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Ryan Rotundo 

 

 

 

 

 

 

Ryan is a sibling to some-

one with a developmen-

tal disability. He is a high 

school special education 

teacher and social entre-

preneur. Ryan lives in 

Western North Carolina 

with his wife, three kids, 

two boxers, and ten 

chickens.  

 

 
By Ryan Rotundo 
 
I began teaching at my Alma Mater in 2015. In 2016 I transitioned from working with 
students in a co-taught general education classroom setting to working with students in 
a separate academic setting through the Occupational Course of Study. Most of these 
students are students with I/DD. This track to a NC High School Diploma provides stu-
dents access to the curriculum for core content (i.e. math, language arts, social studies, 
science) but with an added focus on Occupational Preparation.  
 
A pillar to the Occupational Preparation courses is the school-based enterprise (SBE). 
The SBE is a simulated work environment that is hosted on campus and teaches soft 
and technical employment skills. My goal was to torch the previous efforts of hand-
made crafts and a school-wide recycling service that undermined the intelligence and 
abilities of students on the OCS track. So, we launched The Nest, a clothes closet offer-
ing new and gently used clothing at little or no cost to students in need. It was a huge 
success. The Nest received tons of local recognition. It even got a personal invitation 
from NCDPI to host a spotlight table at the 68th Conference on Exceptional Chil-
dren SBE Exhibition Event. 
 

http://deesdesktop.com/binnacle/voices/EducationtoOccupation.mp3
http://deesdesktop.com/binnacle/voices/page14sidebar Ryan.mp3
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Fast forward to 2019-2020 school year. The Nest is still a vibrant success. Students 
want to do something different. We decided to start a school-based coffee shop. In 
January 2020, we partnered with a local coffee roaster to bring teachers/staff some 
of the best coffee in WNC. Students manage inventory, take orders through a virtual 
ordering system, prepare beverages, and hand deliver with a smile. Many teachers/
staff pay by the cup.  
 
Our most loyal followers have monthly subscriptions : ) Goal 3 (6-12months) of the 
coffee shop project plan included updating the kitchen in my classroom, which is 
nearly 25 years old. It is the same countertops and appliances that were here when 
my sister was a student in this class. It did not seem likely to have this worked into 
the county's renovation budget, so we pursued other options.  
 
 

We would love to 
hear from you! 

We are looking for 
feedback and writers! 

Contact us 
Here! 

“The Nest, a clothes 

closet offering new 

and gently used 

clothing at little or 

no cost to students 

in need. It was a 

huge success.”  

http://deesdesktop.com/binnacle/voices/EducationtoOccupationPart2.mp3
https://form.jotform.com/211314279426150
https://form.jotform.com/211314279426150
http://deesdesktop.com/binnacle/voices/page15sidebar.mp3


Ryan Rotundo 

 

Education to Occupation Part II 
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Lowe's Home Improvement has offered to complete the 
kitchen renovation project. In fact, they have made it 
one of their top priorities, deeming it a Lowe's Heroes 
Project. I have learned this is something like "Extreme Home Makeover." The best part 
is that our local Lowe's store has hired 6 students who began working at that store as 
students in the OCS track. Talk about successful transition to employment! Lowe's has 
agreed to my request to make one of those students the front man for this project, so 
that he will feel the gratification of serving and giving back to the next generation of 
OCS students. 

Kitchen Before 

“Students want to 

do something  

different. We         

decided to start a 

school-based  

coffee shop. “ 

http://deesdesktop.com/binnacle/voices/EducationtoOccupationPart3.mp3
http://deesdesktop.com/binnacle/voices/page16sidebar.mp3
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Kitchen After! 
 

North Carolina Department of Public Instruction - Occupational Course of Study (OCS) 

Pathway Consideration Form (website and attached) and Course Descriptions (website) 

- https://ec.ncpublicschools.gov/disability-resources/intellectual-disabilities/

occupational-course-of-study  

North Carolina Department of Public Instruction - Occupational Course of Study (OCS) 

Live Binders - Course Content, Transition Planning, and other Relevant Information -

 http://www.livebinders.com/play/play?id=1996892  

Lowe's Heroes Kitchen Effort Helps Students Overcome  

 

Follow this link for more about this story! 

We would love to 
hear from you! 

We are looking for 
feedback and writers! 

Contact us 
Here! 

“The best part is 

that our local    

Lowe's store has 

hired 6 students 

who began working 

at that store as stu-

dents in the OCS 

track.“ 

https://ec.ncpublicschools.gov/disability-resources/intellectual-disabilities/occupational-course-of-study
https://ec.ncpublicschools.gov/disability-resources/intellectual-disabilities/occupational-course-of-study
http://www.livebinders.com/play/play?id=1996892
https://www.buncombeschools.org/cms/One.aspx?portalId=92531&pageId=8291578
http://deesdesktop.com/binnacle/voices/ryansresources.mp3
https://form.jotform.com/211314279426150
https://form.jotform.com/211314279426150
http://deesdesktop.com/binnacle/voices/page17sidebar.mp3
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LIFE IS WONDERFUL, LIFE IS FREE, LIFE IS 

WHAT YOU MAKE IT TO BE 

THAT’S THE GENERAL CONSENSUS IN 

TODAY’S WORLD 

THAT ANYONE CAN BE ANYTHING 

BUT WITH A DISABILITY, IS THIS SO 

 

WE ALL WANT TO LIVE, WORK 

AND BE A 

NEIGHBOR 

WITHOUT ADDED BAGGAGE CAUSED BY 

THE RAMP 

OR THE CANE THAT GUIDES PEOPLE 

THROUGH THE MUD, RAIN OR SNOW 

 

IT’S YOUR INNER BEAUTY WITHIN THEE 

THE WORLD IS FILLED WITH OPPORTUNITY 

FOR YOU TO SEE 

SO DON’T LET YOUR DISABILITY AFFECT 

YOUR ABILITY TO SUCCEED 

 

TODAY YOU HAVE TO LEAD TO 

MAKE LIFE 

BETTER 

FOR THOSE WHO FOLLOW 

YOU HAVE THE POWER 

TO MAKE TODAY’S DREAM A REALITY  

TOMORROW 

 

ONE MUST HAVE COURAGE TO MAKE IT 

THROUGH LIFE’S JOURNEY 

DON’T BE AFRAID IF YOUR WINGS  

START TO 

BEND 

COURAGE IS NOT A MATTER OF DOING 

RIGHT OR WRONG 

AND IT WILL TAKE YOU TO THE  

JOURNEY’S END 

 

SOMETIMES WE WONDER WHEN WE 

WILL BE 

ABLE TO FLY 

KEEP REACHING FOR THE SKY AND 

WHEN YOU FEEL READY 

THEN TAKE YOUR WINGS AND FLY 

 

YOU MUSTN’T FORGET NO MATTER 

WHAT 

HAPPENS IN A PERSON’S LIFE 

JUST ALWAYS REMEMBER YOU’RE NOT 

ALONE BECAUSE AT THE END THERE WILL 

BE SOMEONE THERE WHO CARES. 

Take Your Wings And Fly © 
By Wendy  Orzel 

Wendy Orzel 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Wendy Orzel lives 

with her husband Mi-

chael in Albany, NY.   

Wendy has been a 

very active advocate 

for so many  while a 

council member of 

the NYS DDPC for 20 

years.   

http://deesdesktop.com/binnacle/voices/WendysPoem.mp3
http://deesdesktop.com/binnacle/voices/page18sidebarWendy.mp3
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Click Picture to Watch Video 

Wendy had never had the opportunity to ride on a 

trolley because they were never wheelchair accessible.  

This was a ride on an accessible trolley in Saratoga, 

NY  with Aldea.   

Wendy and Aldea met for the very first time at the 

NYS DDPC award ceremony in 2002.  They became 

friends instantly. 

Voiceitt 

We would love to 
hear from you! 

We are looking for 
feedback and writers! 

Contact us 
Here! 

https://www.youtube.com/watch?v=tqk0fiB8kAo
https://voiceitt.com/
https://voiceitt.com/
https://form.jotform.com/211314279426150
https://form.jotform.com/211314279426150


Aldea LaParr 

 

Keeping Families Together 
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By Aldea LaParr 

As a family we experienced our share of trials when it 

came to dealing with finances, raising our children, 

and most importantly-- keeping the family together. 

I’ve lived in the community without paid supports and 

have a very successful life. I graduated from college, worked as a professional, and 

now own my own small business. As a parent with a developmental disability, Cere-

bral Palsy, I was afraid when my children were very young. Especially being a single 

parent with my first born. Sometimes I encountered those who automatically be-

lieved that I had trouble understanding things and that I was unfit to be a parent. 

I want to share with you the biggest lesson that I have learned and it may help other 

families where the head of the household has a developmental disability. This can 

help  ANY family, for that matter. As someone with a speech impediment who can-

not always speak when I get frustrated or stressed out, I’ve learned the need to write 

things down or type things out to use later when needed. 

The document that I created is called a “Prevention Plan.” It acts as a voice for the 

parents in the event that the parents need to call for help or when emergency First 

Responders need vital information that the parents may not be able to explain. The 

information in the plan may prevent the need for the parents and their children to 

be separated. 

Please Email me at 

aldea@deesdesktop.com 

if you would like a copy  

of the Prevention Plan  

Workbook. 

http://deesdesktop.com/binnacle/voices/KeepingFamiliesTogether.mp3
http://deesdesktop.com/binnacle/voices/ebook.mp3
mailto:aldea@deesdesktop.com


My document contained a narrative of 
the family which included cognitive and 
physical limitations of any family mem-
bers, a brief history of any previous in-
terventions that may have been need-
ed with outcomes, and most im-
portantly, a list of names and phone 
numbers of friends, family, and service 
providers if any, to obtain additional 
information if needed versus extreme 
intervention which separates the par-
ents from their children. This can elimi-
nate the fear many parents with disa-
bilities may have that their children will 
be instantly removed from their home. 

Removal of anyone from their home should be a last resort, not the first response. 
This should be applied to ALL families and not just those with disabilities. Each family 
can make the plan as long or short, as detailed or as simple, as they decide is needed. 

So many parents with developmental disabilities are very successful and loving par-
ents. Their children tend to be their biggest supporters, which in turn creates a very 
strong family unit. The last thing they need is to be separated from each 
other. 
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“Removal of any-

one from their 

home should be a 

last resort, not the 

first response.” 

We would love to 
hear from you! 

We are looking for 
feedback and writers! 

Contact us 
Here! 

http://deesdesktop.com/binnacle/voices/KeepingFamiliesTogetherPart2.mp3
http://deesdesktop.com/binnacle/voices/page21sidebar.mp3
https://form.jotform.com/211314279426150
https://form.jotform.com/211314279426150


The North Carolina 

Direct Support  

Professional 

Workgroup 

 

(NC DSP Workgroup)  

Ben S. - Having a DSP 
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Having a DSP has been extremely helpful in my everyday life. They help me get up in 
the morning.  They help me go through my day even if that means taking me to the 
store, going through my goals, taking me to the bathroom, giving me a shower, and do-
ing my chores. Ever since I had a DSP help me, my days have been much easier not only 
on me, but my mother. She has been a big supporter in my life but deserves a break. 
That is where the DSPs come into play.  

When they come to my house, they help get me up in the morning and get me dressed, 
and ready for the day. Around 9 AM. a new DSP shows up to help me throughout by 
taking me places and getting me out of the house for a little while. They have taken me 
to the park, museums, movies, and bowling. I enjoy the time that they are with me. 
This makes me feel like I am doing things on my own which makes me happy. When 
they are with me, they treat me like family/ friends. Not someone who just comes to 
take care of me. This helps me build a better perspective when it comes to my DSP 
care. When a DSP is not here, things seem to be harder due to my needs.  

I keep asking my mom what I am going to do if an emergency comes up, even though I 
know that my mom will be here to help me. I rely on the DSPs a lot. If there is one day 
that a DSP cannot show up due to an emergency/ or being sick, then I start to freak out 
because I feel like nothing is going to get done and I get upset. DSPs being here bright-
ens my day and allows me to open up and enjoy my days.  

“When they are 

with me, they treat 

me like family/ 

friends. Not some-

one who just comes 

to take care of me.”  

http://ncdspworkgroup.com/
http://ncdspworkgroup.com/
http://ncdspworkgroup.com/
http://ncdspworkgroup.com/
http://ncdspworkgroup.com/
http://ncdspworkgroup.com/
http://deesdesktop.com/binnacle/voices/HavingaDSP.mp3
http://deesdesktop.com/binnacle/voices/page22sidebar.mp3


As a DSP (direct service professional), my responsibilities include cleaning the 
living area, helping disabled people become more independent, and helping with their 
overall living needs. This can be challenging because of the different needs of everyone. 
Some can be harder to handle vs. others. I have been a DSP going on two years and 
have experienced a lot of things that make me wonder how people are still working for 
different clients. 

My outlook as a DSP is that it can be harder than one can imagine. What I mean 
by this is that some individuals are independent whereas others need a lot of care. My 
pay, no matter what, will be the same for each client. One client I could be taking to ap-
pointments - which is wear and tear on my car - and others could need more physical 
attention. I make $12 an hour which if you consider all the driving that I have to do and 
gas prices comes out to me hardly making that. I did an experiment for my round trip of 
working and I drive roughly around 100 miles a day. They have only offered to pay me 
$7.25 an hour for my drive time. They expect the DSPs to do all this work but do not 
want to pay any more than they want to. Without them increasing the pay, they will not 
be able to keep anyone because they can go to Walmart and make a lot more money.  

When it comes to my work atmosphere, I can say that most of my clients have 
been rather good. They all greet me, and we accomplish a lot throughout the day. There 
is this one client that has caused me a good bit of pain due to injuring me. The client 
threw a cane at me which cracked me in the spine. This caused a great deal of pain in 
my back. Did they do anything about this? Why yes, but they only wanted me to go get 
looked at and they paid for it. I deal with a wide range of different injuries/
complications with different clients. If they do not do something to compensate people 
for their hard work and increase the pay, I feel that they will not be able to keep anyone 
and therefore have a bad look against them. I feel therefore some families have a tough 
time getting people to help them. The company is not able to get anyone to help and 
stay.  

What I would like to see change is the increase in pay, better benefits, better at-
mosphere, and better training. Trying to make a living off $12 an hour and being ex-
pected to do all the running around is not worth it to me. Better benefits could go as far 
as cheaper health insurance plans. They want like $300 plus a week just for a plan and 
yet if I chose that plan, I would be working for them for free. Letting people who are 
working with difficult people have more pay and a better way to handle them. Lastly, 
the training needs to be better than just sticking someone in the field and expecting 
them to know what to do. I feel like that is where they fail as a system. I just knew what 
to do being that I have been in the healthcare field for quite some time.  
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 J.T. - Outlook of a DSP 
 

We would love to 
hear from you! 

We are looking for 
feedback and writers! 

Contact us 
Here! 

“If they do not do 

something to in-

crease the pay, I 

feel that they will 

not be able to keep 

anyone.” 

http://deesdesktop.com/binnacle/voices/JT.mp3
https://form.jotform.com/211314279426150
https://form.jotform.com/211314279426150
http://deesdesktop.com/binnacle/voices/page23sidebar.mp3


B.S. Perspective as a DSP 

24 

 After almost 9 years spending the larger portion of my waking time providing care and 

support to individuals in my community who live with physical and developmental disa-

bilities I find it difficult to put what I do into a verbal description. Not because I cannot 

find the words, but because I do not provide this care out of the idea of it as a job or 

means of finance for my family. What I do to help and support others is an innate part 

of who I am as an individual myself. Also, it is my belief that everybody within a com-

munity carries an inherent obligation to take care of and provide for one another in any 

way they are capable of doing. And finally, I will never be tired of the warmth I feel 

knowing what I do is right and completely necessary. 

 

Many people in a modern community tend to not commit any part of their time to the 

support of others outside their close niche. I not only know this because many individu-

als who need and have a right to care do not receive everything they need, but also be-

cause individuals like myself are left to find other ways to cover our personal needs out-

side of the reimbursement received from being a care and support provider. I continue 

to do this work regardless of the facts: that I live small, work on my own car, continu-

ously let my kids know they cannot have cheap toys because we cannot afford them, do 

not take time off for leisure or vacation, rely on food stamps to live and have had in-

creasing personal debt for 3+ years. 

 

As a support provider, under the current governing system for support, an individual 

should expect no increase in pay due to work longevity or personal education whether 

or not relevant to quality of support, no vacation time, limited overtime, an hourly pay 

rate not competitive with most entry level job positions, to likely have to live with fami-

ly or have roommates to be able to continue staying in this work and an outlook that if 

they leave the job to seek better for themselves it will most likely cause the individuals 

they care for (and their families) much struggle while providing agencies face their own 

difficulty replacing you as a provider. I urge individuals to take on this job and help oth-

ers, but also do not be afraid to join the voices of others who are already trying to 

change the entire care system overseeing the support you provide. We need livable 

wages that are competitive, time off to recoup because care without some time off can 

become physically and mentally exhausting, and an educational requirement that reas-

sures only the best care is provided and healthy relationships are formed with the in-

tention of longevity in support and care. 

 
From 

 
The 

 
Hold 

“I urge individuals 

to take on this job 

and help others, 

but also do not be 

afraid to join the 

voices of others 

who are   already 

trying to change 

the entire care  

system.” 

http://deesdesktop.com/binnacle/voices/PerspectiveDSP.mp3
http://deesdesktop.com/binnacle/voices/page24sidebar.mp3


 
We have had caregivers help us ever since my son was 8. He is now in his mid-30s. My 
husband and I both worked and traveled in our jobs and many a day was tag team. I 
learned early on that his helpers would be part of our family and we would grow to-
gether as my son lived his best life.  Little did I know that we were laying firm ground-
work for life as he grew older. My husband died when my son was 16 and the constant 
compassionate care his caregivers provided was so appreciated then. It has always been 
there during good times and bad. 
 
We have been fortunate to be with the same agency for 24 years.  Over the years they 
have understood the people who would work best with my son.  When he was in school 
it was easier because the hours were shorter. That meant college students were readily 
available.  As he has aged up, we now use over 84 hours a week which makes finding 
good DSPs much harder.  Our DSPs know we have their best interests at heart and my 
son and I are always advocating for them through whatever means we believe will make 
positive change.  My son so relies on them he worries more about their well-being 
sometimes than he does his own.  He will prefer not to travel in case they lose hours - 
i.e. income. That shows his reliance upon and dedication to keeping his best work-
ers.  Our children know when someone has their best interest at heart whether they are 
verbal or cognitive.  It is important that we continue to advocate for the very best care 
now and when we are no longer able to handle this very important responsibility. 
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A Mom’s Perspective 

 

We would love to 
hear from you! 

We are looking for 
feedback writers! 

Contact us 
Here! 

“My son so relies on 

them he worries 

more about their 

well-being some-

times than he does 

his own. “  

http://deesdesktop.com/binnacle/voices/mom.mp3
https://form.jotform.com/211314279426150
https://form.jotform.com/211314279426150
http://deesdesktop.com/binnacle/voices/page25sidebar.mp3
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NC individuals with intellectual and/or other developmental disabilities (I/DD) receive 

services under the NC Innovations Waiver. These individuals rely on I/DD direct support 

professionals (DSPs) to provide their critical direct care services in the community.  If 

these services cannot be maintained or strengthened, these individuals are at increased 

risk of having to move away from their homes and communities to congregate homes. 

 

These amazing DSPs are the backbone of the service delivery system. This segment is to 

highlight and recognize our I/DD DSPs and the daily difference they make in our lives.   

It also underscores the challenging daily choices they face to remain in the work they 

love to do. 

 

The NC DSP Workgroup is a grassroots organization made up of families, providers, non

-profits, government and policymakers, who are joined together in one common mis-

sion to do something to make a direct difference.  Our mission is to increase and 

strengthen our I/DD DSP workforce.  We know by making a difference here we will 

make a difference everywhere. 

 

To the I/DD DSPs, our “Everyday Frontline Heroes”…  THANK YOU for your heart, cour-

age and sacrifices. 

 

Over the last ten years…. 

North Carolina population has increased 9.5%.  The state has thus become the 9th larg-

est state in the US and gained another US House seat. 

To buy what you could get for $1 in 2011, you would need $1.18 in 2021.   (17.8% in-

crease) 

NC Innovations Waiver I/DD DSPs salaries DID NOT INCREASE -     0% 

Case for Inclusion 2020* reported states’ average staff turnover rates exceeded 50% in 

large part due to a median hourly wage rate of $12.09 

 

The effects of the COVID-19 pandemic revealed and only worsened the challenges of 

recruiting and retention of the DSP workforce.  As noted in the recent Case for Inclusion 

2021* report, “New challenges wrought by COVID-19 are exacerbating preexisting 

cracks in the system that threaten the long term viability of community-based disability 

services. In turn, the ability of people with I/DD to be included in the community is in 

jeopardy.” 

 

(*Case for Inclusion reports available at:  https://www.caseforinclusion.org ) 

We would love to 
hear from you! 

We are looking for 
writers! 

Contact us 
Here! 

http://deesdesktop.com/binnacle/voices/dspfinish.mp3
https://www.benchmarksnc.org/ncadsp/
https://form.jotform.com/211314279426150
https://form.jotform.com/211314279426150
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Click Here for the Printable Version 

http://deesdesktop.com/binnacle/Entire%20Puzzle.pdf


 A Special Thanks to Our Supporters 
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 Dedication 

By Aldea LaParr 

 

We are dedicating the first issue of The Binnacle to my mother Carol Nagy.  Growing up 

she always allowed me to try anything that I believed that I could do.  She did not always 

agree and some things she did not have the patience to teach me, but she never stopped 

me.  I watched her struggle as a single mom of three holding down two jobs.  She constant-

ly gave of herself and had the opportunity to join the missions field after retiring from the 

postal service. She used her woodworking skills to teach and show God’s love.  

 

The only thing that she consistently asked me to do was to write a book about all the 

things that I went through to achieve my success of living with a disability.   

 

She was so excited about the work we were doing on The Binnacle and supported us financially as well.  My mom 

passed away suddenly on March 20, 2021.  She will always be the wind in my sails. 

Individuals 
 

Carol Nagy 
Elizabeth Dalton 
Gilbert Pearsall 

Sara Potter 
Pasquale Macchirole 

Anna Cunningham 
Jennifer Bosk 

Andrew Pelegreen III 

 

Organization/Business 
 

The Power of the Dream, Inc 

We are looking for Sponsors! 

 

The Binnacle will always be FREE for all to read.  

We are looking for anyone who shares our mis-

sion to help fund the costs associated in putting 

The Binnacle together.  

Carol Nagy 

https://www.paypal.com/donate?hosted_button_id=V43T4ARZGYFPU
http://deesdesktop.com/binnacle/voices/Dedication.mp3

