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Don’t Miss it!
2014 TASH Conference

For more than 38 years, the TASH Conference has impacted the disability field by con-
necting attendees to innovative information and resources, facilitating connections 
between stakeholders in the disability movement, and helping attendees reignite their 
passion for the full inclusion of people with disabilities in all aspects of community life.

This year’s theme is inspired by the culture TASH 
has established in its aim to achieve equity, oppor-
tunity and inclusion for people with significant dis-

abilities in all aspects of community life. Since its inception, TASH members have been 
at the forefront in the development of evidence-based systems change; introducing 
appropriate methods to further inclusion; influencing policy to accomplish change for 
a wide range of stakeholders in the disability field; and making sure that no new ideas 
are introduced for us without us.

TASH has been the hub that brings together research, practice and advocacy to contin-
ue to look toward the future by bringing change today. In essence, the FUTURE is now 
and we all play an active part in the vision of equity, opportunity, and inclusion for all.

Be the Future

• Call for Proposals Ends June 2 (extended)
• Award Nominations Due June 25
• Registration Coming Soon!

2014 TASH Conference
December 3-5, 2014
Washington, DC

Visit conference.tash.org
Facebook.com/TASHORG
@TASHtweet #TASH2014

http://www.tash.org
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Welcome to the latest edition of 
Connections!  
Let’s start with a question. What makes the world you live in 
the world you want to live in? Here’s another that may seem to 
be unrelated, but bear with me: What do we hope to achieve as 
educational outcomes for people with significant disabilities?

Here’s my answer to the first: I want a world the is interesting, 
fun, and fair. I want to be happy and safe and I want others who 
live in my world to have the same benefits that I do. So what’s the 
answer to the second question? The same as the answer to the first 
question. I want people with significant disabilities to experience 
the same kind of world that I live in. 

If you agree with me, then we need to broaden many of the 
concepts we have about the relation between education and 
the world people should live in. What we learn in this issue of 
Connections is that the culture we create and in which we live is 
important, and the literature of that culture enriches our lives.  
We also learn that we have to continuously look for ways to 
promote the development of literacy among individuals with 
intellectual and other developmental disabilities, given that 
our past practices have not been very successful. Although past 
practices give us little direction, we are now at a time when we 
can explore different approaches and add these approaches to 

other valued practices such as 
inclusive education and learning 
the content of the general 
curriculum. We also need to 
realize that engagement in literacy 
will be more viable if we do not 
limit our concept of literacy and 
do not assume that the ability to 
benefit from literacy is limited 
and exclusive. 

I thank the editors and authors of 
the current issue of connections 
and know that everyone who 
wants a fair and happy world 
for everyone will appreciate the 
articles that help us find a way to this world.

Enjoy!

David Westling 
President, TASH Board of Directors

Letter from the President

David L. Westling, Ed.D.
President, TASH Board 
of Directors

http://www.tash.org
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Why Assessment Matters for Students 
with Labels of Significant Cognitive 
Disabilities 
TASH members are urged to get involved and be vocal 
to maintain hard-earned federal standards of school district 
accountability for the education of ALL students. Educators are 
responsible for the high quality education of all students in public 
school, and the assessment process is a vital tool that serves this 
purpose. This is the mandate that Congress established when it 
reauthorized the Elementary and Secondary Education Act in 
2002 (NCLB).  For the first time, schools were held accountable 
for the progress of all students, including students in subgroups 
that have been historically vulnerable to poor educational 
outcomes, such as students of color, students living in poverty, 
and students with disabilities. That progress is measured by 
their performance on standardized assessments and, for students 
with labels of significant cognitive disabilities, the alternate 
assessments.

Some groups have expressed concern about the content, format, 
and even importance of alternate assessments for students with 
labels of significant cognitive disabilities. Pushback against 
assessment has become more pronounced resulting in several 
states trying to sidestep accountability systems for this population 
of students. Some states have done so by withdrawing from the 
alternate assessment consortia without having a strong plan in 
place to support these students’ instruction and assessments. 
Interest groups in other states are pushing for state legislation to 
exempt students with significant disabilities from accountability.  
These alarming developments derail efforts to improve 
instruction and access to the general education curriculum 
for these students. While teaching and assessing students with 
labels of significant cognitive disabilities may be challenging, these 
students have repeatedly demonstrated that they can and do learn 
academic content when they are provided with high expectations, 
effective instruction, and meaningful, individualized support. 

Alternate assessments are part of a system of instruction, 
assessment, and curriculum; they do not stand alone. These 
assessments matter because they yield important data that 
educators can use to improve instruction so the performance 
levels of ALL students increase.  It is important that students with 
significant disabilities are included in assessments so that their 
instruction is also targeted for improvement.  

A good system uses the information learned from the assessment 

to make changes to instruction 
and support, curriculum, and 
the assessments themselves. One 
part of this system should be 
an ”optimal testing conditions 
policy” which includes 
instructions about how to handle 
student illness, hospitalization, 
homebound instruction, and 
even test anxiety. Students with 
disabilities are not the only 
students who may experience 
challenges during testing time. 
Optimal testing conditions also 
outline procedures for ensuring 
that the testing experience is managed well in order to get the 
most valid information from students. Children should not be 
assessed if they are too sick or anxious to perform at their best 
whether they are participating in the alternate assessment or 
the general assessment. The bottom line is this: students who 
have medical clearance to attend school should not experience 
difficulty if the procedures of optimal testing are implemented.  

States should also have procedures for addressing the needs of 
students who do not demonstrate the communication, writing, 
or reading skills necessary to provide responses. Those students 
should be targeted to receive communication and instruction 
intervention as well as professional development for the team 
of teachers serving the student. Students who do not use oral 
speech to communicate present assessment and instructional 
challenges; however, twenty-five years of data suggest that high 
quality communication intervention can improve communication 
functioning and symbolic language1.  If the test is the ONLY 
time that teams look for communicative responses, then at least 
those procedures may help a team determine the next logical step 
in developing communication for a student such as a request for 
communication intervention or professional development. If the 
assessment does that then it has served an important purpose for 
that student. Communication services are essential for students 
who are not able to express themselves in ways easily understood 
by others, not only to achieve academic outcomes but also to 

1Snell, M.E., Brady, N., McLean, L., Ogletree, B.T., Sie-
gel, E., Sylvester, L., Mineo, B., Romski, M.A., & Sevcik, 
R. (2010). Twenty years of communication intervention 
research with individuals who have severe intellectual and 
developmental disabilities. American Journal on Intellec-
tual and Developmental Disabilities, 115 (5), 364–380.

A Letter from Our Executive Director

Barbara Trader,  
Executive Director of 
TASH

http://www.tash.org
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help keep them safe and healthy, develop social relationships, 
social skills, and achieve positive post-school college and career 
outcomes.  

The expectation of academic achievement of all students is not 
new. Thirty years of research have unequivocally demonstrated 
both the social and academic benefits of students with labels 
of significant cognitive disabilities being educated using the 
general curriculum in general education settings. More recently, 
a growing body of research reveals that students with labels of 
significant cognitive disabilities can learn grade-level academic 
content2,3,4. Hudson, Browder, & Wood (2013) further show 
that these students learn grade-level academic content in general 
education classrooms.

Legislation supports both instruction and assessment in the 
general curriculum. Accessing general curriculum was first 
emphasized in the Individuals with Disabilities Education Act 
(IDEA) of 1997. In 2002, reauthorization of the Elementary 
and Secondary Education Act required that students—including 
those with labels of the most significant cognitive disabilities—be 
included in state assessment systems and that those assessments 
be aligned with a state’s content standards. IDEA of 2004 went 
further in mandating that students with disabilities be involved 
in the general curriculum as a means to leading productive and 
independent lives.

Any student—regardless if they have been identified as having a 
disability or not—who has not received instruction on the skills 
and concepts in the assessment is likely to be anxious and show 
frustration when confronted with “the test.”  It is the school’s 
responsibility to ensure that all students are—through the 
classroom experience—as prepared as possible to show what they 
know and can do academically.  While this focus on academics 
for students with labels of significant cognitive disabilities is 
often viewed as taking time away from teaching more traditional 
“functional” skills, it is not incompatible with this instructional 
content5,6,7,8.  Teachers and education leaders have many tools 
to draw from to address these concerns. Proven models exist 
showing how both academic content and functional skills can be 
taught simultaneously and even be complementary. Furthermore, 
strategies for increasing access to academic standards have 

helped special education teachers develop more effective skills in 
supporting instruction based upon the general curriculum. Most 
importantly, students with labels of significant cognitive and 
communication disabilities have shown they can learn grade-level 
academic content.    

It would be a disservice to turn back accountability for students 
with disabilities. Now, in addition to special education teachers’ 
improved instructional skills focused on standards-based learning, 
many states have developed their own resources designed 
to further improve the academic performance of students 
with disabilities.  The two alternate assessment consortia—
Dynamic Learning Maps and the National Center and State 
Collaborative—have developed a wide array of instructional 
resources to assist all educators in ensuring that students with 
disabilities continue their surprisingly speedy progress toward 
higher academic achievement.  Both the Council of Chief 
State School Officers (CCSSO) and the National Association 
of Elementary School Principals have extensive lists focused on 
these resources available to teachers at http://www.ccsso.org/
documents/2012/common_core_resources.pdf and http://www.
naesp.org/common-core-state-standards-resources, respectively.

The least dangerous assumption is to teach ALL students, teach 
them well, with the assumption and expectation that learning 
is occurring. Even if we don’t know or aren’t sure what students 
are in fact learning, if we don’t teach and don’t assess, then we 
won’t develop interventions, implement services, or provide the 
supports that these students desperately need to, at a minimum, 
just be safe—and hopefully have a chance to thrive —in their 
current educational and future career and college environments. 
They deserve no less.

Best wishes in your advocacy!! 

Thanks to Jacqueline Kearns, Donna Wickham, Mike Burdge, 
and Debbie Taub for their contributions to this article.  A Position 
Statement with the same title is available at ------.  

A Letter from Our Executive Director continued

http://www.tash.org
http://www.ccsso.org/documents/2012/common_core_resources.pdf
http://www.ccsso.org/documents/2012/common_core_resources.pdf
http://www.naesp.org/common-core-state-standards-resources
http://www.naesp.org/common-core-state-standards-resources
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Literacy in the Lives of Individuals with 
Complex Support Needs
We often think of literacy as something that is primarily 
important for school. However, literacy is actually a social 
process that helps all of us be more fully integrated into our 
families, schools, neighborhoods, faith communities, and places 
of employment. Being viewed by oneself and by others as an 
accepted member of our community is essential for everyone. An 
important part of that membership is having access to and being 
an active participant in the literacy activities and experiences 
valued in our various communities (e.g., keeping up with friends 
on Facebook, reading a list of work tasks to accomplish, texting a 
friend, listening to a book as we travel).

Individuals with complex support needs aren’t always offered 
opportunities to develop literacy skills that could support them 
to become active members of their communities. They may 
not receive instruction that could lead to conventional literacy 
(reading print, for example) or even instruction and support 
to develop a reliable communication system that allows social 
(literacy) interaction with others. Lack of such opportunities 
happens for a variety of reasons. It may be that educators 
and other professionals have low expectations of the learning 
capacities of persons with complex support needs so don’t offer 
systematic, comprehensive literacy instruction. Or, it may be that 
professionals have such a narrow definition of literacy (e.g., only 
reading and writing print), that they cannot conceive of how 
an individual with complex support needs could authentically 
participate in a literacy activity and so don’t offer any 
opportunities to do so. It is also apparent that not all professionals 
are aware of the steadily growing body of research demonstrating 
that children and adults with complex support needs can and 

do learn skills that lead 
to what Christopher 
Kliewer calls literate 
citizenship (2008). 

The positive news is 
that more and more 
often, researchers 
and practitioners are 
acknowledging that 
literate citizenship a right 
of everyone and finding 
creative ways for children 
and adults with complex 
support needs to acquire 
literacy skills and join in 
literacy activities within 
their communities. We are pleased to feature articles in this issue 
of TASH Connections that consider the role and importance of 
literacy in the lives of children and adults with complex support 
needs. These articles include discussions of what the field has 
learned about literacy instruction for persons with complex 
support needs and the stories of children and adults for whom 
literacy is an essential part of their lives. We hope that these 
articles will give readers new perspectives on what the literate lives 
of persons with complex support needs can be when given access 
and opportunity to engage in literacy activities of all types.

References
Kliewer, C. (2008). Seeing all kids as readers. Baltimore, MD: P.H. 

Brookes.

Letter from the Editors: Diane Ryndak & Susan Copeland

Diane Ryndak, Co-Editor of 
TASH Connections

http://www.tash.org
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Parental literacy actions in early life 
provide the foundation from which a 
child’s understanding of literacy and 

communication begins, whether oral based 
or otherwise. Parents who have a child with 
an intellectual disability create the first level 
of language engagement in the form of oral 
curriculum for their child. It is the parents who 
create the first educational milieu for their 
child by drawing on the strengths of “native 
language” and “culture” and creating their 
own social cultural home-based educational 
context. Parents who also learn the non-
verbal movements, expressions, and sounds 
of their child are provided the added benefit 
of observing and interpreting their child’s 
responses. Literacy and the role it plays in our 
children’s lived quality of life is a fact often 

overlooked by educational systems focused 
on designing effective individualized plans 
for homebound children.  For purposes of 
this article, literacy for Milagro and children 
with extensive health and medical support 
needs is defined as a stimulus that creates an 
opportunity for learning using the child’s home 
based environment and any source of actions 
that serves as an educational intervention.  

History and Background
Our daughter, born August 7th of 1998, was given the name 
Milagro Tonantzin, which means miracle of mother earth 
in our native Spanish and Nahuatl language. We are a fully 
multicultural and multilingual household. At the moment of 
birth our daughter became the most important catalyst for 
creating a home-based literacy approach that evolved us as 
creative parents while at the same time evolving Milagro. As 
parents, we had no idea that our journey from the onset would 
result in a constellation of unique outcomes that would provide 

Articles from  
Our Contributors

Milagro’s Story: The Role of Literacy for Children 
with Extensive Support Needs within the Context 
of Family Life 
Magdalena Avila, Dr.P.H., MPH, MSW and Lauro Silva, J.D.

http://www.tash.org
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a homegrown literacy-based framework. There is a term in 
health and medical settings often times referred to as a “patient’s 
explanatory model” where health and illness are defined not 
by medical terms but by what the patient is experiencing and 
how he or she explains it. This definition includes patient-based 
perceptions of the illness as it occurs within the social cultural 
context of their lived lives. Klienman et al. (1995; Klienman 
& Seeman, 2000) found in ethnographic research that illness 
has a determinative social context and course ‘We don’t live in a 
health clinic’ is a reminder that the social course of illness and the 
personal experience of illness are analytically inseparable. Such is 
the case with “Literacy and Medically Fragile Children” : those 
whose lives are most directly touched by literacy are our children, 
our families, and members of their social networks (including 
their immediate care providers). Families, can and do create 
constructs for literacy within their lived environments and in the 
process create “parent-based literacy explanatory models”. These 
parent-based explanatory models emanate from the home-based 
social cultural context that serves as the foundation for creating 
an educational and learning environment. To borrow from 
Kleinman and Seeman’s (2000) work, our personal story suggests 
a more experientially valid and morally engaged form of literacy. 
This form of literacy draws from and is shaped by the natural 
laws of learning resulting from the most basic belief and inherent 
value that all human beings, regardless of perceived capacity, are 
instilled with the desire to be stimulated and to learn, whatever 
that might mean within their own intellectual boundaries. This 
is where our family literacy model developed its first component. 
Our motto was “every child, regardless of ability levels deserves a 
life with dignity”-and Milagro led the charge.

Our Child’s Intellect is Only as Limited as 
We Make It
From the moment Milagro was born and suffered severe brain 
trauma we were told by medical experts to expect the worst. 
Her initial medical diagnosis was hypoxicencephlopathy due 
an insufficiency of oxygen at birth that resulted in a traumatic 
brain injury. This occurred when a vacuum suction delivery was 
attempted without success and she was pushed back into the birth 
canal and delivered by emergency cesarean birth, losing oxygen 
for an extended period of time. She is now referred to as having 
cerebral palsy and is unable to swallow, unable to blink, has 
seizures, cardiac hypertrophy, high blood pressure, severe muscle 
spasticity with scoliosis, and is unable to sit or stand. She breaths 
through a trach and is on oxygen 24-7 and is considered to have 

severe intellectual impairment.

Initially we were in shock because, due to this unexpected medical 
crisis, the normality of our lives took a backseat. When we first 
saw our daughter she was wrapped in a myriad of wires, probes, 
and life-sustaining equipment. At that first moment of contact 
with our daughter, we touched her, looked at each other, and 
knew that we had been presented with an extreme challenge. The 
challenge of having a medically fragile child and creating a home 
environment that would adapt and evolve completely predicated 
on her needs seemed insurmountable. We started to read research 
and educate ourselves on children with traumatic brain injuries. 
We would go into the Neonatal Intensive Care Unit to be with 
our daughter and learn to feed her, first through a nasal feeding 
tube, and then, after surgery through a MicKey G-Tube stoma 
button that goes directly into her stomach. The focus of our visits 
was talking to our daughter, touching her to stimulate her, and 
studying her every movement to learn every inch of her and her 
body responses, what she liked and what she didn’t like. 

These interactions were the first foundational actions of our 
parent-based literacy explanatory model. Creating literacy is an 
action based process and this was the first step. The venues for 
building literacy are without boundaries. While our daughter’s 
medical condition was at its most vulnerable, she was still capable 
of learning through stimulation. As a newly made family, we were 
all three outliers of a system because we no longer fit into the 
standard norm of the typical family. My husband and I realized 
that while our daughter might be perceived as incapable, we 
perceived her as “capable with the potential to learn”. It was we, as 
Milagro’s parents, who held the ability to empower our daughter 
and to change the societal expectations and limitations that would 
be put upon her because of her severe medical constraints. We 
supported  her potential to become literate, defined by different 
norms, aided her learning capacity as expressed in a series of 
non-verbal and later semi-vocal guttural responses and sound 
intonations. Milagro’s form of communication is now the third 
language in our multicultural household. She challenges us to 
understand her ways of communicating at every turn.

Creating a Supportive Environment
The first few years were completely focused on minute-by-
minute care and establishing a home care medical unit that was 
designed to meet our daughter’s comprehensive medical needs. 
For the second action of our home-based literacy model we 
simultaneously created an active space of dialogue, conversation, 

Articles from our Contributors

Milagro’s Story: The Role of Literacy for Children with Extensive Support Needs within the Context of Family Life 

http://www.tash.org


TASH Connections w Winter 2013 w www.tash.org10

Articles from our Contributors

Milagro’s Story: The Role of Literacy for Children with Extensive Support Needs within the Context of Family Life 

movement, and conviviality. Every moment with Milagro was 
an opportunity to create an environment for learning. For the 
third action we both became good storytellers. Lauro, her dad, 
excelled at coming up with story after story as he held her - even I 
became spellbound at his storytelling.  The fourth action, sound, 
was the means of reinforcing our daughter’s form of learning that 
she was important, that she mattered, and that we expected her 
to interact. She responded by smiling, cooing, engaging with her 
eyes, creating repeated actions to which we ascribed meaning in 
her own self-developed forms of communication. 

Our fifth action began gradually; over time, we changed Milagro’s 
room from looking like a mini acute care center to a room 
bright with color, alive with stimulating music, audio books, 
aromatherapy and a collection of award winning bilingual/
bicultural books that we read to her. For the sixth action, we used 
music to create literacy and meaningful stimulation. We dance 
with her: slow dancing music so she gets a feel for the movement 
of the body, the rhythm of body movement; fast dancing music 
for vibrant body movements. We are rewarded with smiles and 
eyes alive with joy, interest, and focus. The seventh action is 
touch; we take her hands and put it on our faces so she can feel 
and not just see our faces. For the eighth action, we put her hands 
to our lips so she can feel the vibration of sound emanating from 
our mouths. We repeat her sounds as a way of affirming that 
what she says is important. Verbal and eye communication in 
addition to touch are the ninth action. These provide critical seeds 
of literacy and are essential for building the bridge to self-worth 
and self-esteem. In this warm, stimulating and engaging setting, 
Milagro has grown into a very confident and socially amicable 
child amid all her challenges.

Literacy and Home-based Sustainability
The tenth and final action of our home-based literacy model 
requires that everyone who enters our home including physical 

therapists, occupational therapists, nurses, teachers, home health 
aides, medical and health care providers knows to introduce 
themselves to Milagro. We instruct them to speak to her, not at 
her. As parents we assess the success of their interaction based 
on their ability to provide a stimulating space for service and 
conversation, rather than assuming that their presence alone is 
stimulation enough. We also instill in those who come to our 
home and interact with our daughter that while they might 
see their presence as a service, for our daughter (i.e. children 
with extended health and medical support systems) it brings 
the universe to them. People represent the universe to a child 
like ours. Home-based providers put a face and value to this 
external universe outside the social cultural context of the home. 
Interacting with different people gives Milagro opportunities to 
learn about different personalities, different ways of engagement, 
different ways of communicating, and different ways of 
understanding. As the primary way of introduction we strongly 
recommend that people new to her read to her so she gets both 
exposed to and familiar with their voices. All of these deliberate 
actions are part of our self-described home grown model for 
literacy.

Summary
In August of 2013, Milagro celebrated her 15th birthday. She is 
a calm, confident, loving child who knows she matters in this 
world. She watches PBS with her dad, listens to NPR with her 
mom, is read to and or listens to bilingual/bicultural audio books 
that soothe her mind and continue to strengthen her world 
of literacy. Our assumption is that she can learn, and she does 
not disappoint. She is always listening and watching out of the 
corners of her eyes. In our eyes, she is a stellar student, an honor 
student of  home-based literacy, and she fully participates and 
engages. She is an excellent communicator. Milagro has met our 
expectations and is an intelligent and literate child whose eyes tell 
all.

References
Kleinman, A. (1995) Writing at the margin: Discourse between anthropology and medicine. Berkeley: University of California Press

Kleinman, A., &  Seeman, D. (2000). Personal Experience of Illness. In G. Albrecht, R. Fitzpatrick, & S.C. Scrimshaw (Eds), The Sage handbook of social 
studies in health and medicine (pp. 230-242), Sage Publications: Thousand Oaks, California.
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Articles from our Contributors

To Be or Not To Be a Reader: The Importance of 
Literacy in the Lives of Individuals with Significant 
Support Needs
Kara F. Halley, Ed.D., Metropolitan State University of Denver and Karen McCaleb, Ed.D., Texas A&M University Corpus 
Christi

Scenario

Surely standards-based literacy 
instruction cannot be intended 
for EVERY student. After all, the 

administrators and policy makers have never 
met Kevin. How can Kevin possibly benefit 
from participating in a general education 
literacy curriculum when he functions 
developmentally at half his chronological age, 
has a vocabulary of less than 10 words, only 
speaks in an echolalic manner, and is a non-
reader? Kevin has been labeled as having 
multiple disabilities, which include autism, 
cerebral palsy, and a cognitive impairment 
(IQ undeterminable). As a result of these 
disabilities, Kevin primarily receives his 
education in a self-contained classroom in 
which he works on functional daily living skills 
with his one-on-one paraprofessional. They 
spend most of their time counting beans, 
brushing teeth, toilet training, navigating 
around the classroom, telling time, matching 
shapes, signature writing, sorting objects, 
and identifying survival signs. He also goes to 
music and art with his paraprofessional and 
peers without disabilities. Overall, Kevin’s 
educational program is tailored to his unique 

needs and focuses on providing him with 
skills that make him happy. However, the 
time has come for Kevin to transition to the 
middle school. This program does not have 
a self-contained classroom. Instead, the 
support specialist provides services in the 
general education classrooms. Kevin will 
thus be expected to participate in the general 
education curriculum and demonstrate 
proficiency on state standards. The current 
educational team is doubtful that this type of 
programming will be appropriate or effective 
for Kevin.    

With the passing of the No Child Left Behind Act of 2001, 
all students are expected to be assessed in the areas of science, 
mathematics, and literacy. Unfortunately, traditional practices 
of instructing students with significant support needs have led 
many education teams to the dilemma presented in the previous 
scenario, which remains prevalent in today’s education system. 
Students similar to Kevin often are labeled as non-readers and 
non-writers based on the readiness model of literacy instruction. 
Typically, when it comes to these students, it often is thought 
that they cannot participate in meaningful literacy activities until 
they have mastered the appropriate basic skills. For some students 
this means that learning to identify the letters in the alphabet 
and their respective sounds might be the only literacy instruction 
they receive throughout their entire school experience. When 
students are deemed to be non-readers or non-writers based on 
this model, a specialized functional curriculum typically is put 
into place in order to provide students with functional sight word 
vocabulary. While this functional curriculum model of literacy 
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instruction has been seen by some as beneficial, the outcomes 
are generally limiting. This model does not lead to students 
becoming literate and often excludes them from receiving further 
instruction in content areas.  According to Browder and Spooner 
(2006), “The alternative is to expect all students, no matter the 
severity of the impairment(s) to benefit from literacy activities 
and…, therefore, to spend quality time involved in such activities. 
Students with significant disabilities can and do benefit from 
literacy instruction… Certainly they can’t benefit if they are never 
provided access” (pp. 44-45).

Beyond Literacy
Literacy is the foundation of all other educational areas. Access 
to information is dependent on the ability to read, write, listen, 
and comprehend. Traditionally, literacy has been defined as the 
ability to read and write. However, others have looked beyond 
just reading and writing to expand this definition to include 
reading, writing, listening, and speaking related to daily life 
(Teale & Sulzby, 1986). Likewise, the National Institute for 
Literacy believes literacy also means, “…having the reading skills 
adequate to become self-sufficient, stay current with developing 
innovations and knowledge, and progress in jobs and lifestyle” 
(National Reading Panel, 2000, p. 12). Unfortunately, for the 
students who have been identified as not being able to become 
readers and writers, numerous barriers to access literacy exist. 
These include barriers such as lowered expectations, limited 
life experiences, gaps in conceptual development, and limited 
opportunities to participate in meaningful general education 
curriculum (Downing, 2005). Such barriers to literacy might 
provide some explanation for the negative post-school outcomes 
that seem to be experienced by the majority of students with 
significant support needs. Thus, when planning literacy 
instruction for these students, instead of focusing on teaching 
basic literacy skills or functional sight words which do not lead 
to independence, it is critical to incorporate a full array of skills 
that promote literacy throughout their daily schedule in order to 
ensure that we are assisting individuals to become as independent 
as possible and providing them with opportunities to reach their 
full potential.  

A More Satisfying Life
According to Downing (2005) being literate can affect several 
areas of a student’s life and thus, acquiring literacy skills can lead 
to a more satisfying life for these individuals in a variety of ways. 

• Self-Esteem: In a society where being literate creates the 
impression of being competent, literacy can promote a 
positive self-image. 

• Self-Determination: Skills of reading, writing, listening, 
and communicating allow individuals to make informed 
decisions and provide them with the skills to express their 
wants and needs. 

• Information Gathering: Literacy skills are used to 
gather information and share facts and ideas based on that 
information. 

• Organization: The ability to organize materials and 
information makes life more manageable and can facilitate 
independence. 

• Learning: Literacy opens the doors to learning in all other 
areas of interest. 

• Entertainment: The ability to share personal information, 
have social interactions, creatively express oneself, and 
experience amusement are all facilitated through literacy. 

• Independence: Improved literacy skills decrease the need 
to rely on others, thus, increasing independence. 

“Reading opens doors to the world and, as such, cannot be denied 
to those individuals whose complex disabilities will make learning 
to read a bit more challenging” (Downing, 2005, p. 15). 

Meaningful Literacy Programs
Individualized programming for students with disabilities 
does not mean that they have to have a separate, specialized, 
functional curriculum. In fact, the Individuals with Disabilities 
Education Act mandates that all students have access to the 
general education curriculum. “Experts…affirm that students 
with significant disabilities do not necessarily learn literacy 
differently… However, they need different ways to express 
what they know. Teachers need to learn how to adapt the core 
curriculum so that students with the most complex disabilities 
can have true access” (Browder & Spooner, 2006, pp. 40). 

Several instructional guidelines have been laid out in order to 
ensure that students with significant disabilities are provided with 
appropriate literacy instruction. First, meaningful participation 
in literacy needs to be determined and ensured for each student 
(Downing, 2005). This can be accomplished by incorporating 
a student’s interests, selecting content that is culturally relevant 
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to the student, and taking into consideration the student’s level 
of understanding while ensuring materials are age-appropriate. 
Next, adaptations to literacy activities are needed to ensure that 
instruction is individualized (Browder & Spooner, 2006). This 
can be accomplished by utilizing appropriate assistive technology, 
determining the student’s learning modalities, and promoting 
sensory efficiency (e.g., teaching students to use touch rather than 
visual cues to identify key vocabulary words). Instead of labeling 
a student as a non-reader and non-writer, the first step is to assess 
the student’s emergent literacy skills to determine what skills 
he/she does have and to identify where gaps exist (Wormsley, 
2004). Next, it is important to create an environment that is rich 
in language and allows for total immersion in text (Copeland 
& Keefe, 2007). This is not accomplished by merely labeling 
objects in the environment but ensuring that text is available to 
the student in all areas. Finally, to develop a meaningful literacy 
program for students with significant support needs, instruction 
must be embedded across natural settings and activities (Browder 
& Spooner, 2006; Downing, 2005; Wormsley, 2004).

Meet Barbara Sanders
Barbara Sanders leads a full and rich life. She is a divorced, loving 
mother of twin adult sons and an active community advocate. 
She has a B.S. degree in Social Work from the University of Texas, 
Austin. She also has a M.S. Special Education degree from Texas 
A&M University Corpus Christi. The road to success, however, 
has not been easy for Barbara. 

Barbara was born with cerebral palsy. In the 1960s, when she was 
four, Barbara’s mother brought her to the Ada Wilson Cripple 
Children Rehabilitation Hospital to live, on the advice of the 
family doctor. Barbara’s family was assured that the institution 
was the best environment to meet all of Barbara’s needs. This 
practice was not uncommon at this time, the 1960s. Although 
this was not an easy decision for Barbara’s family, it was thought 
to be in her best interest. Barbara’s mother visited her every week. 

Growing up in the facility was difficult, and Barbara recalls 
incidences of mistreatment and abuse. Barbara lived at the 
institution until age nine when her mother brought her back 
home. Although she no longer lived there, Barbara attended the 
institution’s educational program until she was eighteen.  While 
attending school at the facility, Barbara remembers a specific 
teacher that changed her life. She credits this teacher with 
helping her learn how to read, fostering her love of learning, and 

ultimately achieving her dreams.  Barbara recalls that this teacher 
had developed relationships with all of her students and saw each 
student as a learner. According to Barbara, this teacher knew 
how to teach effectively, held high expectations for her students, 
and addressed any difficulties that interfered with her students’ 
ability to learn. Two such difficulties were her expressive language 
skills and her reading skills. Barbara did not speak until she was 
three years old, and her speech was both limited and difficult to 
discern. Barbara’s teacher noticed this potential barrier for Barbara 
and arranged for Barbara to receive speech therapy every week.                                    
Barbara also credits this educator for teaching her literacy skills. 
It was this teacher who initially noticed and addressed Barbara’s 
vision issues. The teacher observed that Barbara had difficulty 
seeing the text in storybooks, worksheets, and other written work. 
In efforts to provide Barbara an opportunity to learn, the teacher 
hand transcribed all writings into larger font, since this was before 
the common use of computers. With the increased font size, 
Barbara was able to see the print and understand the content. 

At age eighteen, Barbara enrolled in a public high school. At this 
time, PL 94-142 was being implemented. Although this was 
not an easy transition, Barbara knew it would be necessary to 
achieve her dream of going to college at UT Austin. Although 
there was a transition meeting for Barbara, when she arrived on 
campus she unfortunately was placed in a self-contained class that 
emphasized learning colors and printing names. There were no 
opportunities for academic learning. Although Barbara wanted 
to quit, her mother encouraged her to stay in high school and 
helped advocate to have Barbara included in academic classes 
with her peers. Barbara enjoyed the learning in high school. She 
was able to learn subject matter material in textbooks through the 
use of “readers”, individuals that would read her text to her. She 
also was able to access the Library for the Blind and receive text in 
large print. 

Today, Barbara is a strong self-advocate. She is knowledgeable 
in assistive technology and other supports necessary to help 
individuals access their personal environment and community. 
She credits her ability to read, and achieving her dreams, to 
her second grade teacher who saw her as a learner and not a 
“disability.” Having the opportunity and instruction necessary to 
gain literacy skills, has not only impacted Barbara but also all of 
those that she has helped to achieve their own personal dreams.
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Situation #1:  A third grade boy with Down syndrome sits 
in his self-contained classroom and flips through his wrestling 
magazine, reading partial phrases and describing wrestlers and 
their positions with delight to anyone who will listen. He has just 
completed his assigned reading activity - - one that he does every 
day and has done every day for at least two years – identifying 
twenty high frequency words of the English language (e.g., 
“and”) when shown them one-by-one on flash cards in a one-to-
one instructional situation with an adult. Five minutes with the 
wrestling magazine is his reward, which he cherishes above all else. 
Question -- Which activity is real “literacy”?

Situation #2:  A first grade girl with autism, who is included 
all day with her elementary peers, leads the class in a Whiteboard 
exercise in which words appear when their corresponding pictures 
are touched, and their sounds are then vocalized in unison by all 
the students in the class. She loves technology, so she excitedly 
points to pictures, and her classmates say the corresponding words 
and their sounds. Sometimes she says the words and sounds along 
with her classmates, and sometimes she moves quickly to another 
picture/word association without saying anything.  Question 
-- Is this activity literacy for her? Is she learning what the other 
students are learning?

Situation #3:  When a class of sixth graders starts a lesson on 
Greek Mythology, the special education teacher removes two 
of her students from the class. In her resource room, these two 

students use an especially prepared cookbook that combines 
phrases with pictures that describe how to make milkshakes. 
When asked why she removed the students from their sixth 
grade class, the special educator says that these students would 
not benefit from a Greek mythology lesson, and that they 
probably would not understand much of it anyway; however, in 
her opinion, learning to follow a picture/word recipe to prepare 
a favorite food is a critical skill set for them. A different view 
is expressed by another teacher: Learning with the other sixth 
grade students stories that have importance to all of us in western 
civilization is a valuable skill, and that like the other sixth grade 
students in the class, these two students will learn some but not 
all of the material, depending on what really interests them. 
Question -- Is it best to leave them in their sixth grade class, or 
remove them to work on a functional skill that includes picture-
supported reading at their level? Would either or both options be 
considered literacy instruction?

Situation #4:  A young man in high school with an intellectual 
disability expresses the view that he cannot read yet, because he is 
still working on community signs (e.g., “stop”). However, in his 
general education science class, this same young man identifies 
flammable and inflammable materials when asked about them, 
associates some words and pictures with these concepts, and 
understands the implications of each. In his history class, this 
young man creates a PowerPoint with a classmate about the early 
settlers and some of their challenges when crossing the western 
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United States of America. Question -- Does this young man have 
a realistic view of his own literacy skills? How did his view come 
to exist as part of his self-concept?

Situation #5:  A preschool girl, defined as deaf-blind because of 
her low levels of sight and hearing, is being read to by her mother. 
She does not express words and she does not draw attention to 
events in the story by pointing, but she looks toward the book, 
expresses pleasure at being with her mother who is reading, 
and becomes quiet when words are spoken with expressive 
articulation. Her early intervention specialist states that the 
daughter’s responses are not yet forms of literacy, but the mother 
feels otherwise. Question -- Who is right?  What constitutes early 
or emergent literacy?

We will return to these hypothetical situations at the end of 
this article, but for now, it should be clear that in our present 
educational system, there are (a) discrepant viewpoints about how 
to define “literacy” and describe what constitutes an important 
literacy activity, and (b) discrepant viewpoints on the activities 
and lessons necessary for teaching literacy skills to students who 
have significant intellectual disabilities. In this article, I raise 
questions about current literacy instruction practices in schools 
and suggest new directions for literacy instruction for students 
who have significant intellectual disabilities. I begin by describing 
a dilemma that is present in the relationship between instructional 
practices in schools and research on literacy instruction with 
students who have intellectual disabilities. Next, I describe some 
contemporary practices being used with struggling readers, I 
elaborate on an underlying concept (i.e., universal design for 
learning) that is influencing these practices, and I show how these 
practices relate to what literacy instruction should look like for 
students with significant intellectual disabilities. Finally, as a wrap-
up, I will return to the five situations described at the beginning 
of this article, explore the questions that I raised, and recommend 
what literacy experiences should look like for these individual 
students s to promote their literacy.

Dilemma – The Relationship Between 
Practice and Research
A central concern for educators, families, and advocates is 
what has been described as the denial of literacy for people with 
intellectual and other disabilities (Kliewer & Biklen, 2001; 
Zascavage & Keefe, 2004). What I often see in schools, and what 
I suspect many practitioners and family members also witness, is 
a wide range of literacy experiences being provided to the larger 

community of students; yet, students defined as needing either 
“pre-academic” or “life skills” find themselves exposed daily 
over much of their school careers to drill literacy instruction 
that is focused on isolated sounds, isolated vocabulary words 
drawn from early elementary or adult life sources; on reading 
or listening to books that are of interest to young children, 
regardless of the students’ ages; and/or on self-care activities in 
which literacy components (e.g., sight words) are added as part 
of the instruction. In each of these cases, literacy skills: (a) have 
been reduced to their lowest common denominator when they 
are addressed during instruction; and (b) are being taught outside 
of the literature contexts that give them value and meaning as 
defined by our society for the students’ age-level peers.

Much of the literacy research that has been conducted with 
students who have significant intellectual or other developmental 
disabilities offers a similar picture. My colleagues1 and I have been 
examining the research on literacy instruction for students with 
significant intellectual and other developmental disabilities over 
approximately the last fifty years, pulling peer-reviewed articles 
published in journals mostly in the United States, but also in 
other countries. While we have analyzed articles for most of this 
period, we are finishing the analysis of articles for the last three 
years. 

In our perusal of this literature, we have seen research that 
examined some very promising and innovative interventions 
for facilitating literacy development (e.g. Coyne, Pisha, Dalton, 
Zeph, & Smith, 2012; Jimenez, Browder, Spooner, & DiBiase, 
2012; Johnson, McDonnell, Holzwarth, & Hunter, 2004).  
Nevertheless, echoing the findings of other reviews (Browder, 
Wakeman, Spooner, Ahlgrim-Delzell, & Algozzine, 2006), 
across the ___ research articles on literacy instruction we have 
analyzed so far, the majority of the research: (a) addresses either 
phonological or word labeling/identification skills, mostly in 
isolated and self-contained instructional contexts with minimal, 
if any, follow-up to determine whether students maintained the 
skills taught or whether the skills affected the students’ subsequent 
literacy experiences; and (b) focuses on either primary level or 
functional “adult life” activities that require reading, and do not 
examine the wider range of genres that typical children and youth 
are exposed routinely to in schools (e.g., poetry, history, science, 
western literature, etc.). Based on our review of the research, my 
colleagues and I believe that the field’s understanding of what 
constitutes effective literacy instruction, and its perceptions of 

1Kara Halley, Ann-Marie Orlando, Karen McCaleb, Diane 
Ryndak, Jennifer Wheeler, and Andrea Ruppar
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what students with significant intellectual disabilities are capable 
of doing, are limited by the skills selected for study in this 
research, as well as by the context in which this research has been 
conducted.

It is difficult to determine whether research is defining the 
troubling practices in schools, or whether the troubling practices 
in schools are influencing research. However, we can say two 
things about this issue. First, since students with significant 
intellectual disabilities have received educational services mostly in 
self-contained settings for much longer than this type of research 
has been conducted, it is not surprising that much of this research 
occurs in isolated and self-contained settings and the participants 
are students receiving services in those isolated and self-contained 
settings. Second, this research is at least partially responsible 
for what teachers continue to do in schools, because teacher 
education faculty must rely on published research to define the 
content of instruction in their teacher preparation programs. 
Hence, we are faced with a dilemma. On the one hand, practices 
in schools provide goals, direction, and contexts for conducting 
research on literacy instruction, but these practices have a history 
of being limited and often occur in settings that are isolated 
from the mainstream. On the other hand, this same research is 
then relied on to teach special educators how to provide literacy 
instruction. Hence a cyclical process is created in which the 
research used to inform practice is founded on the very practices 
that need to be informed if they are to be improved.

A Wider Picture
In our discussion of possible solutions to this dilemma, I 
will begin with some of the changes that are occurring for 
students who struggle with reading but who are not defined as 
having “severe disabilities” or “significant cognitive/intellectual 
disabilities.” By looking outside of our field, we might find some 
research that can guide us in our efforts to provide more effective 
literacy instruction.

The research to which I refer is addresses the needs of students 
who are at-risk for reading failure or have identified learning 
disabilities, and who struggle with accessing reading material 
across all genres (i.e., poetry, fictional stories, biographies, 
textbooks) at their grade levels. Increasingly, the model of choice 
with these students is referred to as a “multi-tiered” model (e.g., 
Hoover, 2013), or response-to-intervention (RTI). In such a 
model, a student’s educational experiences begin in general 

education both in terms of classes and curriculum and, once 
a “baseline” level of performance has emerged, the student 
receives additional supports to facilitate or accelerate progress in 
reading development. This model presents the general education 
curriculum as the primary curriculum, the general education 
class as the primary instructional context, and general education 
instruction as the primary form of instruction. This instruction 
can then be supplemented with more intense instruction 
(i.e., “interventions”) as needed when the student’s progress is 
inadequate. 

Consistent with the foregoing model, some contemporary 
research focuses on identifying ways to enhance instruction in the 
first “gateway” (. . .), the general education class (e.g., Deshler, et 
al., 2008/2009; Scanlon, Gelzheiser, Vellutino, Schatschneider, 
& Sweeney, 2008). For example, content enhancement routines 
are ways that general educators can strengthen the presentation 
of content such that students are better able to organize the 
information themselves and see connections between the 
vocabulary, information they are learning, and the “big ideas” of 
a lesson (Deschler et al., 2008/2009). Deschler and his colleagues 
also describe concepts comparison routines, which are routines that 
help students better understand critical concepts of a lesson when 
contrasted with each other.

The point of the foregoing discussion is that content in general 
education can often be taught using emerging techniques for 
lesson organization and enhancement, and I believe that literacy 
instruction for students with significant intellectual disabilities 
should begin in this same way. Emerging research in our field 
supports this idea; this research focuses on how routine and 
material adaptations can provide a basis for learning in general 
education classes (Lee, Wehmeyer, Soukup, & Palmer, 2010), 
and how relevant reading skills can be embedded in the lessons 
taught by the general education teacher (Johnson et al., 2004). 
This does not mean that there couldn’t be times for intense skill 
practice and instruction; rather, it mean that, as in a multi-tiered 
model, instruction related to literacy growth begins in general 
education classes, and other skill needs are determined from there 
(Copeland & Cosbey, 2008/09). 

This type of approach to literacy instruction is made possible 
through the adoption of the principles of universal design for 
learning (Coyne, Pisha, Dalton, Zeph, & Smith, 2012), in which 
the content of lessons is made transparent through material, 
instructional, and contextual adaptations that are fitted to the 
needs of different learners. While our field traditionally has 

http://www.tash.org


TASH Connections w Winter 2013 w www.tash.org 17

relied on separating students from the mainstream to teach and 
remediate skills in isolation; universal design for learning has 
the potential to completely change this practice (McLaughlin, 
2010; Ryndak, Jackson, & White, 2013). It makes possible a 
more balanced approach to literacy instruction, in which access 
to reading material is the driving force, adaptations to materials 
and instructional routines are added as needed, and specialized 
instruction is then only used to augment natural opportunities 
when needed. 

Applications
Both theory and research strongly support the use of general 
education settings and curriculum in the education of students 
with significant disabilities (Jackson, Ryndak, & Wehmeyer, 
2008/2009). As I have suggested in the previous sections, both 
research and practice need to shift from their current emphasis 
on instruction of isolated skills in isolated settings to instruction 
that combines skills together during instruction and begins in 
the student’s grade-level class and combines literacy skills. Let 
us return to the five examples from the start of this paper and 
consider changes that emerge with the application of this type of 
thinking.

Situation #1:  The third grader with Down syndrome has 
a real interest in wrestling literature, and his interest in other 
genres could be nurtured if he were to be exposed to them via 
relationships and activities in his grade-level classes. Reading 
instruction that begins with both high interest (e.g., wrestling) 
and grade-level subject matter should be the starting point for 
this student. General education class materials can be adapted, 
and both teacher and peer supports can be used to enhance his 
engagement with curriculum content. To the extent that isolated 
vocabulary instruction is utilized, it can focus on the content of 
the general education class lessons in which he participates and 
with which he demonstrates real needs. This would then facilitate 
both acquisition and retention of acquired literacy skills.

Situation #2:  I would assert that the first grader with Autism 
who is in the general education class is engaged in literacy because 
this activity focused her peers on literacy. Based on what we 
are learning about effective instruction, this is good instruction 
because she is focused and motivated by the activity itself, and 
she will have numerous opportunities throughout the first grade 
day to practice and generalize these skills with the same and other 
words. To the extent that some skills are being demonstrated and 
others are not, brief and more intense instruction can be offered, 

especially as a pre-teaching routine before a related literacy activity 
begins.

Situation #3:  In the case of the sixth graders and the choice 
between Greek mythology and making a milkshake, it is simply 
wrong to assume that having a significant intellectual disability 
is, per se, a reason for a student to be removed from any general 
education class. In addition, if it is important for a student to 
learn to make a milkshake, it is quite likely the student can do 
so in another setting in which this skill is more appropriate. The 
issue of “will the student learn anything” need not be an issue at 
all if the adaptation processes used for instruction on making a 
milkshake are applied instead to the Greek Mythology lesson. 

Situation #4:  The young man in high school is exhibiting 
literacy skills in science and history, and it is his performance in 
these situations that should be perceived as evidence of what he 
can do and what he can still learn to do. His performance on 
street signs is the least important evidence of both his growth and 
needs with respect to literacy. The literacy instruction provided in 
segregated special education contexts probably needs to change 
for at least this young man from an emphasis on adult-related 
functional reading to age- and grade-level general education 
content reading. Street signs can be learned when they become 
relevant, such as in his transition program when he is 18 years of 
age.

Situation #5:  Finally, for the young girl who is deaf-blind 
and is being read to by her mother, this is emergent literacy. 
The behaviors of looking at the book and becoming quiet can 
be viewed as critical emergent literacy skills, potentially of the 
same significance at her age as other more obvious literacy skills 
(Skotko, Koppenhaver, & Erickson, 2004). 

Collectively these examples illustrate the cutting edge in our field 
in which more research on literacy instruction is needed. The boy 
who loves wrestling draws attention to the point that we need to 
be looking at literacy instruction in relation to reading interests, 
and we need to examine how to enhance interest in selected, 
age-relevant genres of general education. This is especially the 
case for students who might be experiencing inclusion in general 
education classes for the first time, or for students who are older. 
The young girl learning the sounds associated with reading raises 
the issue of how to assess the contribution of instruction in 
general education routines to learning, as well as how to augment 
instruction with minimal removal from the class routines to 
enhance that growth. The two boys who could be in Greek 
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mythology raise the issue of how to provide literacy instruction 
with combinations of text and pictures in the context of general 
education lessons, how comprehension might be enhanced by 
this process, and how these forms of instruction contribute to 
long-term growth in literacy. The young man in high school 
presents the issue of how self-concept can be formed and changed 
in relation to literacy opportunities provided in content classes 
in high school. Finally, there is a need for research that examines 

how the comprehension of literacy material can be assessed 
across a wide range of students at different ages when nonverbal 
and nontraditional forms of assessment must be relied on to 
determine progress in the general education curriculum. All of 
these represent areas that are largely unaddressed in research, 
given what we have seen so far in a fifty year accumulation of 
literature on literacy instruction for students with significant 
intellectual disabilities.
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Public education in America is a topic of 
much discussion these days. Currently, 
this discussion centers on ideas like 

standards, accountability, effectiveness, and 
test scores. We suggest that a much more 
fundamental discussion needs to take place, 
guided by one particular question. What is the 
purpose of our schools? This question might 
be quickly answered with responses such as 
“to teach our children”, “education”, “to create 
productive citizens”, or “to get children ready 
for college and work”. While these are all valid 
responses, what we are suggesting is a deeper 
reflection and discussion about what really 
are the core guiding principles that should 
guide our schools. We say the word “should” 
because there are core guiding principles 
that are driving and have driven the direction 
of our schools for the past 100 years. These 
are not the same guiding principles that are 
heard in the language used by policymakers 
and leaders in education, but when one looks 
very closely, there are deeply rooted ideas 
that need to be questioned, uprooted, and 
replaced with something better to ensure that 
schools become places where all children can 
and will succeed. 

The purpose of this article is to look more closely at how our 
practices and beliefs about literacy in schools communicate the 
purpose currently guiding the direction of education and the 

impact this has on students with extensive needs for support. 
This group of students is the last group of people routinely 
denied opportunities for meaningful literacy instruction. We 
will also discuss the impact that a renewed conversation about 
a democratic purpose for schooling would have for broadening 
our conceptions of literacy and providing more excellent and 
equitable experiences for all students. 

NCLB’s Focus on Literacy
Reading and writing are the terms people traditionally associate 
with the word literacy. In schools, reading and writing are focal 
points because they are essential foundational skills for all learners, 
and because they are subjects that are tested each year on the state 
standardized assessments that are required by federal policy (No 
Child Left Behind; NCLB, 2002). NCLB (2002) requires that 
states provide consequences to districts and schools based on their 
standardized achievement scores. This requirement thus heavily 
influences how schools provide literacy instruction.

The current federal administration has acknowledged problems 
associated with NCLB (2002) and has attempted to help states 
avoid punishments required by the original act through a waiver 
system focused on accountability. In many states, these waivers 
have resulted in a longer list of tests for children to take as well as 
linking teacher and principal pay to student test scores.

We have included this information to illustrate how central 
standardized testing has become in our education system. This 
testing has high stakes involved for both students and those 
who work with them. This translates to a standardized focus on 
narrow aspects of literacy, which has a great deal of impact on 
how literacy is defined and taught in the schools. Individualized 
education for students in the standardized environment our 
schools today create often translates to the belief that individuals 
with extensive needs for support cannot acquire literacy skills 
and this frequently leads to the denial of meaningful literacy 
instruction in inclusive settings for these students.  
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Defining Literacy According to NCLB and 
Current Policies
The reading and writing skills that are important in schools today 
are defined by a set of standards, which are then used to create 
assessments students take in grades 3-8 and again in high school. 
The standards adopted by most states are the new Common Core 
State Standards (CCSS; National Governor’s Association, 2010). 
In the introduction to the English Language Arts standards, there 
is discussion of how these standards are meant to encompass the 
meaning of literacy in our 21st century, globally competitive world 
(CCSS, 2010). It is stated that “students who meet the Standards 
develop the skills in reading, writing, speaking, and listening that 
are the foundation for any creative and purposeful expression 
in language” (CCSS, 2010, p.3). There is a main focus on 
college and career readiness as a guiding purpose driving literacy 
instruction and assessment in today’s schools.

The problem with this definition of literacy, and the 
accompanying assessments required by state and federal policy, 
is that it excludes students who may not be able to read, 
write, speak, or listen as they are conventionally defined by 
the standards. Narrow definitions of literacy lead to narrow 
educational opportunities and exclusion from the literate 
community, especially for students with extensive needs for 
support (e.g., Keefe & Copeland, 2011).

NCLB and Purpose of Schools
Although NCLB (2002) does not discuss the purpose of schools, 
its mandates and requirements have an impact on the beliefs and 
practices within schools. The impact that the law has had on 
making standardized assessment central in education has had the 
greatest impact on the purpose schools are now fulfilling. From 
the law we can assume that the most important subjects in school 
are reading and math, and the purpose children must fulfill is to 
take tests well to show their skill in reading and math according 
to the state’s standards. A school is judged to be effective if its 
students are prepared well to take tests, fill in bubbles, and trained 
to answer questions in a particular way. Because the scores on 
these tests are increasingly being used to determine the pay of 
teachers and principals, the focus of instruction is more likely to 
be on only those skills needed to do well on the test. 

The impact this definition of literacy and purpose for schools 
implied by both NCLB (2002) and the CCSS (2010) has for all 
students is significant, but it is far more destructive for students 
with extensive needs for support. If teachers and principals are 

highly concerned with the teaching of skills to perform well on 
standardized tests, this does not encourage creative instruction 
designed to value diversity while encouraging individual growth, 
including students with extensive needs for support with their 
same-aged, non-disabled peers, and provide access to rich 
educational opportunities that will build both academic and 
social skills needed to lead a fulfilling life. As our schools become 
more invested in standardized achievement as a measure of 
effective schools, we fear that many students will be taught in 
more segregated settings and provided fewer opportunities to 
access excellent and equitable learning opportunities, particularly 
in the area of literacy. 

An Alternate Proposal
If training students to fill in bubbles is not the purpose we want 
for our schools, then a conversation must begin about better 
alternatives, what that would look like, and what the impact 
would be for the most important people within schools, students! 
We suggest that this conversation needs to begin with a focus on 
the purpose of education and the meaning of democracy. 

Education, democracy, and literacy are concepts that imply a 
process, not a fixed outcome. There is never a time when a person 
can say they have finished education, achieved all that democracy 
can offer, and have no additional literacy skills to acquire. 
Education, as defined by important thinkers such as Dewey 
(1916/2009), is a continuous process that has only the outcome 
of proceeding deeper into curiosity about and interaction with 
the world that surrounds us. Literacy is also best defined as 
an interactive process. We have compared varying purposes of 
schools and the definitions of literacy implied by these purposes 
in Table 1 to assist in understanding the comparisons in the 
remainder of our discussion.   

A democratic purpose for schools. Dewey (1916/2009) 
reminds us that a belief in the importance of education is 
something that binds American people together. Similarly, 
America is grounded in the principles of democracy. Democracy 
is about active participation in life, which includes the desire and 
ability to contribute to the well-being of others, value diversity, 
attain individual fulfillment, and have choices that allow for 
a life of endless potential (Dewey, 1916/2009; Skrtic,1991). 
Democracy and social justice are closely related concepts, and 
Shoho, Lugg, and Merchant (2011) suggested that the guiding 
principles of social justice are equality, equity, fairness, acceptance 
of others, and inclusiveness. When we begin to think about a 
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purpose for schools that includes these concepts, we begin a 
conversation about how schools can become places where real 
education can take place, and the present moment is embraced 
for all of its potential instead of focusing on preparation for a far 
off future decided by scores on a standardized test. 

New conceptions of literacy. Keefe and Copeland (2011) 
put forth guiding principles for discussing a definition of literacy 
to encompass more than the traditional skills of reading and 
writing. In doing this, they hoped to spark discussion about how 
all students can be provided better opportunities to participate 
in the literate community around them. After the previous 
discussion about a purpose for schools grounded in principles 
of democracy and social justice, Keefe and Copeland’s (2011) 
guidelines provide more than a spark for conversation. They begin 
to paint a picture of what schools could and should be like if we 
were to refocus our purpose for schools. 

The core definitional principles for literacy they suggested were:

• All people are capable of acquiring literacy.

• Literacy is a human right and is a fundamental part of the 
human experience. 

• Literacy is not a trait that resides solely in the individual 
person. It requires and creates a connection (relationship) 
with others. 

• Literacy includes communication, contact, and the 
expectation that interaction is possible for all individuals; 
literacy has the potential to lead to empowerment.

• Literacy is the collective responsibility of every individual in 
the community; that is, to develop meaning making with 
all human modes of communication to transmit and receive 
information (Keefe & Copeland, 2011, p. 97).

The Impact for All Students
Although we are most concerned with the outcomes related to 
protecting the rights of students with extensive needs for support 
to have access to meaningful literacy instruction in the least 
restrictive setting in order to realize their highest potential, we 
are generally concerned with the quality of education all students 
are entitled to receive. A purpose of schools grounded in the 
principles of democracy and social justice, working together with 
the core definitional principles of literacy discussed by Keefe 
and Copeland (2011) is a strong place to begin this important 
conversation that should include many voices.

Parents, advocates, students, and anyone concerned with the 
state of the public schools should understand that the language 
guiding policies today is flawed and in need of revision. Standards 
and accountability are not negative concepts by nature. The 
push for accountability has, in fact, created a situation where 
more attention has been paid to historically marginalized groups 
of students, such as those with disabilities and those who are 
economically disadvantaged. The reliance upon standardization, 
however, is something that should be questioned and considered 
very seriously. 

In this new conversation, we need to fight for a new conception 
of our schools. They are places that should embrace the founding 
principles of our country, encouraging children to be eager 
participants in the world around them. We must think about 
what it truly means to be literate, and the idea that it is the 
responsibility of the community to foster these skills, create 
meaningful interactions, and honor the basic human right that 
all people have the ability to be a part of the literate community. 
This is not an easy task. Determining if our efforts to educate all 
children are successful will require more than a standardized test. 
The process will be difficult; it will require educators to think 
creatively about what successful education looks like and how 
to document it. The process will also require that educators care 
about the quality of instruction they provide, not just the test 
scores of the students they teach. 

The Impact on Literacy Instructional 
Practices
For students with extensive needs for support, we know that 
one outcome of such a conversation would be access to higher 
quality experiences that build real literacy skills and allow for 
opportunities to interact and participate with others in their 
school community. If we believe that literacy is something 
that creates and requires a connection with others, schools will 
have to think about what this means in structuring instruction 
and interactions for students. If we believe that literacy is the 
responsibility of the entire school community, then instruction 
and instructional opportunities will have to be structured in a 
way that fosters this community of learning and includes the 
democratic principle of participation. 

Moving Forward
We propose the following broad guidelines for families and 
schools:
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1. Broaden the definition of literacy and welcome all students 
into the literate community.

2. As noted above, students with extensive needs for support are 
often denied access to literacy due to the vicious cycle of low 
expectations leading to lack of opportunity. We can reverse 
this cycle by holding the least dangerous assumption that 
students with extensive needs for support can benefit from 
literacy instruction. Research is clearly showing that students 
with extensive needs for support can acquire literacy skills 
(e.g., Ryndak, Morrison, & Sommerstein, 1999).

3. There is a false dichotomy that students with severe 
disabilities can either be offered functional instruction or 
literacy instruction. We believe that literacy instruction is 
inherently functional and there is no need to make a choice 
between access to literacy instruction in inclusive settings and 
so-called functional instruction. 

4. We need to explore the impact of a broader definition of 
literacy for students with extensive needs for support beyond 
the school setting. Literacy is important for meaningful 
participation in home and community activities and personal 

fulfillment (Forts & Luckasson, 2011). Literacy is important 
across the lifespan and more attention needs to be given to 
literacy opportunities for adults with extensive needs for 
support (Morgan, Cuskelly, & Moni, 2011). 

Summary
In this article, we have explained the relationship between a 
purpose for schools and a definition for literacy, outlining ways 
these concepts can impact individuals with extensive needs 
for supports. These are ideas that we hope will continue to be 
reflected upon and talked about among those who care about our 
public schools. There is no better time than now to begin these 
important conversations. These are ideas that we hope will give 
substance to a long overdue conversation about how we can create 
educative spaces that will self-renew as needed with a reflective 
society that cares about the personal outcomes our schools offer to 
all students. 

Table 1: Comparing Purposes for Schools

Purpose of Schools Implied Definition of Literacy Impact for Students with Disabilities

Global competitiveness

College and career readiness

Training

Testing for Accountability

Reading, writing, speaking, and listening 
(CCSS, 2010)

Narrow opportunities

Exclusion from peers

Scripted programs targeting conventional 
areas of literacy

Democratic participation

Equality, equity, excellence, and 
inclusion

Education

Monitoring to ensure growth and 
learning

All people are capable and have the 
right to become literate.

It is grounded in meaningful interactions

Creates the opportunity to make 
meaning through all modes of human 
communication and interaction

Requires interaction and meaning

Is the responsibility of the community 
(Keefe & Copeland, 2011, p. 97)

Access to high quality literacy experiences

Access to differentiated instruction

High expectations

Participation with peers

Access to a variety of experiences that will 
guide them toward literacy skills

A part of the community, and jointly 
responsible for their own and peer success.
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Many people use two or more 
languages as a part of their everyday 
lives. While this might be more 

common in other countries than in the 
U.S., many people in the U.S. do speak a 
language other than English in their homes, 
communities, or work places. The most 
common language spoken in the U.S., outside 
of English, is Spanish. 

In the U.S. there are a number of reasons that people are 
bilingual. For example, they might be recent immigrants or the 
children of immigrants. Immigrants might live in an area where 

there are many other families who speak their home language, 
such as in many communities along the U.S./Mexico border, or 
they might live in an area in which very few other people speak 
their home language. There are also communities in the U.S., 
such as Native American communities, in which people have 
spoken a language other than English for many generations. 
Speaking the home language, for these individuals, is a very 
important part of community life. When an individual with 
extensive support needs comes from a family or community that 
speaks a language other than English, their home language is 
both a potential source of support for academic learning, and a 
necessary way of participating in community activities.

It is important to remember that people and communities are 
bilingual when there is a need for them to interact with people 
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who speak different languages on a regular basis. In many 
communities in the U.S., people frequently use a non-English 
language in local stores, churches, community gatherings, and 
places of work. While some people might assume that the most 
important language for all individuals with extensive support 
needs is English, this might not be true for everyone. Knowing 
their home and community language might be critical for English 
language learners to function in life outside of school. 

Sometimes people (e.g., service providers, parents, policy makers, 
advocates, agency and organizational personnel, researchers) ask 
whether individuals with disabilities can learn more than one 
language. While the answer to that is yes, if given appropriate 
supports and learning opportunities, the better answer is that 
people who have a home language other than English must 
become bilingual, unless they never learn English. To be active 
members of their families and communities they need to speak 
their home language, and to be active members of the wider 
community in the U.S., they need to speak English. So then 
the question changes from whether they can become bilingual 
to how we can best support the development of both their 
home language and English. Additionally, when we think about 
supporting the development of both languages, we need to plan 
to teach oral AND written language skills, in both languages.

Access to Alternative Language Services 
(ALS)

Requirements
It is a federal requirement that schools provide equal educational 
opportunity to all students. For students who have a home 
language other than English, this means schools must take steps 
to assist students “who are so limited in their English language 
skills that they are unable to participate in or benefit from regular 
or special education instructional programs” (U.S. Department 
of Education, Office of Civil Rights, 2000). By referring to “…
or special education instructional programs,” it is clear that the 
Office of Civil Rights considers this requirement to apply to all 
students, including those with disabilities. 

In most federal education legislation, students requiring this 
assistance are referred to as being “limited English proficient” 
(LEP), or as being an “English Language Learner” (ELL). The No 
Child Left Behind Act (NCLB, 2001) requires that LEP students 
are assessed for oral, reading, and writing proficiency in English 
every year. One language proficiency test that is used in more 
than half of the states in the U.S. is the Assessing Comprehension 
and Communication in English State-to-State for English 

Language Learners (ACCESS) test (WIDA, 2011), which 
has an alternate version for students with significant cognitive 
disabilities. This alternate test is important because most other 
language proficiency assessments are not appropriate for students 
with significant cognitive disabilities or other extensive support 
needs and therefore, students might be exempted from testing. 
If students are not identified as LEP through administration of a 
standardized language proficiency assessment, schools might not 
provide the students with special language instruction. 

Alternative Language Services (ALS) are specialized instructional 
programs that a state or district determines are appropriate to 
support ELLs. While schools must provide some kind of ALS to 
all identified ELLs, the Office of Civil Rights does not specify 
what instructional methods or types of ALS are allowable. For 
instance, ALS can include programs that provide instruction 
only in English, with the goal of developing students’ English 
language skills. These English only programs often are referred to 
as either English as a Second language (ESL) or English Language 
Development (ELD) programs, both having a number of 
different instructional models.  

ALS also can include a variety of programs that use students’ 
home languages as a medium of instruction. Programs that 
include instruction in students’ home languages, as well as ESL/
ELD, are referred to as bilingual education programs. Some 
models of bilingual education use students’ native language 
as a support for continued academic learning only until the 
students are able to learn completely in English; this is considered 
transitional bilingual education. Other models of bilingual 
education, such as maintenance or two-way bilingual education 
programs, have the goal of fostering students’ continued 
development in both their home language and English. 
Transitional bilingual education programs might or might not 
teach literacy in students’ home languages; while maintenance 
or two-way bilingual education programs teach students to read 
and write in both their home language and English. In these 
programs, students are usually taught to read and write first in 
their home language, before introducing English literacy. 

Some states, such as California and Arizona, have restrictions 
on whether or how languages other than English can be used 
for instruction. Additionally, many states have specified the ALS 
program models that can be used. Therefore, when developing 
Individualized Instructional Programs (IEPs) for ELLs, special 
education personnel should inform themselves about the program 
models that are used in their school and district for providing 
these required services. 
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Personnel Considerations
Just like Special Educators, ESL teachers and Bilingual Educators 
have specialized training and knowledge. As such, it is important 
to recognize the professional qualifications that come with such 
additional training and draw upon those teachers’ specialized skills 
and knowledge when developing students’ IEPs and providing 
instruction. Staff who provide ALS should have the appropriate 
state teaching credentials to do so, regardless of whether or not 
students receive special education services.

Another important variable is the depth of knowledge teachers 
require to develop, provide, and supervise Bilingual Education 
programs. Teachers who do not (a) speak their students’ home 
language very well, and (b) know how to develop and teach 
bilingual education, should not provide bilingual instruction 
or supervise uncertified personnel (e.g., educational assistants) 
to provide bilingual instruction. While educational assistants 
can help provide instruction in students’ home languages, they 
should be supervised by a teacher who is certified and qualified in 
Bilingual Education. 

Literacy Instruction
Literacy instruction for ELLs is based on several fundamental 
principles. First, students will find it easier to learn, including 
learning to read, in a language they understand. Information 
learned in one language (e.g., knowledge about the solar 
system) can be expressed in another language, once the relevant 
vocabulary is learned. If students are just beginning to learn 
English and have stronger proficiency in their home language, a 
bilingual approach might be more effective. 

But if a student has been taught only in English for a number of 
years, it might not be a good idea to switch to using the student’s 
home language for reading instruction. If most of their schooling 
has been in English, they might already have learned a lot of 
vocabulary in English and they might already know enough 
English to learn to read in English. Also, if there are not teachers 
who can continue with the reading program in the student’s 
home language, switching language for only one year might not 
be effective. It is important that students have consistency in 
reading and language programs across time.

Second, the manner in which students sound out words will 
be different in different languages. Words and letters that look 
the same might be pronounced differently and have different 
meanings in different languages. For example, the word “sale” 
means a price reduction in English, but this same word means “he 
leaves” in Spanish. These words also sound very different when 
read orally in English and Spanish. Because students need to learn 

the sounds-symbol relationship for the alphabet in each language, 
they need very clear cues about which language is being used and 
taught. So, teachers should not switch back and forth between 
languages during reading instruction, and they should not 
provide instruction in one language (e.g. English) while expecting 
students to read words in another language. The same is true for 
students who use assistive technology devices that include written 
words and oral output – the language of the written words should 
match the language of the oral output. Finally, if the language 
used in a student’s home is not English, then the student’s assistive 
technology devices should be programmed bilingually, so the 
devices can be used in school, with family, and in the community.

Home–School Connection 
Literacy learning is social – it is most effective when it takes place 
with others. In addition, literacy learning doesn’t happen only in 
school! It is crucial for students to observe and interact as a child 
with others in their family and community as they talk and use 
written language in everyday ways. Watching adults and older 
children use literacy skills in daily activities creates meaningful 
contexts in which children can develop oral language and begin 
to understand how written language works. For example, children 
might listen to family stories their mother tells, watch as their 
grandmother uses a recipe to cook a favorite meal, or observe as 
an older sibling writes his name. 

Interactions like these lay the foundation for literacy learning. 
They also are a powerful way to build strong connections between 
children and their families and communities. If children aren’t 
given opportunities to learn literacy skills in their home language, 
they might be left out of important family and community 
activities during which the home language is used. They might 
even be isolated from family members who speak only the home 
language, and thus lose critical relationships and social support.

One effective and simple way parents and caregivers can help 
children learn literacy skills is to read to their children at home. 
Sitting down every day, even for a few minutes, and reading to 
a child models how important literacy is. It also is a fun way 
for children to learn how books and print work, and to learn 
new vocabulary. Finally, having that special time together with a 
parent or caregiver creates a positive association with reading for 
the child. Books written in the language the family uses in their 
home are best for parent and child read alouds. Reading books in 
the home language helps children build a solid foundation in that 
language. Using the home language also makes it easier for them 
to understand new ideas and concepts they might encounter in 
the book.
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Children with extensive support needs learn best when parents 
or other caregivers and school personnel work together. This 
is especially so for literacy instruction. Home and school both 
provide rich opportunities for children to acquire oral and written 

language. Children with a home language other than English 
benefit most if they are given systematic literacy instruction 
carefully planned to build both languages.
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Improving Communication through Literacy:  
A Case Study
Ann-Marie Orlando, Ph.D., CCC-SLP and Pam Kissoondyal

Students with significant disabilities 
often have deficits in the areas of 
communication and social interaction 

(Snell, Chen, & Hoover, 2006). Studies have 
shown that the use of augmentative and 
alternative communication (AAC) systems 
can lead to increased communication and 
social interaction for this population (Schepis, 
Reid, Behrmann, & Sutton, 1998; Sigafoos, 
Didden, & O’Reilly, 2003). However, selecting 
an AAC system that best meets the current 
communication needs of a student with 
significant disabilities can be challenging 
because a person’s communication needs 
change over time. Their communication needs 
also change with the context in which the 
person wants to communicate and the content 
of the communication exchange. Families and 

school teams must consider many factors in 
the selection of an AAC system, including ways 
that the person will access the system, how 
language is represented, and the physical 
features of the system. Through the use 
of AAC systems and subsequent increases 
in communication and social interaction, 
students with significant disabilities can 
develop literacy skills.

Researchers have reported successful literacy development for 
students with significant disabilities. For example, Blischak (1995) 
described the development of literacy skills for a 9-year-old 
AAC user with severe physical, speech, and visual impairments. 
Erickson, Koppenhaver, Yoder, and Nance (1997) described 
an 11-year-old AAC user with severe speech and physical 
impairments who developed literacy skills when the family and 
school team taught lessons that blended his reading, writing, and 
language instruction. In another study that employed an adapted 
direct-instruction reading program, preschool students with 
severe speech impairments who required AAC showed improved 
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single-word reading skills (Fallon, Light, McNaughton, Drager, & 
Hammer, 2004).

Today many technologies, including some AAC systems, support 
literacy instruction for students with significant disabilities. 
Digital storybooks, multimedia, and portable technologies 
(i.e., tablets) allow students to independently interact with 
literacy materials of their own choosing, and allow students with 
significant disabilities to become more actively engaged in literacy. 
In addition, these technologies promote communication.

In this article I present a case study that describes the 
communication, social interaction, and literacy development 
of a 15-year-old girl with significant disabilities. The case study 
includes a description of her early communication development, 
the selection and use of AAC systems, and the use of literacy at 
home and school. 

Early Development
Jade was born five weeks prematurely in Canada. She spent her 
first week in the neonatal intensive care unit and the next week 
in the pediatric care unit due to a hole in her heart and difficulty 
with both breathing and nursing. Biweekly occupational therapy 
consultation began 6 months after Jade came home from the 
hospital and faded to monthly visits after her first birthday. 
Although Jade reached developmental milestones, her progress 
was delayed. For example, Jade sat up at age 11 months; crawled 
at 14 months; and walked at 18 months. As she turned 2 years 
old, her mother had concerns that Jade was not babbling or 
engaging with others as she once had, and within 6 months Jade 
was diagnosed with autism. Following the diagnosis, Jade began a 
developmental program with support in a private day care center 
and in-home consultation for occupational, physical, and speech-
language therapy. At 3 years of age, Jade attended the day care 
for part of the day, and for another part of the day she received 
support from a behavior team in her home. The constellation of 
services continued until the family moved to the United States 
when Jade was 6 years old.

AAC Use
Between 3 and 6 years of age, Jade became proficient in the 
use of 15 approximations of words in sign language, a list of 
her daily activities shown in pictures, and the Picture Exchange 
Communication System (PECS; Bondy & Frost, 1994). PECS 
is a communication system that requires the user to exchange 
a picture for an item or activity. The picture cards contain 

Boardmaker® symbols, which are computer generated. In addition 
to PECS, Jade used her index finger to activate a single switch 
sequential messaging device, and a speech generating device with 
four message squares. She used these devices to communicate 
predictable social exchanges such as “Happy Birthday,” “Trick 
or Treat,” and “Thank you.” At 3 years of age Jade showed an 
increased interest in shared book reading, a naturally occurring 
activity where Jade and her mother jointly attended to books 
(Crain-Thoreson & Dale, 1999). Suspecting that Jade could read, 
her mother encouraged literacy in the home by creating a print-
rich environment where she labeled household items, continued 
shared book reading, and wrote lists with her daughter.

Jade began 1st grade in a general education classroom with 
support from a paraprofessional, and she continued to receive 
occupational, physical, and speech/language therapy at school and 
privately. While Jade continued to use sign language, gestures, 
and PECS to put together 3-to 5-word sentences (e.g., “I want 
apple,” “I want cookies and drink”) during snack time with 
typically developing 1st grade classmates, her school team worked 
to identify for her an appropriate AAC system with voice output. 

Jade continued to be included in general education classes for 2nd 
and 3rd grade. The paraprofessional modified general education 
content for Jade with the guidance of a special education teacher. 
During this time, trials were conducted with several AAC devices 
that had varying symbol-bases. While Jade did use AAC systems 
with prompting during adult-driven activities, she used none 
of the systems to initiate conversations or to communicate 
independently with peers or adults. She did, however, continue 
to use the 15 sign language words in her repertoire with peers 
and adults across contexts. In 4th grade, Jade received all of her 
special education services in a self-contained class because the 
family and school team felt that her needs could best be met in 
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that setting. At home, 
Jade demonstrated an 
increasing interest in 
the family computer. 
For example, she 
would search YouTube 
repeatedly for sign 
language videos. 

Literacy
Due to mounting 
evidence that Jade 
could understand 
and use literacy, her 
mother encouraged the 

school team to begin focusing on literacy intensively. To address 
her request, for 5th grade Jade was placed in a self-contained class 
with a special education teacher who had extensive knowledge 
about teaching literacy to students with significant disabilities. 
During this year the school team conducted a trial with a device 
that converts text to speech. The teacher used a balanced literacy 
approach for Jade’s instruction, which included activities focused 
on working with words, guided reading, writing, and self-selected 
reading. In addition, accommodations were made such as 
providing word banks to help Jade complete work related to the 
curriculum content. Her mother purchased a hand-held speaking 
dictionary, which Jade used at school to listen to and type words. 
Her mother also purchased a labeler, which Jade used to type 
and print words. At home, Jade read store circulars that came in 
the mail, identified preferred food items of interest to her, and 
the used her Internet skills to search for information about those 
items. She then used her labeler to write the name of the food 
item, print the name, and adhere the label to a list of items for her 
mother to purchase from the store. 

As Jade transferred to middle school for 6th grade, she 
continued to communicate using picture symbols, sign 
language approximations, and the text-to-speech device. When 
transitioning to new places, Jade likes to explore all areas. For 
example, each day at her new school she went behind the lunch 
counter in the cafeteria to see the daily lunch options. Once Jade 
was satisfied that she had seen all the options, she made a choice 
for her lunch. To discourage Jade from going behind the counter 
daily, the school team showed her the lunch menu, then using a 
tablet with a text-to-speech applet Jade made her choice as she sat 
in the cafeteria with peers. The family and school team modeled 
the use of the AAC system (i.e., tablet with text-to-speech applet) 

to provide information and to ask questions. When Jade used 
her AAC system, her utterances consisted of nouns and 2-word 
phrases. She showed an interest in colors by using her AAC 
system to comment about her favorite crayons, and to request 
specific brands and colors of nail polish.

Currently at 15 years of age and entering 9th grade, Jade continues 
to communicate with the use of a tablet equipped with a text-
to-speech applet. She uses the tablet to text, send emails, and 
play multi-player word games (i.e., Words with Friends). She 
communicates with a variety of people and often initiates 
communication. She continues to use 2- and 3-word utterances, 
but her expressive vocabulary has increased with the use of the 
text-to-speech device. In addition, her demonstration of intense 
and prolonged interests in items that previously were viewed 
as barriers to her engagement with others now are viewed as 
topics for communication and are used as a platform to gain 
her attention and for instruction. For example, Jade wore a 
green hospital gown while having medical tests during a visit to 
the doctor. The physician had promised stickers for Jade upon 
completion of the medical tests, but forgot. On the way home, 
using her mother’s cell phone, Jade sent the doctor an email that 
read, “Hospital. Stickers. Jade. Please. Dressed Gown Green.” In 
this exchange, she not only initiated communication and made 
a request, but also established a context by stating her name and 
describing what she wore, and used a social convention (i.e., 
please) typically used with requests.

Conclusion
Students with significant disabilities present certain challenges as 
families and school teams try to select the suitable AAC systems 
with the most appropriate symbols to represent language. These 
students face additional challenges when they are excluded 
from meaningful literacy instruction due to their restricted 
interests and limited engagement, and limited teacher knowledge 
(Lindsey-Glenn & Gentry, 2008). Based on observations of 
Jade at home and school, conversations with Jade’s mother, 
and a review of her school records shows that professionals and 
her family began working with Jade when she was very young 
to find appropriate AAC systems for Jade. She had access to 
a literacy-rich environment and received intensive literacy 
instruction in a variety of contexts. The family and school teams 
employed a variety of AAC systems to support Jade’s acquisition 
of communication and social interaction. They used pictures of 
items thought to be the most appropriate given the context of the 
interaction. When Jade was provided with tools that allowed her 
to construct her own message, she began to engage with others, 
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use communication to control her environment, and initiate 
communication. Along with her use of a tablet with text-to-
speech applet, Jade continues to use sign language approximations 
in her repertoire, and continues to have significant gaps in 
communication and social interaction. However, her family and 
school team report that her vocabulary grows daily, and they are 
focused on increasing the frequency and length of her utterances 
and the number of partners with whom she communicates. 

This case study represents the challenges to literacy and 
communication faced by one student with significant 
disabilities, and her achievements related to the use of literacy 
and communication in her life. Although she continues to 
have deficits in communication and social interactions, literacy 
has been the key to addressing these deficits. It is the goal of 
this article that others will attempt to use literacy as a vehicle 
through which communication can be achieved for students with 
significant disabilities.
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TASH Awards Program
It is that time of year again! The TASH Awards Nomination 
process opened on March 25, 2014 and will close on Wednesday, 
June 25, 2014.  In addition to the five standard awards, we have 
included a new award- Positive Behavior Support. Details on the 
individual awards and instructions on how to nominate can be 
found on our website at http://tash.org/about/award-programs/.

TASH Internship Program
We are pleased to offer new and exciting learning experiences 
for students through our Internship Program. We are seeking 
candidates who have a passion for equity and inclusion and desire 
to make impactful change in the world for people with severe 
disabilities. If you are interested in our program, please visit our 
website at http://tash.org/tash-is-accepting-intern-applications/

TASH Capitol Hill Day
On June 17, the TASH Board of Directors, along with advocates 
from across the country, will gather on Capitol Hill to hear from 
disability champions in Congress and meet with U.S. senate and 
house offices. We’ll be asking Congress to take action on the 
following priorities:

• Restraint and seclusion prevention in public schools

• The right to save assets for future goals

• Access to employment opportunities

• Passage of the UN Convention on the Rights of Persons with 
Disabilities

On May 8, TASH began a series of six online training 
sessions to build capacity and confidence in being an effective 
advocate. More on the online Capitol Hill Day training series 
can be found on our website at http://tash.org/conferences-
events/2014-capitol-hill-day/capitol-hill-training-agenda/.

TASH Seeks Candidates for Next RPSD 
Editor
The TASH Editorial Search Committee has begun the search for 
the next editor of Research and Practice for Persons with Severe 
Disabilities. The new editor will serve a three-year term that 
begins officially in June 2014. The editor of RPSD also assumes 
an ex officio position on the Board of Directors. Learn more 
about this position and how to apply at the TASH website at 
http://tash.org/gv4t.

TASH Board Member in Action
Recently, President Obama announced his intent to appoint 
TASH Board Member, Micah Fialka-Feldman, to the President’s 
Committee for People with Intellectual Disabilities. Micah is a 
student, national speaker, and pioneer who fights for disability-
pride, justice, and inclusion. 

“The extraordinary dedication these men and women bring 
to their new roles will greatly serve the American people,” said 
President Obama. The President looks forward to working with 
Micah and his fellow committee members in the months and 
years to come.

Learn more at http://www.whitehouse.gov/the-press-
office/2014/05/09/president-obama-announces-more-key-
administration-posts.

Sponsor Opportunities Available for the 
TASH Conference 
TASH is currently seeking sponsors for the 2014 Conference, Be 
the Future. TASH works hard to keep registration fees affordable 
for self-advocates and their families, and one of the ways we are 
able to accomplish this is with the support of sponsors. There are 
many sponsorship options, ranging from $1,000 up to $25,000, 
and the benefits are numerous. Sponsors are recognized on the 
TASH Conference website, in the program book, and on signage 
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throughout the conference. There are additional opportunities for 
sponsors to interact with conference attendees, to offer remarks, 
to exhibit, and to use complimentary registrations. 

If you would like more information on sponsoring, contact Dawn 
Brown at 202-509-9596 or at dbrown@tash.org. Sponsors 
make a difference!

Learn more at http://conference.tash.org/.

TASH-Backed Book Now 
Available
What key issues and challenges 
affect the lives of people with severe 
disabilities today—and what should 
tomorrow’s professionals do to 
address them? Aligned with the core 
values and agenda of TASH, this 
visionary text prepares professionals 
to strengthen supports and services 

for people with disabilities across the lifespan. Readers will fully 
examine more than a dozen critical topics in the lives of people 
with severe disabilities; explore necessary reforms to policy and 
practice; and set clear goals and priorities for improving early 
intervention, education, health care, behavior supports, and social 
services. Whether used as a textbook or a professional reference, 
this innovative volume will help usher in a new era of services that 
support full inclusion and quality of life for people with severe 
disabilities.

Preview this publication or place an order by visiting http://www.
brookespublishing.com and searching for “TASH.”

New Year, New Address
As of February 1, 2014, the TASH office re-located to 2013 H 
Street NW, Suite 715, Washington, DC 20006. The new office 
space is located within the National Youth Transitions Center 
and will provide TASH with a welcoming office space with other 
leaders in disability and social justice. All TASH e-mail addresses 
and telephone numbers will remain the same. We look forward to 
serving our community at this new location.

Mail to: 

TASH 
2013 H Street NW, Suite 715 
Washington, DC 20006

Take advantage of Early Bird Registration 
for the TASH Regional Conferences in St. 
Louis and Atlanta. 
This year’s TASH Regional Conferences will be held in St. 
Louis, Missouri and Atlanta, Georgia. Each workshop during 
the conferences has specific objectives that allow participants to 
take principles and apply them immediately to their schools and 
communities. 

The TASH Regional Conference, Education Equity 
Matters, will take place August 1, 2014 at the 
University of Missouri-St. Louis.
Education Equity Matters is a one-day TASH regional conference 
with a specific focus on evidence-based practices in educating 
students with significant disabilities in inclusive classrooms and 
school communities. This event is co-sponsored by Missouri-
TASH.

Participants of this conference will learn the philosophy and 
values that guide successful practice and quality instruction, and 
understand the critical role of education leaders in education 
equity. Participants will examine proven strategies to building 
partnerships that consider all stakeholders, including students, 
educators, parents, school personnel and the surrounding 
community. Presenters will also highlight opportunities to affect 
change within schools and communities.

Attendees will also be introduced to the concepts and leaders of 
the SWIFT Center, a national technical assistance center that 
supports academic and behavioral outcomes of all students. The 
SWIFT Center is committed to eliminating silos in education, 
and bridging general and special education to create powerful 
learning opportunities. 

Early bird registration closes July 1st.  To learn more and to 
register, visit http://tash.org/eematters 

The TASH Regional Conference in Atlanta, 
Promoting Self Determined Futures,  will 
take place September 10, 2014 at the 
Loudermilk Center. 
Promoting Self Determined Futures is a one-day TASH 
regional conference. Its focus is on evidence-based practices in 
facilitating and supporting self direction as a tool for improved 
transition processes and results for youth with significant 
disabilities.
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mailto:dbrown@tash.org
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Participants of this conference will learn the philosophy and 
values that guide practice; successful transition self-directed 
planning; employment experiences during high school and 
post secondary options that lead to employment; and roles and 
responsibilities of each stakeholder (parent, student, teacher, 
vocational rehabilitation counselor, and adult services) along the 
way.

Those attending Promoting Self Determined Futures will also 
hear from a mother and daughter team about their transition 
experiences through high school and into the community; and, 
from an attorney about alternatives to guardianship that increase 
self-determination and empower people with disabilities to 
exercise their legal capacity.

Early bird registration closes August 11th.  To learn more and to 
register, visit http://tash.org/PSDF 
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NC TASH will be hosting its annual 
Summer Retreat for Families onSecondary 
Transition from June 19-20th. 
During this time, NC TASH will be invitingexperts in the field 
of secondary transition and adult services to leadbreakout sessions 
on a variety of topics. In addition, there will be a TASH Night 
Out held which will allow parents and advocates to mix and 
mingle while enjoying a night of great food and entertainment. 
These events will provide a wonderful opportunity for parents 
to network and become involved in advocacy efforts in North 
Carolina. Lodging will be provided on the campus of Western 
Carolina University. For more information, please contact Kelly 
Kelley (kkelley@email.wcu.edu)

Barb Trader speaks at CalTASH’s 31st 
Annual Conference
March 7-8th marked the annual gathering of CalTASH, 
attracting advocates, professionals, researchers and policy 

makers from across the state for two great days of sharing and 
learning. Barb Trader, TASH’s Executive Director, provided 
updates on national initiatives to conference attendees at the 
opening luncheon. Barb reminded attendees that the civil rights 
framework for people with disabilities is well established at 
the federal level: and that implementation of that framework 
is the responsibility of states. She encouraged TASH members 
to become involved in advocacy efforts at the state and local 
level to hold decision makers and agency leaders accountable. 
She collaborated later in the day with Susan Mizner, Disability 
Counsel for the American Civil Liberties Union for a workshop, 
The Promise of the Olmstead Decision. They reviewed current 
Department of Justice findings from settlement agreements 
related to sheltered workshops and offered ideas for ways 
advocates could use these DOJ findings and other federal 
documents, such as guidance and regulation, to promote inclusive 
education, integrated employment, life in the community, and 
better outcomes overall. A copy of the presentation is available by 
contacting the Advocacy Communications Manager at 202-540-
8014.
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City/State/ZIP: _______________________________________________________________ Country: ______________

Phone 1: ________________________________  q  Primary                 E-mail 1: ________________________________  q  Primary

Phone 2: ________________________________  q  Primary                 E-mail 2: ________________________________  q  Primary

(Organization Members Only) Are you the primary contact?  q  Yes  q  No

Primary Contact Name: ________________________________________________________

Phone: ________________________________ E-mail: ________________________________

-Continued on Next Page-

Membership Level

TASH offers membership at a variety of levels. Please review the details below and choose the membership level that is appropriate for 

you. Individual and organizational memberships are available. Membership is valid for a 12 month term. A complete summary of mem-

ber benefits can be found at www.tash.org/membership.

Basic 
$30

Standard 
$75

Premium 
$150

Student *
$45

Small Org 
$250

Large Org 
$350

Research and Practice for Persons with Severe Disabilities, 
the official TASH research journal (print copy) X 1 COPY 1 COPY

Research and Practice for Persons with Severe Disabilities, 
(online access to current and archived issues) X X X X X

Connections, the quarterly magazine written by and for 
TASH members (includes current and archived issues) X X X X X X

TASH in Action bi-weekly e-newsletter X X X X X X

Training discounts for webinars, publications and 
other offerings X X X X 3 STAFF 5 STAFF

Reduced registration rates for TASH Conference and 
events X X X X 3 STAFF 5 STAFF

Affiliation with a TASH Chapter X X X X X X

Advocacy Alerts & Updates X X X X X X

------------> q Select q Select q Select q Select q Select q Select

*Student members are required to identify university: _____________________________________________________________

_

Membership
Application
Effective June 15, 2012

http://www.tash.org
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Payment Information

Credit Card (select card type)                        q  Check (make payable to TASH)                        q  Purchase Order

q  American Express      q  Visa                         P.O. #:  ______________

q  MasterCard      q  Discover                           (send copy with membership form)

Card #: __________________________________________ Expiration: ______________ 

Name on Card: __________________________________________ CVV: ______________

Authorized Signature: __________________________________________

Would you like to make a tax-deductible donation to TASH?

q  $10      q  $25      q  $50      q  $100      q  $ ______

Total Payment (add membership total and donation, if applicable) $: ______________

Please submit this membership form via mail, fax or e-mail. With questions, contact (202) 540-9020. 

TASH       

1001 Connecticut Ave, NW, Suite 235   Fax (202) 540-9019  

Washington, DC 20036     E-mail info@tash.org

Demographic Information (optional)

Which of the following best describes you? (select all that apply)

q Person with Disability     q Family Member     q Student     q Professor/Researcher     q Early Intervention  

q Adult Service Provider/Related Services     q Special/General Educator     q Govt/Legal/Public Policy  

q Other ___________________________________

What is your race or ethnicity? (select all that apply)

q American Indian or Alaska Native     q Asian     q Native Hawaiian or Pacific Islander     q Black or African American  

q White/Caucasian     q Hispanic/Latino     q Other ___________________________________

Are you affiliated with a university? If so, please specify: ___________________________________________________________

Please indicate your areas of interest (select all that apply)

q Community Living     q Early Childhood     q Education     q Self-Advocacy     q Public Policy     q International Issues  

q Employment/Transition     q Positive Behavioral Interventions and Supports     q Cultural Competency/Diversity  

q Human Rights/Social Justice

www.tash.org to learn more about TASH

www.tash.org/member to log in to the membership portal

www.tash.org/membership for an overview of member benefits

Please  submit this membership form via mail, fax or e-mail. With questions, contact (202) 540-9020.

TASH      Fax (202) 540-9019 
2013 H Street, NW, Suite 715   E-mail info@tash.org 
Washington, DC  20006 

http://www.tash.org
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Connections
Equity, Opportunity and Inclusion for People with Disabilities since 1975

TASH is an international leader in disability advocacy. Founded 
in 1975, TASH advocates for human rights and inclusion for 
people with significant disabilities and support needs – those most 
vulnerable to segregation, abuse, neglect and institutionalization. 
TASH works to advance inclusive communities through 
advocacy, research, professional development, policy, and 
information and resources for parents, families and self-advocates. 
The inclusive practices TASH validates through research have 
been shown to improve outcomes for all people.

Policy Statement
It is TASH’s mission to eliminate physical and social obstacles 
that prevent equity, diversity and quality of life for children and 
adults with disabilities. Items in this newsletter do not necessarily 
reflect attitudes held by individual members of the Association as 
a whole. TASH reserves the right to exercise editorial judgment 
in selection of materials. All contributors and advertisers are 
asked to abide by the TASH policy on the use of people-first 
language that emphasizes the humanity of people with disabilities. 
Terms such as “the mentally retarded,” “autistic children,” and 
“disabled individuals” refer to characteristics of individuals, not 
to individuals themselves. Terms such as “people with mental 
retardation,” “children with autism,” and “individuals who have 
disabilities” should be used. The appearance of an advertisement 
for a product or service does not imply TASH endorsement. For 
a copy of TASH’s publishing and advertising policy, please visit 
www.tash.org.

TASH Mission & Vision
As a leader in disability advocacy for more than 35 years, 
the mission of TASH is to promote the full inclusion and 
participation of children and adults with significant disabilities 
in every aspect of their community, and to eliminate the 
social injustices that diminish human rights. These things are 
accomplished through collaboration among self-advocates, 
families, professionals, policy-makers, advocates and many others 
who seek to promote equity, opportunity and inclusion. Together, 
this mission is realized through:

w Advocacy for equity, opportunities, social justice and human 
rights

w Education of the public, government officials, community 
leaders and service providers

w Research that translates excellence to practice

w Individualized, quality supports in place of congregate and 
segregated settings and services

w Legislation, litigation and public policy consistent with the 
mission and vision of TASH

The focus of TASH is supporting those people with significant 
disabilities and support needs who are most at risk for being 
excluded from society; perceived by traditional service systems 
as most challenging; most likely to have their rights abridged; 
most likely to be at risk for living, working, playing and learning 
in segregated environments; least likely to have the tools and 
opportunities necessary to advocate on their behalf; and are most 
likely to need ongoing, individualized supports to participate in 
inclusive communities and enjoy a quality of life similar to that 
available to all people.

TASH has a vision of a world in which people with disabilities are 
included and fully participating members of their communities, 
with no obstacles preventing equity, diversity and quality of life. 
TASH envisions communities in which no one is segregated and 
everyone belongs. This vision will be realized when:

w All individuals have a home, recreation, learning and 
employment opportunities

w All children and youth are fully included in their 
neighborhood schools

w There are no institutions

w Higher education is accessible for all

w Policy makers and administrators understand the struggles of 
people with disabilities and plan – through laws, policies and 
regulations –  for their active participation in all aspects of 
life

w All individuals have a way to communicate and their 
communities are flexible in communicating in alternate ways 
that support full participation

w Injustices and inequities in private and public sectors are 
eradicated

w Practices for teaching, supporting and providing services to 
people with disabilities are based on current, evidence-based 
strategies that promote high quality and full participation in 
all aspects of life

w All individuals with disabilities enjoy individualized supports 
and a quality of life similar to that available to all people

w All individuals with disabilities have the tools and 
opportunities to advocate on their behalf

http://www.tash.org
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