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Deaf-Blindness, Self-Regulation, and Availability for Learning: Some Thoughts on 

Educating Children with CHARGE Syndrome

by David Brown, Educational Specialist

Sigmund Freud claimed that there was no such thing as bad weather, only the wrong clothing 

(obviously they never get tornadoes in Vienna). In much the same way we can say that there 

is no such thing as a child with CHARGE syndrome who cannot be educated successfully in a 

Usually not, and it tends to become more of a challenge as the child grows older and moves into 

middle and high school, but there is evidence from a growing number of successful situations 

that demonstrates both the challenges and the attitudes and solutions that can lead to success. 

Reports from a large number of parents and education professionals over the past few decades 

behavioral features of the children, but these are usually compounded by inappropriate responses 

from the education world itself. The chief culprits that I see are lack of creative thinking, 

to genuinely observe children, and a misinterpretation of things that are observed. Attempts are 

move even further from any desired educational outcomes.

People with CHARGE generally have to cope with much more than just functional vision and 

hearing problems because this condition often involves multiple systems and all, or most of, 

and almost all of them end up “fooling” other people into thinking that everything is easier and 

vision or hearing issues have resolved and are no longer a problem have clearly misunderstood 

the compensatory skills that the child is having to use in order to function at their current level. A 

should always take account of the fact that everything that a child with CHARGE syndrome 

does is likely to take more thought and attention and concentration and energy and time for 

them than it does for those of us who work with them. The education establishment seems to be 
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that we are still struggling to identify and understand.

The key challenges are listed below: 

Deaf-Blindness

Most people with CHARGE that I have met satisfy the criteria for being considered as having 

deaf-blindness, even if they have some useful vision and hearing. This is a disability that is 

own bodies. In 2005 I wrote that,

balance, touch, temperature, pain, pressure, and smell, as well as problems 

with breathing and swallowing, eating and drinking, digestion, and temperature 

control.” (Brown 2005)

of features like ocular defects, persistent ear infections, very low muscle tone, poor tactile 

with scepticism. If anyone wishes a broader view of vision issues in CHARGE syndrome, for 

overlapping sensory problems, as outlined in the article “Educational Needs of Children with 

article gives a particularly good idea of the range of approaches that might need to be considered 

blindness a very special and appropriate world of resources and information is opened up.  With 

the Internet, and websites such as those of the CHARGE Syndrome Foundation, DB-LINK, the 

assist them.

Curriculum Delivery

For children with CHARGE it is particularly important to think carefully about ways that the 

insecure. Because a child seems to have a good level of cognitive ability and potential there 

might be an assumption that they should therefore be able to sit for 20 or 30 or more minutes 
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the things needed to learn and function in this kind of way, and in fact the child might have a 

managing these (for them) lengthy periods of immobile desk-learning.

An activity-based approach to curriculum (i.e., working on the appropriate curriculum goals in 

areas like math and language and social and self-help skills, but all embedded within certain 

stress levels and arousal levels down. Many children with CHARGE enjoy and respond well to 

and concepts that are motivating and meaningful to them should help to guarantee a fair degree 

of success. Sometimes the child might need lots of time to gather information, work at things 

and get them right, but at other times they might need activities that do not last too long and that 

move at a good brisk pace; otherwise they might become stressed or bored and may need some 

when they are becoming over-aroused, or stressed, or tired, and so are needing to be helped to 

transition smoothly to a more appropriate activity.

Communication & Language

do show great interest and skill in receiving information visually (i.e., signs, gestures, familiar 

appropriate spoken language with the child, I think it is important for most children in this 

and objects communicatively as well, and going for a Total Communication approach (see 

speech should also help to reduce any potential frustration levels at not being immediately 

understood by other people. The child may well then make their own choices and develop their 

own preferences about how and where and when and with whom they use speech or sign. Many 

children, if they have a range of communication options available to them, both receptively and 

It is not at all unusual for a person with CHARGE syndrome to develop good levels of language 

with CHARGE, which adds further weight to the argument that Total Communication is a wise 

option to maintain.
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want or need to say, they might be unable to do it unless another person gets them started (e.g., 

that includes a vocabulary of relevant written words or drawings of signs, which the child can 

refer to to help get themselves started. These concrete systems might offer children an important 

amount of support and reassurance even though they may not obviously refer back to the 

consulted if needed.

Potential Barriers to Speech & Sign Articulation

many that are likely to have a negative impact on the development of well-articulated speech or 

speech articulation:

Hearing impairment

Vision impairment

Facial palsy

Low muscle tone

Poor tactile perception

Enlarged tongue

Poor tongue movement

Small lower jaw

Dental anomalies

In spite of this daunting list many children with CHARGE do opt for speech as their preferred 

understand. The list of anomalies that may have a negative impact on good sign articulation is 

just as imposing, although generally speaking it is easier for children to form intelligible signs 

than intelligible words. Here is the second list, from the perspective of barriers to effective sign 

articulation:
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Low or poorly modulated muscle tone

Poor tactile perception

Poor proprioceptive perception

Poor vestibular perception

Poor spatial awareness

Poor body awareness

Poor bilateral coordination

Skeletal anomalies

Avoid Working at Thresholds

I think of most children with CHARGE syndrome as a people who, for much of the school day, 

are probably operating at the very thresholds of their sensory abilities, which is a challenging 

and potentially stressful level at which to be functioning for more than short periods of time. 

the essential teaching point is clear and accessible and the child is not having to think about and 

itself in their posture and movement patterns and attention levels, and people involved with them 

the child is supported and does not become too tired or too stressed.

Complex Health Issues

child with CHARGE in school with a full-time nurse, maybe also with a full-time educational 

appropriate in each case I have observed. If nursing and healthcare procedures take up much of 

the school day that is where the education program can focus. So much of the curriculum can 

dialogue, communication and language development, numeracy and literacy work, orientation 
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lunch through a G-tube entirely independently (while he continued to converse in sign language 

one-handed) should have been a teenager with CHARGE!

Executive Function Disorder & Self-Regulation Issues

With the passage of time I have come to consider this as probably the most challenging and 

least understood long-term aspect of this condition for the children themselves, their families 

and educators. Whenever I am approached and asked to help with a student with CHARGE it 

is almost always these issues that are the main focus of the challenge and so of the solutions.  

the CHARGE Syndrome Foundation Professional Packet:

may be described as autistic-like, and obsessive-compulsive, with attention 

impairments, communication frustrations, and physical pain and discomfort 

all have been implicated. However, some children with fairly good sensory 

challenging behavior. Cognitive impairment has been implicated in some but not 

wake cycle, hunger-satiety cycle, their ability to console themselves, to manage 

their emotions, and to plan their motor activities.” (Hartshorne 2005)

an appropriate emotional perspective, urgent but unusual postural needs, sensory needs and 

try to ascertain when these issues, and which of them, are present before anything effective can 

be done about them. My observations suggest that most children with CHARGE are not always 

and not fully available for learning due to this multi-layered set of issues, and that this needs 

to be considered urgently before other aspects of the academic curriculum can be addressed 

offering reassurance and effective strategies when self-regulation issues begin to arise. We still 

have a long way to go, but at least the focus now seems to be more clear and more appropriate.



 Fall 2011 7

Bibliography

Brown, D. (2010).  Vision Issues for People with CHARGE Syndrome.  .  

articles.asp

Hartshorne, T. S., & Cypher, A. D. (2004).  Challenging behavior in CHARGE syndrome. 

Hartshorne, T. S., Grialou, T. L., & Parker, K. R. (2005).  Autistic-Like Behavior in CHARGE 

Syndrome.   

CHARGE syndrome. 

Majors, M. (2011).  CHARGE Syndrome - The Impact on Communication & Learning.  


