
June 19-23, 2011

American Association of the Deaf-Bind 
National Symposium: The Future is in Our 
Hands (AADB)

Ft. Mitchell, KY

For questions, contact Lynn Jansen at 
LynnAADB@aol.com
 
 
 
July 29-31, 2011

International CHARGE Syndrome Conference 
 

Orlando, FL 

For questions, contact
conference@chargesyndrome.org 

Winter | 2011Volume 21 | Issue 1

1

Bitten by the Bug of Deafblindness
A crazy, moving, challenging and fulfilling experience
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Beautiful Fiona smiles for the camera with Genni

In 2007, I began working with 
children with deafblindness in 
Indiana, under the guidance of the 
Indiana Deafblind Services Project. 
One of the first things I learned 
was the importance of routine 
and consistency to children with 
deafblindness, and I have found 
this to be true in all the strange 
circumstances I have found myself 
working in since I was “bitten by 
the bug of deafblindness”. For the 
past year I have been working as 

a volunteer teacher and education 
consultant in deafblind programs 
and rural communities around 
Uganda. This year has been a crazy, 
moving, challenging and fulfilling 
experience that has helped me 
grow profoundly as an individual 
and as a teacher. I have found that 
getting through an average Ugandan 
workday can only be achieved by 
using my favorite technique: Routine.

Suggesting Ugandan teachers 
follow consistent daily routines in 
the deafblind classroom was one of 
my easiest tasks. It is both a relief 
to my challenges as a deafblind 
education adviser, and a frustration 
as a member of the community. 
Nothing Ever Changes. Every citizen 
in Uganda bathes following the same 
steps using the same apparatus. 
Meals are prepared using a single 
recipe that is never questioned, 
altered, or improved upon.  
Saturdays are spent washing clothes, 
Sundays at church.  Tea is taken 
sweet and black and delicious. Every 
school I have visited serves porridge 
at break and posho (tasteless 
porridge with more flour, less water, 
to the consistency of dough) with 
boiled beans for lunch. Everyday. The 
children in the deafblind units I visit 
are woken up at 5.30 am everyday 

because that is the Routine of School 
Children - not because they have any 
reason to be awake at this time. 

Since moving here I have made every 
effort to adopt the Ugandan culture, 
as I did living the last five years in 
Indiana. According to my passport, I 
am British and moved to the States 
in 2004 to study communication 
disorders at Butler University. I have 
been known as “Genni English” in 
Indiana, “Miss Indiana” in Texas, and 
“American Genni” back at home 
in England. Now, to the general 
population of Uganda I am known as 
“Mzungu” meaning, White Person. To 
the older children at Uganda School 
for the Deaf (USD), I am “Dictionary 
Boss” or “Special” because I help 
them after school with their studies. 
But my favorite description is by the 
Ugandan deaf community due to my 
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and functional skills training. After 
break we have a wonderful cultural 
experience activity which changes daily 
from tribal drum rhythms and dances, 
local cooking, shopping at the market, 
hand washing clothes, gardening, and 
crafts such as dolls made from banana 
fibers and threading colorful necklaces. 
We also bring the students off-campus 
once per week to practice O&M skills 
and community awareness. After this 
the students break for lunch and spend 
the afternoon in vocational training 
(tailoring, weaving, or carpentry) 
or daily living activities followed by 
cleaning the classroom. I cannot 
imagine an American child without 
disabilities scrubbing and soaking 
their uniform with bar soap but it is 
important that all Ugandan children, 
even those with multiple disabilities, 
develop these basic self-care skills. 
 

Medicaid, interpreters for the deaf and interveners and 
SSPs for the deafblind. In Uganda children with disabilities 
are widely regarded as useless children. We have to 
persuade some parents that their children are worth 
sending to school. Many children who are deaf, blind, 
and deafblind are kept hidden behind their homes when 
visitors arrive; their parents may feel ashamed to have 
produced such a child. 

The majority of children I work with are deaf or deafblind 
as a result of disease such as Congenital Rubella Syndrome, 
which attacks the mother during the first trimester of 
pregnancy so that the baby may be born deafblind. 
This disease is all but eradicated in the Western World. 
Sadly, the Rubella vaccine is not readily available here 
in Uganda. Many of my profoundly deaf friends fell ill to 
Measles, Meningitis, or Cerebral Malaria, which can cause 
permanent deafness if not treated quickly enough. If these 
children were in America, they would receive appropriate 
medical attention to operate on conditions such as 
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Pius and Gloria learn gardening

Fiona Pius and Patricia learn how to mash 
bananas in pancakes

Namutebi Christine
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Pius in his weekly carpentry class

Circle time (from left) 
 Millen, Pius, Eumere (asst), Christine, 

Grant (asst), Gloria, Patricia

Christine  enjoys our therapy swing 
- the only one of it's kind in Uganda!

love of deaf culture and fluency in sign 
language; I am a deaf person living 
inside overactive ears. 

My role is to train and advise 
teachers at two deafblind units in 
Uganda, Bwanda and Ntinda, close 
to the capital city Kampala. I have six 
students in each unit with varying 
degrees of deafblindness. They range 
from age 7 to 18. We have severe 
cases of neglect and abuse, and an 
incredible range of intelligence and 
ability. I have two students using 
tactile sign language, four at close 
range sign, two using speech, and 
four using nonverbal communication. 
Three focus simply on daily living 
skills and communication. Five older 
students are beginning vocational 
training; another is in preparation for 
transition back to his home village. 
In true Ugandan style, the units 
both follow the same schedule with 
minimal influence from me. 

A typical day at the Ntinda deafblind 
unit goes like this: The students begin 
with light exercise and calendar 
reading, then we enjoy a morning 
circle time activity where the students 
greet their teachers and classmates, 
followed by an academic period 
tailored to the individual. My most 
advanced students can copy letters 
and are learning numbers; my weaker 
students use this as interaction time 

People with disabilities have little 
rights in Uganda. In America our 
students have the luxuries of 
supportive work environments, 
job coaches and mentors, 
mandatory case conferences,  

cataracts and middle ear damage and then be fitted 
for glasses and hearing aids. 

Most of our children with deafblindness in Uganda 
do not have these luxuries, but some how I do 
not find myself pitying them. I believe that every 
deafblind child is perfect the way he or she has been 
made. They simple need the opportunity to learn 
and overcome their disabilities to live a proud and 
fulfilling life. And most importantly: Routine!

Many of my students with Congenital Rubella 
Syndrome have lost their sight and hearing but 
have no mental disabilities and are extremely 
bright though lacking language. I find I am 
continually surprised by the academic and 
vocational potential I find in the average deafblind 
classroom in Uganda. 

Every time I walk into school I feel a glow of 
pride from my work, every time I see the smallest 
milestone of progress I am grateful for my students 
with deafblindness who have graciously welcomed 
me into their world. I don’t know where I will be 
next or what will be my next challenge, but I know 
that I will always be working with children with 
deafblindness. D

“In Uganda, children with disabilities are  
widely regarded as useless children.  We have 
to persuade some parents that their children 
are worth sending to school.”


