Story about Ernest: a blind boy from Malaysia 

Ernest was born in 14 July 2007. Within 12 hours time, a pediatrician found there were white spots inside Ernest's eyes and some messy tiny blood vessels surrounding the lens of his eyes. Further checking by an eye 

specialist, we were informed that our beautiful baby boy having some 

complication with his eyes. Due to technology limitation, I was advised to see a better specialist in the nearest city, Georgetown in Penang Island. 
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We went to Georgetown when Ernest was 3 days old. Ernest was diagnosed with Persistent Hyperplastic Primary Vitreous (PHPV) at both eyes. According to the doctor, the case for Ernest is very severe and immediate eye operation need to be done. After the operation, he might only be able to differentiate day and night. I requested to get a second opinion from another specialist and I was recommended to Mount Elizabeth Hospital in Singapore. I brought Ernest and flew down to Singapore the next day. The doctor from Singapore explained to me the same findings and procedure as I was told in Penang. 

Anyway, we were advised to go for the operation after Ernest is a month old. The procedure was just to remove the damaged lens and the messy blood vessels. Else, Ernest’s eyes will be further damage by the blood supply to the eyeballs. We also told that if we managed to save the eyeballs and the eyes growing healthy, Ernest might be able to go for a plastic lens transplant at the age of 4. With that, hopefully he can gain some eyesight. 

I was so panic and keep on asking why happen to Ernest, why happen to my family. On the other hand, I still need to accept the reality and proceed with the next step. When the bad news was told to my family members and friends, I don’t really get a good support if I am going to send Ernest for the operation. They were a lot of says and suggestions in order to cure Ernest’s eyes traditionally. I understood that the intention were good but it was not practical to me. Finally, I managed to stand firm and the procedure done in Singapore during Ernest was 40 days old. After that, we need to bring Ernest down to Singapore once a year for the yearly follow up. Every time we go down to Singapore, we go with the hope where the doctor will tell us Ernest’s eyeballs are growing bigger. But very sad to say that Ernest’s eyeballs were stopped growing since he was born. To enable the plastics lens transplant, the iris need to be at least 14mm. Anyway, until the age of 4, his iris was measured at 10mm only for both eyes. The doctor asked us to drop the idea of plastics lens transplant and send Ernest to special school in future. Since then, the focus at Ernest is fully on education. 

Actually, when Ernest was 2 1/2 years old, we started to get in touch with a blind service centre located in Penang Island -St. Nicholas Home (SNH). 

Anyway, we don’t know due to what reason, the teachers of SNH’s Early 

Intervention Program (EIP) visited Ernest once only. I started to ask for more help after a year know about SNH and the advice from the Executive Director was I need to move to Penang Island. The plan introduced to me was a kinder garden for the blind children at SNH. For the seek of my son future, I managed to find a job and move to Penang Island when Ernest turned to 4. Nevertheless, the kinder garden project by SNH was postponed initially due to many reasons. By end of year 2004, I was so disappointed when I was told by Executive Director that the project for my son is not going to happen. 

At the same time, we received good news from the Special education 

Department where the government is going to start the pre-school program for year 5 blind children. The timing was so good because Ernest turn to 5 by year 2005. He enrolled with the pre-school program for year 2005 and 2006. Right now, Ernest is the stand one student in the special school in Penang. From my own observation, Ernest is totally blind. Whether he is able to differentiate day or night is also a doubt to me. Regardless of what is going to be to Ernest, as parents, our effort to help him will not be a full stop throughout our life. 

Even though I was so disappointed with SNH but I never regret to move to Penang. Other than SNH, there are a lot of resources, opportunities and centre for us to explore in Penang. Of course, the beneficiaries will be Ernest. He had gone through a year of sensory training, taking part in the horse riding courses, attending the Smart Learning Class for English and there are plenty of events, places etc where its’ become an informal learning centre for Ernest. We are very proud to bring him everywhere and he is really adventurous. He learn thing very fast, curious about new thing and he wanted to know the details of every experiences that he gone through. Likewise, the access to all these opportunity is very limited if we remain to stay in our hometown (about 50KM away from Penang). 

Frankly to share with everybody, we are not really get help direct from SNH. Anyway, since we are already in Penang, I managed to convinced SNH to allow my wife to be in the classroom when the teachers are teaching the deaf-blind children (SNH focus was on the deaf-blind children only at that moment). 

With that, I hope my wife can learn something from the teachers and teach Ernest at home. After a period of time, we found that it was not really fulfill the needs from Ernest. Finally, we agreed to drop the idea. 

Somehow, SNH did introduce a few series of structured EIP program for the parents. We were exposed with some external speakers and other parents who are in the same shoe with us. That’s was the great job from SNH. From there, we built up our parent network and started to organize parents courses on our own. Apart from leaning from the trainers, we also learn from other parents. Today, my wife is playing an important role in Ernest’s education development. 

Below is a brief SWOT analysis about Ernest: 

Strength. Ernest has a superb memory and sense of touching. He recognized myself (I believed through my voice or my body smell) as early as 4 days old. When the eye specialist was checking his eyes in Singapore, Ernest was nonstop crying. Anyway, immediately the doctor handed him over to me, I said a few words to him and he stopped crying on the spot. He felt secure and confident when I was carrying him. Ernest’s sense of touching also very sharp and he like to stretch this advantage of him. Since he was 4 to 5 months old, he started to fall in love with cars. He loves to travel with car and he like to touch every part of a car. To fulfill his interest, I used to buy car models for him to play. When he started to walk and talk, I will never miss a chance for him to explore a car in any car show/exhibition when I come across. At the 

age of about 3½ years old, he is able to recognize most of the common car in the town just by touching the door of a car. When we go shopping, Ernest always request to let him try whatever things that available. As of today, he can recognize most of the stuff. From electrical stuff, vegetables, fruits, fishes and etc which is usually available in the supermarket/hypermarket. 

Weakness. He knows a lot of thing but other than his parents, he will not 

share with others. He is only willing to share his knowledge bit by bit if 

people are asking the progressive question. For example, he is able to answer most of the question posted by teachers in the school but most of the time he preferred to keep silent. When he encounters any question, he also preferred to ask the parents rather than his friends or teachers. He is not outspoken. Thinking wise, he is a bit lazy and slow. Even he had experience with a lot of thing but sometimes I noticed that he is not able make use of his knowledge to sole problems. 

Opportunity. Of course, he is still young and time is still allows us to polish 

him further. Compared to his classmates, he is quite lucky to have very 

supportive parents. I am just a staff in a factory, my wife is full time 

housewife and we earn everything on our own. Anyway, we never have a 

second thought for everything which needed to support/help Ernest 

(provided we are affordable). We also never shy to bring him out and let him try every opportunity. The families gathering or joining other activities also provide Ernest a platform to be more social able or independent. 

Threat. The minority is neglected by the society in Malaysia. The thought of respect, recognition and equality of opportunity for the blind community still far away from our society. At this juncture, I feel that the future of Ernest in Malaysian Society still a question mark. 

There is a real possibility that a local Toy Museum owner would be keen to expand to include a 'tactile museum' for blind and deaf-blind children and adults here in Penang. He has asked for information about tactile museums and where he could source for tactile items. His toy museum is accessible to disabled persons. The Family Support Network (my parent group for the VI) would like to work with the owner and make this a place of choice for blind and deadblind children and adults in Malaysia. 

Please send me any materials that might be useful to the Toy Museum owner and details of any persons who specializes in toy museums for the blind/deafblind. 

