5th International Seminar of the Acquired 

Deafblindness Network (ADBN) of DbI

“Expectations, Opportunities and Possibilities”

Exploring the relationships between people within the World of Acquired Deafblindness

Ocercoing Social Isolation, a Personal Story:

George Wilcockson (a deafblind person)

Dian Fern (Communicator Guide)

Hilary McNeeney (Service Co-ordinator – Dual Sensory Loss) (Nottinghamshire, UK)

Refsums Disease

The cause of George’s sensory loss is Refsums Disease, so-called because it was first recognised in 1946 by Professor Refsum of Oslo University. Phytanic acid (one of the fats in the body) requires a special enzyme for its breakdown. With Refsums Disease, a person is unable to breakdown phytanic acid.

This can lead to various problems:

1. Congenital abnormalities eg short fingers and toes

2. RP (Retinitis Pigmentosa)

    Usually mild in childhood, it slowly progresses as the person grows   

    older

3. Deafness

4. Inability to Smell

5. Damage to nerves leading to numbness or bad balance

Treatment includes

· Eating sufficient to prevent losing weight

· Avoiding mild products and fat from lamb and beef

· Keeping in good general health

Early treatment can prevent some development

The beginnings

George, a man with many creative talents, enjoyed his work as a qualified plasterer until he had to stop working due to dual sensory loss. He became isolated, bored and depressed and the situation caused difficulties in his family life. It was hard for George to take part in social events and he and his wife saw less of some friends, and lost contact completely with others.

Nottinghamshire Dual Sensory Impairment Services became involved in 1999. Hilary paired George with a volunteer Guide Helper who took him out to the pub once a week for a drink and a game of snooker. She also introduced him to an art class at a local college, where a sympathetic tutor encouraged his interest in watercolour paintings, and to another tutor who gave him some on-to-one tuition in computer skills too.

George began to see that there might be possibilities for enjoying a social life again and developing his talents.

Life Starts to Expand

When Nottinghamshire set up its Communicator Guide Services, George was assigned a guide. As one of his hobbies was gardening, Diane, his Communicator Guide, suggested that he might like to join a Gardening Club. It quickly became evident that George knew almost as much as the club’s leader about gardening. He made lots of new close friends there, and they introduced him of other activities as well.

One member, Alan, told him about a local bowling club for partially sighted people that he attended, and George has been going there with Alan ever since.

George wrote two amusing rhymes about the tutor which gave everyone a good laugh. Edna, another member, thought his poetry excellent and encouraged him to write more.

George becomes a Volunteer

His interest in growing things then led to his involvement at Archway House, with a project for students with learning difficulties. George helped students develop the horticultural side of the project and built up a good rapport with them. Together, they grew bedding plants, made up hanging baskets, tended an organic vegetable plot, and distributed some of the spare vegetables to Brook Farm, a different project – a business run by people with learning difficulties. Throughout this time, his Communicator Guide was supporting him.

Increasing Independence

Because his voluntary work was so successful, he was offered a job as a paid student support worker for West Notts College. He had established ways of communicating with students and other staff so that he no longer needed his Communicator Guide’s support at college. He had also obtained two qualifications and won an award.

City & Guilds Propagation Certificate

At Brackenhurst Agricultural College, George learnt all about seeds and cuttings and did some microscopic work with vegetables. The ways he learnt had to be adapted to his dual sensory loss. Information was prepared on audiotape by his tutors and Communicator Guide, and with their help he was able to take part in the practical work and classroom activities.

He passed this course with credit.

He also went on to obtain the RHS General Certificate, learning about all aspects of gardening. Again, he passed with credit.  For his outstanding achievements, he was rewarded with the Adult Learners Award, presented by West Notts College.  He was nominated for this by the leader of the gardening club.

Poetry

He continues to enjoy producing poetry on a wide range of subjects – wildlife, legends (eg Robin Hood), humour, deafblindness, life. No longer able to read print, he chooses to memorise them all.

B&D Club

This is a self help group which was started by George. He is the Chairman, with Edna, also dual sensory impaired, as Treasurer and his wife as the secretary. It has been running since earlier this year and its membership has doubled in six months. They have obtained substantial funding from a local organisation called Community Champions.

Activities of the Club

At each meeting the club has a touch session identifying objects, one week enjoying feeling their way through a reminiscence pack. George’s interests are reflected in a regular opportunity to identify different plants by smell and touch and a poetry reading session!

The meetings have an educational side as well, They include demonstrations of equipment, ideas about coping, and information from the Deafblind UK magazine.

They provide a rare opportunity for people to meet and make friends with other people in a similar position, and the group arranges the occasional outing.

In Conclusion

George now has a satisfying part-time job and runs a thriving group. He is able to offer something back to the community again. No longer bored and depressed, he is busy again and has high self-esteem. In fact he is so occupied, that he feels he has no time to pursue some of his interests like watercolour painting.  Now less dependent on one-to-one support, he has lots of new social networks.

He is an example of how with a positive attitude and the correct level of support, deafblindness does not need to be an isolating condition, and deafblind people can lead fulfilling lives.
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