The Dutch Knowledge Center 
for Deafblindness

“Deafblind persons must be able to organize their lives in the way they personally want”

By: Christoph Marthaler, Director

Definition of deafblindness 

Deafblindness is the combined sensory handicap of deafness and blindness (total or partial) that results in people becoming so restricted in their possibilities to communicate and to obtain information and in their mobility that they depend on special aids for the deafblind.

The unique care requirements to deal with this handicap are considered in the support and the organizational structure of LED and its partners.

Prevalence

A prevalence study in early 2004 by the Dutch Institute for Care and Welfare (NIZW) commissioned by LED concluded that there are some 8,500 deafblind people in the Netherlands. Most are older than 65. The researchers expect that many more people in the Netherlands suffer from old-age deafblindness than estimated until now. A follow-up study is being conducted now.

History

· 1982 – 1999: Association for the Deafblind (Bilthoven)

· 1999 – 2001: Deafblindness unit of Association for Service Providers to the Handicapped (Utrecht)

· December 2001: establishment of LED, merger of two initiatives of client organizations and care institutions

· January – October 2002: startup phase of LED under interim director Liesbeth Geerits (Maarssen)

· November 2002: Christoph Marthaler appointed as director (Maarssen)

· April 2003: Annette de Boo appointed as project staff official, Wim van Welsen as management assistant (Maarn)

Supervisory Board

· AnneMieke Bökkerink, independent chairperson

· Ton Visser, secretary (represents Viataal)

· Hans Welling, treasurer (represents VIVIS*)

· Rob Dunker, member (represents SSBD**)

· Ab van Dijk, member (represents VIVIS*)

· Pieter Hermsen, member (represents Kalorama) 

· Willem Pracht, member (represents SSBD**)

*   
VIVIS stands for: Joint Institutions for People with a Visual 
Handicap

** 
SSBD stands for: Association of Joint Interest Groups of and 
for the Deafblind and their Environment

Position in the field

LED is a fully independent intermediary. 

Not an extension of executive care institutions or of representative lobby organizations.  

Activities

Bundling, supplementing and dissemination of expertise related to deafblindness, divided into eight core activities: 

· Information management

· Networking

· Promoting awareness

· Promoting knowledge

· Information and referral service

· Research

· Care coordination teams

· Chaperon service

Information management

· Set-up, maintenance and growth of databases, address files, libraries, research findings, etc. 

· Precondition for an expertise center

· Collaboration with Dutch (incl. NIZW) and international partners ( incl. Information Management Network of Deafblind International, DbI)

Networking

· Platform function, bringing players together

· Stimulating cooperation and mediate in conflicts

· Close cooperation with care institutions and with SSBD, the Association of Joint Interest Groups of and for the Deafblind and their Environment

· Member of a chat group of deafblind people

· Member of DbI and contacts with the World Federation of the Deafblind

Promoting awareness

· Creating awareness of deafblindness and of the consequences for the lives of the deafblind and their environment

· Promoting awareness among target groups 

· Information via mass media (newspapers, radio, television)

· Publications via own channels (website, digital newsletter, folders)

· Customized information (events, lectures, presentations)

· Direct meetings with individuals and groups

Promoting knowledge

· Deeper into the subject than awareness promotion

· Especially aimed at professionals and volunteers who regularly work with the deafblind in a performing or policy-setting role

· Seminars, symposia, practical training

· Educational programs

· Contributions to professional journals and other target group publications

Information bank and referral service

· Readily accessible vademecum for all questions related to deafblindness

· For all those interested in deafblindness

· We may not be the experts on deafblindness, but we know exactly where to find the right person quickly

· No consulting or lengthy advisory programs, no legal proceedings or public programs

Research

· Research broker

· Practical themes from partners in the field

· Commissions research projects, supervises the research effort

· Smaller projects conducted by LED team itself

· Working with international websites: complement each other and benefit from the results of others

Care coordination teams

· Six care coordination teams in the Netherlands

· Team members are specialists in the field of deafblindness, usually work in care institutions 

· Formulate care arrangements for deafblind clients and coordinate the treatment

· Care coordination teams work independently, their chairpersons meet twice a year. The LED director chairs these meetings. LED also supports the care coordination teams in the performance of their tasks

Chaperon service

· People with a combined hearing and visual handicap, who live with their parents or on their own

· Right to 208 hours per year of paid chaperon service

· Shopping, exercising or out for a day

· Chaperon must be able to communicate easily with the deafblind person but is not a certified interpreter

· LED supports and facilitates the steering group of the Chaperon Service and the Executive Unit of Viataal in cooperation with Kalorama and Visio
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