Title: Providing Worldwide Education on Cluttering: Missions, Goals, and Accomplishments of the International Cluttering Association to Date

Abstract

The International Cluttering Association (ICA) was formed in May 2007 in an effort to increase public and professional awareness of the communication disorder of cluttering, and to provide resources for professionals, consumers and the public. The ICA uses web-based technology to connect researchers, speech-language pathologists, and consumers in an effort to form international, collaborative partnerships designed to encourage production of evidence-based works. This poster presents information about the specific steps taken to grow this organization and foster partnerships, while maintaining a specific focus on consumer and international issues. Description of programs implemented to meet these goals will be provided. 
Background

Cluttering is a communication disorder which has been documented in Europe since 1717. Although cluttering has been researched by a few speech and language professionals, there has been renewed interest in cluttering among professionals of late. Reflecting that renewed interest, and honoring eastern European pioneers in cluttering, the First International Cluttering Conference was held in Bulgaria in May 2007. Here sixty individuals from eighteen countries met to share their research, their work and their insights about cluttering. It was at this conference that a unanimous decision was made to form the International Cluttering Association (ICA).
Purpose
The primary goal of the ICA is to increase public and professional awareness about this communication disorder, so that ultimately more effective treatments can be established.  In addition, given that those who clutter offer an inside perspective to the disorder, and that a significant portion of cluttering research has been done outside the United States, it is of primary importance to the ICA that: 1) the consumer (i.e. the person who clutters) is represented; and 2) representation is international.  
Methods

Several measures have been adopted to accomplish the missions of the ICA. A website was established as a central communication link between the public, consumers, researchers, and clinicians. An ICA executive committee was formed, and chairs were appointed to the following committees: Consumer Issues, Clinical Issues, Research/Academic Issues, Membership, Organizational Development, and Website. 
Committee chairs and members were recruited from among consumers, researchers and clinicians worldwide. 
In order to fulfill its mission of international focus, a committee of international representatives was formed. This committee is headed by a chair who is well-connected in the field of speech-language pathology internationally, as well as an advisor who has worked extensively in the field of international research. 

To fulfill its missions of education, resources have been posted on the website related to the areas of general information about cluttering, as well as information regarding assessment and treatment. The website’s available resources now include clinical materials, a database for clinicians, a bibliography on cluttering, publicly available books or manuscripts on cluttering, and software downloads. It also contains media material demonstrating cluttered speech, and in one case, a handwriting sample. A second world congress is anticipated in three years, and educational forums are expected to begin in the near future and to be ongoing. 

Consumer issues have been a primary area of focus, with links on the ICA website to online support groups, and guidance in locating clinicians with experience diagnosing and treating cluttering. The ICA also maintains close contact with the existing cluttering online support group, frequently seeking the input of those with cluttering and their family members. A recent survey among support group members regarding use of person-first terminology was initiated in order to ensure consistent use of preferred terminology among the ICA as an organization.
Finally, the ICA hopes to serve as a springboard for the development of partnerships among consumers, researchers, and clinicians that lead to collaborative, evidence-based research projects. A scholarly paper is being planned between international researchers regarding the current state of the definition of cluttering. This paper will be peer reviewed by those outside of the ICA, and posted on an online forum for discussion among the public and professionals. It is hoped that discussion of the paper will lead to the formation of research partnerships, ultimately leading to specific evidence-based projects in the field of cluttering. 

Results
ICA membership has grown from an initial membership of 40 to its current membership of 77. Eighteen countries are currently represented within the ICA, and portions of the website have been translated into two different languages. Work is ongoing to further expand international representation and languages in which the website is offered. Students, clinicians, and parents alike have emailed regarding the helpfulness of current resources. 
The ICA website is easily recognized as an international organization by the large contingent of country representatives. As a group these representatives offer unique potentials. Within their country they can help spread the word about cluttering by passing on the information available through the ICA website and improve and touch the lives of those who clutter and their significant others. The country representatives are very helpful also to the rest of the organization, as they can provide information about the unique circumstances of people who clutter in their country, what help is available to them now, and what unique help may be needed that takes cultural diversity into consideration.

Future Directions
Although the ICA has made significant progress towards its goals and missions, much work remains. There are ongoing reports of misdiagnosis of cluttering vs. stuttering, and countries where there is no professional help available for those with cluttered speech. Consequently, there is a continued need to educate the public and professionals alike about cluttering. Through continued expansion of its web-based programs and other offerings, the ICA hopes to continue making progress toward its goals and missions, serving as the link that will connect consumers and professionals to work toward a solid definition of cluttering and evidence-based treatments.
