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Project Overview
A Study of Deaf-Blind Demographics and Services in Canada” was designed to collect 

· Demographic information about persons who are Deaf-Blind in Canada
· Data about the service needs of persons who are Deaf-Blind and their parents/advocates
· Information about the personal stories of the barriers and successes experienced by individuals who are Deaf-Blind and their parents/advocates
· Documentation of the existing services to meet the needs of persons who are Deaf-Blind and their parents/advocates
· Recommendations and directions for future research. 

The initiative began in June 2003 and concluded in November 2004 

Managing the Project

· The Deaf-Blind Demographics and Services Study was conducted through a grant supplied to the Canadian National Society of the Deaf-Blind (CNSDB) by Human Resources Development Canada
· CNSDB partnered with the Canadian Deafblind and Rubella Association (CDBRA) to plan and implement this study through joint management and advisory committees
· The management committee contracted the Research portion of the project to the Canadian Council of Disability Studies (CCDS)
· The management committee selected a Project Manager to coordinate the overall implementation of the project
· The management committee consisted of the Presidents of the partner organizations
· The advisory committee consisted of participants representing both partner organizations
· The advisory committee was structured to ensure equal participation by individuals who were Deaf-Blind 
· The advisory committee ensured representation from the Deaf-Blind community by providing the necessary communication assistance e.g. Intervenors, notetakers, large print, and other accommodations as required. 
· Full and equal participation by persons who were deaf-blind throughout all aspects of this study contributed largely to the success of this collaborative project

The Canadian National Society of the Deaf-Blind (CNSDB)

 The CNSDB is a national consumer-run advocacy association dedicated to helping deaf-blind people across Canada achieve a higher quality of life.
THE MISSION OF THE SOCIETY is:

· To advocate for new and improved services for deaf-blind people

· To promote public awareness of deaf-blind issues

· To gather and distribute information that will assist deaf-blind persons to become full participants in society.

Deafblind and Rubella Association (CDBRA)

CDBRA is an advocacy/service organization committed to assisting all persons who are deafblind to achieve with Intervention the best quality of life. 

CDBRA believes that: 

· Individualized lifelong Intervention is a right for every person who is deafblind and that Intervention will provide the best possible opportunity to: Communicate, access information, make choices (Regarding: education, recreation, vocations, accommodation; medical, physical, spiritual, and emotional care) and be included in the community

· All persons who are deafblind should live in a safe, healthy environment and have the self respect and dignity due every Canadian. 

· People who are deafblind should have access to continuous appropriate education and training from the time of identification. 

· Partnership is important and must include; the individual who is deafblind, the family, the community and the professionals involved

Definition of "Deaf-Blindness"

In this study, Deaf-Blindness was defined as "a condition, that combines any degree of hearing loss with any degree of vision loss that interferes with communicating and acquiring information; even though Deaf-Blind persons may still have varying levels of useful vision and hearing". 

What is an Intervenor 

Intervenors are persons who are trained to act as the eyes and ears of the individual who is Deaf-blind. Individuals who are Deaf-blind communicate, interact, access information, and experience the world with the help of skilled Intervenors. Intervenors use a variety of specialized communication techniques including sign language, finger spelling, two-hand manual, etc.

Media Campaign
A media campaign was conducted in the early phases of the project:

· to raise awareness of Deaf-Blindness across Canada, and 

· to reach persons who are Deaf-Blind and their families interested in participating in the study and joining the national volunteer registry of persons who are Deaf-Blind

The media campaign included:

· Media releases; fact sheets about deaf-blindness, intervention and Intervenors

· A 60 second spot and 10 minute Beta Roll for airing on television stations across the country

Overview of Research Methodology

The advisory committee developed the research plan which included:

· Formulation and revision of data collection instruments and research assistant training guidelines

· The development of research assistant job descriptions. Where available, the Advisory Committee wished to select qualified persons with Deaf-Blindness as research assistants. Experience working in the Deaf-Blind community was advertised as an asset to applicants for these positions. 

· Hiring and contracting with 14 research assistants who would convene focus groups and gather demographic information. Five of the research assistants selected were persons with Deaf-blindness, one individual was Deaf and the remaining eight had extensive experience working in the Deaf-Blind community.

· Research coordinator conducted training sessions using a combination of conference calls, telephone appointments (one via TTY) and e-mail communication. 
Overview of Data Collection Methods

· The project focused primarily on the demographic research and, in particular, on locating those with acquired Deaf-Blindness and seniors not identified through a previous study

· The research methodology included three components: 

1) 
Focus Groups

2) 
The gathering of demographic data 

3) 
Service provider interviews

Focus Group Meetings

The purpose of the focus groups and individuals interviews was to obtain qualitative information about Deaf-Blindness through:

· documenting personal stories of the barriers and successes experienced by persons who are Deaf-Blind and parents/advocates

· gathering information about the service needs of persons who are Deaf-Blind 

· seeking recommendations for improved services 

· obtaining an overview of the communication devices utilized by those who are Deaf-Blind

Collecting Demographic Information 
· Gathered information on the numbers of persons who are Deaf-Blind throughout 8 Regions/Provinces of Canada: British Columbia/Yukon; Alberta/Northwest Territories/Nunavut; Saskatchewan; Manitoba; Northern Ontario; Southern Ontario; Quebec and the Atlantic Provinces

· Demographic data included age categories, probable causes of the disability and living arrangements

Service provider Interviews

· Service providers for persons with Deaf-Blindness across Canada were contacted by representatives of CNSDB and CDBRA to document types and amount of services provided, service needs, service expansion plans, staff training and gaps in services

Findings From Focus Groups and Individual Interviews with Consumers Who Are Deaf-Blind

· Focus groups for persons who are Deaf-Blind took place in 6 cities (Calgary, Winnipeg, Toronto, London, Montreal and Halifax) across Canada. Intervenors and sign language interpreters were present to provide assistance to the 43 consumers who participated. Computerized note taking and materials in Braille and large print were also available for participants requesting those accommodations

· During a focus group meeting, consumer were asked about their feelings when they first found out (either when they were young or later in their lives) that they were Deaf-Blind, what they did on a “typical day”, how easy or difficult it was to access services in the community, their opinions about the gaps in service to persons who are Deaf-Blind and recommendations for service improvements. They were also asked what assistive devices they utilized to facilitate communication 

How Participants Felt When They First Out They Were Deaf-Blind
· Participants experienced a variety of feelings when they first found out that they were Deaf-Blind.  For those individuals who experienced hearing loss at a younger age and lost their vision gradually, adjustment to the hearing loss was easier than becoming accustomed to a decrease in their vision. For those whose hearing and vision decreased more rapidly, adjustment to the loss of these dual senses was quite difficult. 
· Individuals also described difficulties communicating with those who were not in their immediate social circle as well as challenges conversing with family and friends

· They worried about their loss of independence and mobility restrictions

· They also noted the lack of available emotional support to assist them in dealing with such a “monumental” change in their lives

· A few participants mentioned the negative societal attitudes they experienced as a consequence of their Deaf-Blindness, ie people saw their disability not them as a person!

· Some were disappointed at the loss of jobs or restriction on future job opportunities

· A few interviewees who were congenitally Deaf-Blind found it difficult to identify their feelings since being Deaf-Blind was all they had ever known

How Parents/Advocates Felt When They Realized Their Child Was Deaf-Blind

· Parents/advocates in the two focus groups and those interviewed individually shared a variety of feelings in response to this question. A few parents expressed concern about the medical fragility of their children in cases where medical conditions existed in addition to Deaf-Blindness. 
· Some parents had questions, including: Will an Intervenor be highly trained? Will the school's staff take courses to learn about Deaf-Blindness? Will the teacher have experience in delivering a program to a child who is Deaf-Blind? 

· They felt that their children, and they themselves, had been through so much, and the medical profession didn't always have the answers. 

· A parent recounted how she had come to terms with the loss of her child's hearing but was devastated to learn that her child was also blind. 
· On the one hand, foster parents of a child who was Deaf-Blind told how they felt compassion and helplessness for their "vulnerable, defenseless child." On the other hand, biological parents experienced grief, feelings of guilt and abandonment and a sense of frustration about their inability to communicate with their children. 

· Parents outlined their concerns for the future lives of their children. They also experienced frustration when they sought out information about supports and services and found it to be unavailable.

Participant Opinions About Gaps in Services in the Community 

· Participants reiterated concerns about the shortage of well-trained Intervenors and the lack of intervention programs, difficulties communicating with service providers and the general public

· Members of one focus group noted the insufficient numbers of orientation and mobility specialists to work with those who are Deaf-Blind

· Other Consumers mentioned the inadequacy of training in alternate communication methods (such as ASL or various forms of manual communication)

· Participants in one focus group noted a desire to live in accessible housing close to community services such as public transportation

Consumer Recommended Service Improvements

· Intervention Services

· Public Awareness of Deaf-Blindness in the Community 

· Increasing Accessibility of Community Services to Persons Who Are Deaf-Blind

· Transportation Service

· Counseling and Consulting Services

· Employment Services

· Establishment of Rehabilitation Services for Those who Are Deaf-Blind

· Need for Assistive Devices Programs for Those Not Involved In Education or work 

· Need for More Information in Alternate Formats

· Genetic Testing

Parent/Advocate Recommended Service Improvements tc "Recommended Service Improvements " \l 4
· Increase the amount of funding available to parents for Intervention services, respite care and assistive devices.

· Supports should be put in place to enable children to advocate for themselves, where appropriate. 

· Improve access to community services for children who are Deaf-Blind and also have physical disabilities. 

· Increase medical services and awareness for the older population with congenital rubella syndrome.

· Increase the number of teachers provided by school boards who come into the classroom to meet the needs of children who are Deaf-Blind.

· Improve the quality of education for children who are Deaf-Blind

· Increase the number of orientation and mobility specialists available in schools to meet the needs of children who are Deaf-Blind.

· Provide more after-school tutoring for children who are Deaf-Blind.

· Improve recreation services for children who are Deaf-Blind.

· Improve opportunities for children who are Deaf-Blind to interact with other children who are Deaf-Blind and those without disabilities.

· Establish a program for children who are Deaf-Blind to facilitate the development of social and life skills and relieve the burden from parents of providing instruction in these areas.
Number of persons with Deaf-Blindness in Canada

· The study has estimated that the total number of persons with deaf-blindness in Canada is 3306, representing an index of 11.00 persons with deaf-blindness per 100,000 persons
· The index ranged from 3.9 per 100,000 in Newfoundland/Labrador to 21.05 per 100,000 in Quebec. 
· Most of the researchers believed that their reported numbers under-estimated the full extent of the population of this disability. 
· Distribution of age groupings indicate that the incidence of deaf-blindness increases with age (3.6% ages 0 –5 yrs; 16.1% ages 6-20 yrs; 34.9% 21-60 yrs and 45.4% 61+yrs)

· Of the persons where their classification of Deaf-Blindness was known, 67.7 % were reported as having acquired Deaf-Blindness while 32.3 % were reported as being congenitally Deaf-Blind
· Acquired Deaf-Blindness - A person has acquired Deaf-Blindness if they have become Deaf-Blind after the age of two years. Three types of Acquired Deaf-Blindness are recognized: 1) Pre-lingually Deaf with acquired vision loss; 3) Post-lingually Deaf with acquired vision loss; and 3) Congenital blind with acquired hearing loss. 
· Congenital Deaf-Blindness - A person is congenitally Deaf-Blind if they have become Deaf-Blind before the age of two years.
PAGE  
1

