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Life is a succession of lessons which must be lived to be understood. 

Helen Keller

Introduction

We are very pleased to be here today. Our first international session duet. We want to say from the outset - we are sharing what we know from the experience lived not from a book of theory read but untried. We have lived this experience from an organizational way for the past 10 years. Jane of course as you heard in the plenary is the expert of the two. We wan the presentation to be informative and fun. No matter how hard we try to be professional, serious and dedicated, we always manage to see the humour in our mistakes, have fun and keep going. We feel in some ways like we've opened the door to a place where Deaf-Blind people are managers, consultants and on Steering committees self-determining their futures. How the heck did that happen? We have asked ourselves that question in order to bring you what we are considering to the moment "our best practices'. We would love your input and ideas at the end of our presentation and on an ongoing basis into the future. 


First off we want to share the story of the Canadian National Society of the Deaf-Blind (CNSDB)
Canada's first person to obtain a University Degree was Mae Brown who acquired Deaf-Blindness at age 18. Mae wanted to become a Social Worker to help other people with the same problem she had. She reached her goal after taking courses two nights a week for eight years and attending university 12 months a year for five years.

Mae only worked as Deaf-Blind Counselor at the Canadian National Institute for the Blind (CNIB) for 18 months then died very suddenly from another brain tumour like the one that had caused her to be Deaf-Blind in the first place but what she began in those few months has resulted in what Deaf-Blind people enjoy in Canada today

Mae started a club in Toronto area called Hand Highway Club. After Mae died and the staff in CNIB Deaf-blind Services helped the Deaf-Blind members of the executive carry on a good program as many of the original volunteers had grown older and were no longer attending. In 1986 they actually formed the Canadian National Society of the Deaf-Blind.

Kerry Wadman who also worked at CNIB became the first President of CNSDB and continued this role for close to 10 years. 

One of Mae Brown’s dreams was to have a place exclusively for persons who are Deaf-Blind to live safely with adequate Intervention provided in the communication method they preferred. Kerry Wadman the CNSDB President was a leading force behind the formation of Rotary Cheshire Homes that opened in 1992. This is a one of a kind 16-suite apartment block in Toronto Ontario.

It has been almost 20 years since CNSDB was first formed, although we have grown considerably there are still many areas that need to be addressed to make this a more National organization. Recently with the Joint Project a few other developments we have started to fill some of the objectives that were set out in 1985.

CNSDB Objectives as written in the letter patent:

(a) to develop, operate and maintain programmes, and to provide support resources across Canada for the purpose of the advancement of the recreational, social, economic and educational opportunities of deaf-blind persons so that they may be full participants in Canadian society;

(b) to establish, operate, maintain, equip and erect centres for the purpose of the advancement of the recreational, social, economic and educational opportunities of deaf-blind persons so that they cay be full participants in Canadian society;

(c) to raise funds to provide for the continuation and support of such centres and programmes;

(d) to distribute the funds so raised after the payment of expenses among such centres and programmes as may be directed from time to time by the Board of Directors of the Corporation;

The Joint Project recently undertaken by CNSDB and the Canadian Deafblind and Rubella Association (CDBRA) was a grant applied for and awarded to CNSDB. The grant was approved by the Human Resources Development Canada (HRDC) a department of the Federal Government in Canada to reach one of the goals in the letter patent (letter G)

(g) to enter into any arrangements with any authorities, federal, provincial, municipal, local or otherwise, including agreements for application of federation with and other centre, school, college or university, where such agreements or arrangements are conducive to the Corporation's objects, and to obtain from any such authority and rights, privileges and concessions which the Corporation may think it desirable to obtain, and to carry out, exercise and comply with any such arrangements, agreements, rights, privileges and concessions;

The program under HRDC was a Partnership Program and we invited the Canadian Deafblind and Rubella Association to partner with us. The project was to be a demographic study of not only the number of people who are Deaf-Blind in Canada but also the services available to them. Under this partnership we also contracted the Research portion of the project to the Canadian Council of Disability Studies (CCDS)

Through the Joint Project the Canadian Deaf-Blind Council (CDBC) was formed where CDBC will be the holder of the information and this will mean CNSDB and CDBRA work together. CDBC is equally divided members from CNSDB and CDBRA. (Letter h and I of the letter patent):

(h) to operate with other organizations, whether incorporated or not, which have objects similar in whole or in part to the objects of the Corporation;

(I) to promote community awareness of, and to educate the public with respect to, the contributions and needs of deaf-blind persons in Canadian society;

(J) the Corporation shall be carried on without the purpose of gain for its members and any profits or other accretions to the Corporation shall be used in promoting its objects;

It is our dream by completing this project successfully we will be able to lobby the Federal Government for a yearly operational grant as currently CNSDB relies solely on donations and volunteers. The Board conducts all meetings by email and it is seldom we get together for a face-to-face meeting. 

CNSDB puts out a quarterly newsletter to it’s members across Canada but the cost is one of our main concerns as it must be published in both official languages of French and English, in large print and in braille both contracted and uncontracted. 

CNSDB-CDBRA Joint Project
Over the past couple of years in Canada, a National Research project took place funded by a department of the Canadian Government. Its intention - to account for the number of Acquired Deaf-Blind Canadians and the current services they receive. After compiling the information a media campaign was designed to educate the Canadian public about this part of Canadian society. 

First, let us begin by proudly talking about how the Advisory committee for the National Research project was structured. 

The Advisory Committee for the CNSDB – CDBRA Joint Project which was funded by Human Resource and Development Canada was purposefully structured to ensure equal participation by Deaf-Blind individuals. It was felt from early on that to be successful everyone would have to accept that Deaf-Blind persons matter and so too does their opinion. This may sound oversimplified, however, it was felt that historically many "good intentioned" individuals had done the talking for Deaf-Blind persons. As well, it should be noted that CDBRA had a strong parental approach - understandable since many parents were in the best position to speak for their children. CNSDB on the other hand was insistent that this new not be extended to the acquired Deaf-Blind population who could quite capably speak for themselves. The experts one might say. The project management team consisting of the existing presidents of both national organizations created the advisory Committee. Requests for a project manager were sent across the country. 
    

A well-known individual to both groups was hired by consensus. 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. 

Trust between the two groups was paramount to the success of the project. Advisory committee meetings were held four times throughout the duration of the project. 
The face-to-face interaction accomplished much more inclusion of the Deaf-Blind perspective. E-mail communication was used throughout but the touch; feel and sight of the round table meeting were crucial. 

It is felt strongly by all involved that the philosophy of the national research project to include Deaf-Blind individuals at every interval and level is responsible for its recent success. 

In closing, again accept our sincere thanks for allowing us to share our experience and as well the opportunity to demonstrate tangibly how Deaf-Blind individuals are currently making a difference. In no way are we painting a picture of perfection of completeness but rather a sketch that has many more colours and character to be added. 

Respect means everything and is paramount to all that we've shared. 



HRDC PROJECT

 Introduction

For many years, people who are deaf-blind and their families, advocacy and service organizations and professionals have recognized the necessity of developing a better understanding of the numbers of persons in Canada who are deaf-blind. In the 1980s, a special task force (The Task Force on Services to Deaf-Blind Persons in Canada) was appointed by the Federal Government to report on service needs for persons who are deaf-blind in this country. In 1984, the task force tabled its report to the Federal Advisory Committee on Services to Deaf-Blind Persons in Canada. This document was entitled: 'Task Force On Services to Deaf-Blind Persons in Canada in 1984’. Recommendation Number 21 of that report stated "only through accurate statistical data on deaf-blindness and deaf-blind persons in Canada can appropriate services be planned and delivered." Until recently, nothing concrete developed from these recommendations.

The Canadian National Institute for the Blind (Deaf-Blind Services) attempted to develop a Registry to meet the task force recommendations, but found it necessary to abandon its efforts for financial reasons. With this background, the Canadian Deafblind and Rubella Association (CDBRA) undertook a project to establish a National Registry of Canadians who are Deaf-blind.

A total of 777 persons who indicated they had deaf-blindness volunteered for the National Registry Project during the period 1999-2001. The report suggested that this number represented 10-15% of the total Canadian population of persons with this disability. 

The Canadian National Society of the Deaf-Blind (CNSDB) (a consumer advocacy organization representing Canadians who are deaf-blind) believed it was extremely important to better determine the total population and geographic distribution of persons with deaf-blindness within Canada. Furthermore, they wanted to ascertain the numbers with acquired deaf-blindness, with a particular focus on the senior population. It is believed that the Registry project was significantly over-represented by persons with congenital deaf-blindness. Verifying the existence and geographic location of these individuals would provide a more valid description of the status of the deaf-blind population in Canada. This would greatly assist service organizations, governments and community groups which provide or advocate for services and supports to meet the needs of this population. 

With this in mind, the CNSDB joined with the Canadian Deafblind and Rubella Association (CDBRA), an advocacy/service organization primarily representing people with congenital deaf-blindness) to undertake the Deaf-Blind Demographics and Services in Canada Project. Funding was obtained from The Social Development Partnerships Program, Human Resources Development Canada. The Canadian Centre on Disability Studies (CCDS) (a research and education organization located in Winnipeg, Manitoba) was contracted by the sponsoring organizations to coordinate the research portion of the project. 

This research located some of the balance of Canadians who were not registered as deaf-blind during the national registry project. The study found an estimated total of 3,305 Canadians who are deaf-blind. The information gathered adds to the current registry database, identifies and evaluates existing services that are available and accessible to persons who are deaf-blind and provides important quality of life data about the personal stories of the barriers and successes experienced by this population, their service needs and recommendations for additional services. It enhances significantly already published data on deaf-blindness in Canada. This project provides up-to-date and relevant information that will be maintained and continually updated by the Canadian Deaf-Blind Council (a joint body composed of the Canadian National Society of the Deaf-Blind and the Canadian Deafblind and Rubella Association. 

Project Overview

"A Study of Deaf-Blind Demographics and Services in Canada" which was designed to collect (1) demographic information about persons who are deaf-blind in Canada; (2) data about the service needs of persons who are deaf-blind and their parents/advocates; (3) information about the personal stories of the barriers and successes experienced by individuals who are deaf-blind and their parents/advocates; (4) documentation of the existing services to meet the needs of persons who are deaf-blind and their parents/advocates and (5) recommendations and directions for future research. The initiative began in June 2003 and concluded in November 2004. 

Media Campaign

In addition to the research portion of the project, a media campaign was conducted 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 registry began in 1999 with the launch of CDBRA's National Registry Project and continues.

A 60 second spot and a B. Roll were also produced for airing on television stations across the country. These were designed to raise the profile of deaf-blindness and draw attention to the major study findings. The 60-second spot and the B. Roll preceded the launching of a full- scale media campaign to disseminate the findings.

A toll-free number was set up to deal with calls resulting from the media outreach and to respond to inquiries from persons who are deaf-blind and their families interested in the project or the volunteer registry. 

Overview of Research Methodology

The advisory committee developed the research plan (see below) and agreed to use the definition of deaf-blindness developed by the Resource Centre for Manitobans who are deaf-blind.  

Between July and December, 2003, activities were devoted to the development of the project research plan, the formulation and revision of data collection instruments and research assistant training guidelines, the development of research assistant job descriptions and hiring and contracting with 14 research assistants who would convene focus groups and gather demographic information. Once data collection instruments were developed and approved by the Principal Investigator and advisory committee, the project underwent a successful ethical review through CCDS.

In January 2004, the research coordinator provided training to research assistants. The original plan was to convene two half-day training sessions (one for focus group research assistants and the other for demographic research assistants), both of which would be conducted by conference call. Due to the difficulties of accommodating the schedules of research assistants and the complex communication needs of those who are deaf-blind and who indicated they would prefer to do training via e-mail, the original training plan was revised. The research coordinator conducted training sessions using a combination of conference calls, telephone appointments with individual research assistants and e-mail communication. Training was also provided to one research assistant who is deaf via TTY. 

Data collection activities began in February 2004 and concluded in July 2004. The remainder of the project was devoted to analyzing the information collected, the preparation of this report and dissemination of the study findings.

Definition of "Deaf-Blindness"

In this study, Deaf-Blindness was defined as "a condition, which 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". 

Five broad classifications of deaf-blindness were recognized: 1) congenital deaf-blind; 2) acquired deaf-blind:  pre-lingually deaf with acquired vision loss; 4) acquired deaf-blind: post-lingually deaf with acquired vision loss; and 5) acquired deaf-blind: congenital blind with acquired hearing loss. 

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 the 1999-2001 CDBRA National Registry Project. The Advisory Committee also believed it was important to acquaint provincial and federal governments, and community groups with the extent of deaf-blindness across the country, and an estimate of the numbers of persons who are deaf-blind in the population. This would provide a more realistic portrayal of persons with this dual disability and the nature of the service needs of these individuals. 

The research methodology included three components: (1) Focus Groups; (2) The gathering of demographic data and (3) Service provider interviews.

The CCDS research team was responsible for carrying out the focus groups, gathering the demographic data and for data analysis. The service provider component of the study was undertaken by representatives from the sponsoring organizations (CNSDB and CDBRA) Throughout the project, the research coordinator provided ongoing supervision and guidance to the 14 research assistance conducting the focus groups and gathering the demographic data.

Focus Group Meetings

The purpose of the focus groups and individual 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. In addition, information was gathered about the service needs of persons who are deaf-blind and parents/advocates, recommendations for improved services and an overview of the communication devices utilized by those who are deaf-blind. Each focus group accommodated up to eight participants, and was intended to encourage openness and sharing. The focus group and interview data complemented the quantitative information from the demographic research portion of the study.

Collecting demographic information

Research assistants collected demographic information in 8 regions of Canada.

These researchers gathered information on the numbers and location of persons who are deaf-blind, along with additional pertinent demographic data including age categories, probable causes of the disability and living arrangements. The demographic information was obtained primarily through telephone and e-mail interviews with administrators or directors of community organizations, disability groups that serve people who are deaf and/or blind, deaf-blind individuals, seniors residences, seniors resource centres in the community, personal care homes and personal care home associations, regional health authorities and medical associations. Other sources of contact included: government departments, directors of disability services offices at universities and colleges, etc. 

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.

Data Analysis and Dissemination

The individual reports from the focus group leaders and demographic research assistants were analyzed for this report. These reports are summarized in the appendices. The final project report was disseminated to agencies and organizations serving deaf-blind Canadians and parents/advocates, disability associations, community groups, governments, etc. across Canada. In addition, the final report will be posted on the websites of the partner organizations, CNSDB and CDBRA and eventually to the website of the Canadian Deaf-Blind Council (CDBC) when this site is developed. The URL for the CNSDB site is: http://www.cnsdb.ca, and the URL for the CDBRA site is http://www.cdbra.ca. 

Outcomes of the Research
Persons who are deaf-blind and their families will be made aware of available services and resources within their provinces and communities. Service providers will gain information about the extent of the deaf-blind community within their jurisdictions and about resource material available from the Canadian Deaf-Blind Council (CDBC). The CDBC is composed of the CNSDB and CDBRA.

Provincial and territorial governments and their agencies will benefit from having an up-to-date survey of the deaf-blind population and the services available to these residents. This will help them determine if the existing services are sufficient, in quality and quantity, to meet the needs of the deaf-blind population.

Presentation of Research Findings

Some of the data collected were quantitative. Findings from focus groups and individual interviews are presented with the following indications of numbers or prevalence of responses:

"A few" equals two to five participants;

"many" equals more than five participants;

"most" equals more than half, i.e. the majority of the participants;

"all" equals all participants.

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 separate cities 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. Individual interviews were carried out with six respondents in Montreal using LSQ Les Sonds Du Quebec ie sign language for those who speak French. In total, 44 consumers (29 females and 15 males) ranging in age from their mid-20s to 70 years and over were involved in the focus groups and interviews. The majority (42) had acquired deaf-blindness while two were congenitally deaf-blind.

During a focus group meeting, consumers 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 services 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 Found Out They Were Deaf-Blind
Participants experienced a variety of feelings when they first found out (either when they were young or later in their lives) 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 who lost their hearing and vision more rapidly, adjustment to the loss of these dual senses was more difficult. 

Loss of independence was a common thread among all participants. This decrease in independence was accompanied by feelings of loneliness, isolation, depression and emotional struggles. Feelings of sadness, anger, frustration, disappointment and a sense of failure were also expressed. Three individuals talked about being suicidal. 

Another prominent theme related to the mobility restrictions experienced by consumers at the point when they were losing their vision. 

Individuals also described difficulties communicating with those who were not in their immediate social circle as well as challenges conversing with family and friends. 

Many participants with acquired deaf-blindness outlined the excellent support they received from the Canadian National Institute for the Blind (CNIB), CNSDB and other service and consumer organizations. However, some respondents indicated they received insufficient support, and others wished that counselors or medical professionals had referred them to appropriate services and supports when they first became deaf-blind. They possessed insufficient information about the capabilities of people who are deaf-blind or existing services, communication devices, etc. They also noted the lack of available emotional support to assist them in dealing with such a "monumental" change in their lives. 

A few individuals expressed disappointment at the loss of current jobs or future employment opportunities. 

A few participants mentioned the negative societal attitudes they experienced as a consequence of their deaf-blindness. 

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.

Several consumers described their changes in attitude as they came to terms with their disabilities.

What Consumers Do On A Typical Day

Consumers provided a list of the activities in which they were involved on a regular basis. In some ways, these pursuits were no different from what people without disabilities did. However, several factors influenced the degree to which individuals who are deaf-blind experienced “a typical day". Those who possessed sufficient sight and vision to live independently tended to be involved in more activities than those who were less independent. Those who had access to the support of intervenors participated in a greater number of activities as a result. In addition, consumers who were employed, attended college or university or were involved in volunteer pursuits had a greater degree of routine in their days.

Individuals were involved in a wide range of activities. Examples included: managing medications, doing things around the house, i.e. cooking, cleaning, laundry, taking care of children and family, crafts, doing yard work, doing home repairs, working on the computer, volunteer work of various kinds, going to exercise or fitness classes, going shopping, going for walks, going to church, reading, watching TV, listening to music, visiting friends, entertaining company, playing cards, fishing, boating, crossword puzzles, involvement in part time work such as working as an intervenor or for a literacy program, attending college, looking for employment, etc.

A few participants stated they required assistance from home care or support workers due to the nature of their disabilities (they had physical disabilities in addition to their deaf-blindness). 

The report of one focus group summed up the feelings of many individuals regarding "a typical day". "There is no typical day for any one of these consumers. Their week is full of a variety of activities, some done independently, and some, which require an intervenor to fulfill. It is clear that in order to participate many community activities; they can only do so with the involvement of an intervenor."

How Easy or Difficult Is It for Consumers To Access Services in the Community 
Without exception, all focus group participants indicated the major obstacle to accessing services in the community related to the unavailability of sufficient intervention services. The amount, quality and quantity of services varied from province to province than those deaf-blind persons who live on their own in apartments. The quality of services also varied from province to province which, at least in part, can be explained by the quality and quantity of intervenor and interpreter training programs.

Some Canadian provinces such as Manitoba, have good-quality training programs for both intervenors and interpreters. Interpreters have opportunities to train as intervenors if they wish to do so. In other places, intervenor training is offered by more senior intervenors. In some provinces, community colleges provide intervenor and interpreter training programs.

Participants described the necessity to depend on friends and family to provide intervention services when paid or volunteer intervenors were unavailable. Some were afraid they would wear their relationships with friends and family too thin as a result of needing to depend upon them. 

A few participants found it more difficult to undertake home-based activities such as cooking or reading because intervenors were not always available to assist with these pursuits. Respondents described the difficulties becoming involved in community activities without the assistance of intervenors. Such activities included taking walks, going shopping or to the bank, doing volunteer work, attending recreation programs or social events, etc

Getting to doctors' appointments and, once there, communicating with medical professionals presented major obstacles. 

From the above discussion, it is clear that those who are deaf-blind find it easier to access community services with the support of intervenors and that, when those services are absent or in short supply, participating in daily activities becomes increasingly difficult.

The need for an emergency pool of intervenors to work on a casual or on-call basis in the evenings and on weekends or when regular service providers are on vacation was also cited. Such a pool would be useful in situations where individuals encountered medical or family emergencies. This applies particularly to children, families and adults who regularly receive intervention services during the day. In a few locations, participants mentioned the availability of emergency services, but this was not the case in all provinces.

When out in the community challenges arise when service providers at banks, stores, restaurants and other public facilities do not speak clearly or take the additional time to understand the needs of consumers who are deaf-blind. 

One participant stated she was embarrassed to ask individuals to constantly repeat themselves and feared that people would get frustrated with her or form opinions about her cognitive abilities. Another consumer tries to sit or stand in a corner to be able to see the service provider's face and to read their lips. Lighting in public facilities is often poor which makes lip reading or using sign language more difficult. In particular, consumers in one focus group emphasized the invisibility of the hearing loss. 

A participant in this same focus group indicated he was disappointed with the support from government and social service agencies. He felt that when he dealt with these organizations he could hear the lack of respect for him in the voices of the very people who were employed to assist him. 

Another major communication difficulty related to accessing information via the phone.  Participants relayed how frustrating it was to get answering machines. It was difficult for many of them to hear people's voices on the phone but almost impossible to make out mechanical sounding voices on answering machines or automated services. 

Other respondents described problems with telephone relay services including poorly trained staff and difficulties dialing the phone or looking up telephone numbers. Several people identified a possible solution to some of the phone-related problems. A consumer who can speak can call the operator, explain his situation and ask for a "special call". The operator should then dial and connect the individual to their party at no extra charge. Another solution is to call 411 or zero, which can be accessed as a visually impaired person at no charge. The operator will look up telephone numbers in the directory and dial these numbers if requested to do so. Respondents also mentioned the lack of TTYs in some public facilities such as hotels, restaurants, banks, stores, medical clinics, government offices, etc. In some cases, service organizations have TTYs, but these devices are not used on a regular basis.

Utilizing public transportation proved difficult for many consumers because of their limited vision and hearing, and these individuals felt safer traveling with intervenors. These respondents mentioned that signs are too high or written in print that is too small to be easily read and bus schedules are not provided in alternate formats e.g. Braille to print. Focus group participants in a city where there is a subway system noted the absence of Braille labels on entrance doors, walls, platforms, stairs, escalators and elevators and that lighting was poor. It is possible for individuals to become lost in these locations, thus necessitating the need to seek directions from passers-by who do not know sign language or other communication methods utilized by those who are deaf-blind e.g. sign language, hand over hand communication, etc. Using the public bus system also presented challenges for consumers in the same focus group because drivers are not familiar with communication methods needed to converse with those who are deaf-blind.

Many participants outlined problems with specialized transportation systems for those with disabilities. These included: The use of complicated booking systems which could only be accessed via telephone, scheduling difficulties, late rides, long waiting times and problems in transferring in and out of vehicles. Staff of these services had access to TTYs, but, in some cases, these devices were not utilized. 

In terms of traveling independently, some consumers experienced limitations because of the absence of intervenors to provide orientation, guidance and intervention services. 

The physical inaccessibility of public buildings and facilities was also identified as a stumbling block to accessing services in the community for persons who are deaf-blind. This included poorly lit areas and building features such as elevators, doors, stairs, etc. that were not labeled in Braille or large print. Room numbers on doors were inaccessible and some signage was located too high to be easily seen. This made it more difficult for consumers to obtain needed information about the surrounding environment. As a related issue, information about available services was not always provided in accessible formats such as Braille, large print or computer disk. Utility bills and restaurant menus should also be available in Braille or large print.  

Several participants indicated that medical professionals and other service providers did not understand the role of the intervenor in facilitating communication with people who are deaf-blind. 

The professionals who are employed by organizations which provide intervention and/or interpreters for people who are deaf-blind are guided by codes of ethics or confidentiality which require employees to keep client-related matters confidential. 

Only a few participants were employed full or part time, and employment services were identified as difficult to access. Consumers stated they felt employment counselors were aware of the needs of those who were blind or deaf but possessed limited knowledge of the concerns of people who were deaf-blind. Participants in one focus group stated they felt it was more costly to accommodate the needs of deaf-blind people in the workplace. A few members of this group noted they preferred not to be labeled as deaf-blind because "they could still use their remaining vision and wish to avoid any discrimination on the part of employers who were unfamiliar" with deaf-blindness.

These same consumers expressed concern about the lack of sheltered workshops in their province to provide work experience to those who are deaf-blind. They also believed that some people who are deaf-blind become self-employed not by choice but because they are unable to secure employment in the competitive labour market. Group members felt that an income subsidy should be provided to those who embark on self-employment.

Respondents in all focus groups and individual interviews overwhelmingly indicated that accessing services in the community is made more difficult because members of the general public do not understand the needs of those who are deaf-blind, ways of communicating with these consumers or the vital roles intervenors play in facilitating communication. The situation is further compounded because the consumer cannot explain to the service provider why he cannot read the notes. This could communicate the mistaken impression that the deaf-blind individual is illiterate. Misunderstandings occur because some people who are deaf-blind do not have good English skills and have difficulty expressing themselves in writing. Intervenors are required to facilitate communication. Access to information would also improve if materials were made available in large print, computer disk, Braille, etc.

Members in one focus group described the gaps in public education and sensitivity training to employers, medical professionals, service providing agencies and the general public. 

Participant Opinions About Gaps in Services In the Community

Not surprisingly, difficult services to access in the community were also identified as service gaps. Participants reiterated the points discussed above concerning the shortage of well-trained intervenors and the lack of intervention programs, difficulties communicating with service providers and the general public. Problems with public and specialized transportation services, as well as the accessibility of buildings and facilities. Again, these were emphasized as services that required improvement. Consumers also described the inadequacy of awareness programs in the community to enable members of the general public to learn about the needs of those who are deaf-blind. If public education activities were increased, this would alleviate some of the frustrations experienced by citizens who are deaf-blind in accessing community programs.

Members of one focus group noted that there is little information provided in accessible formats about services and activities in the community. Accessing information via the telephone was re-emphasized as a service gap, and consumers reiterated the needs for more effective employment and counseling services to people who are deaf-blind.

Many individuals mentioned the excellent support received from disability organizations such as the CNIB and groups like CNSDB and CDBRA. However, others were more critical of the supports provided to individuals who are deaf-blind. Members of one focus group noted the insufficient numbers of orientation and mobility specialists to work with those who are deaf-blind. These specialists should be available for consultation about personal travel. Several participants noted that orientation and mobility personnel are rarely consulted when designing the layout or during the construction of public buildings. Other consumers mentioned the inadequacy of training in alternate communication methods (such as ASL or various forms of manual communication) and that there was a need for additional case management and support services. A number of participants suggested the development of separate organizations to provide a range of supports and services to consumers who are deaf-blind including the provision of intervention programs.

Members of three focus groups indicated that their provinces did not currently operate assistive devices programs for those consumers who are not participating in the workforce or attending school. This makes it difficult for individuals not involved in these pursuits to access technology to enhance the quality of their lives through the increased ability to obtain information, handle correspondence or communicate with the outside world via the internet. For those people who already have technology, there is a lack of financial support for technological upgrades in many provinces. 

Participants in one focus group noted a desire to live in accessible housing close to community services such as public transportation. These individuals felt that this would decrease the isolation they experienced as a consequence of needing to depend on others to drive them to community activities such as recreation programs or shopping. They viewed such housing as being more expensive, and they recommended the provision of housing allowances either as rent subsidies or as financial assistance to those wishing to purchase affordable accessible housing. 

Recommended Service Improvements

The following overall recommendations emerged from the focus groups and interviews with consumers:

· Intervention Services

· Public Awareness of Deaf-Blindness in the Community:

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

· Transportation Services

· Counseling and Consultation 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

 Summary of Focus Group Findings
Recommendations for service improvements were also delineated. Consumers offered suggestions for improving public and specialized transportation services, the accessibility of buildings and facilities, receiving information via the phone, communicating with professionals and the general public, facilitating the availability of information about deaf-blindness and community resources and increasing social and recreation services in the community. In addition, respondents who are deaf-blind pointed to the need for consultants to facilitate liaison with the service system and improved rehabilitation services (including counseling, orientation and mobility and employment). 

Consumers and parents overwhelmingly recommended that federal and provincial governments provide increased funding for intervention services for persons who are deaf-blind to facilitate their access to community services. Those communities, which do not currently have intervention programs, should put these initiatives into place. In addition, there is a need to decrease waiting times for services and to provide emergency pools of intervenors for evening and weekend work (this applies to children, families and adults who regularly receive intervention services during the day), medical and other emergencies and vacation times. Federal and provincial governments should increase funding for intervention training programs to increase the numbers of highly trained professionals working with those who are deaf-blind.

Consumers and parents pointed to the need for the implementation of public awareness programs to highlight the needs and capabilities of persons who are deaf-blind and to reduce the misconceptions among governments, the service sector and the general public about the uniqueness of this dual disability. In addition, respondents who are deaf-blind and parents identified the need for federal and provincial governments to implement assistive devices programs for those not currently involved in education or work to increase the quality of life for persons who are deaf-blind. This would provide increased access to information, enhance abilities to use the Internet and assist consumers to improve writing skills. 

Parents and consumers alike also expressed the need for increased information about assistive devices and the availability of training in the use of this type of technology.

Research Methodology for Collecting Demographic Data

Eight research assistants collected demographic information. These researchers gathered information on the numbers and location of persons who are deaf-blind, along with additional pertinent demographic data including age categories, probable causes of the disability and living arrangements (see appendices for copies of the interview guides for gathering these data). 

To locate participants, the researchers contacted administrators or directors of community organizations, disability groups that serve deaf, blind and deaf-blind individuals, seniors residences, seniors resource centres in the community, medical associations, audiologists, ophthalmologists, regional health authorities, nursing associations, personal care homes, personal care home associations, government departments and directors of disability services offices at universities and colleges.

The research assistants were encouraged to utilize their own networking abilities to locate participants, and they suggested additional sources through which to gather demographic information. These included: 

· (Government Agencies, e.g. Education, Health, Family and Social services; 

· Rehabilitation organizations, physiotherapists, occupational therapists, etc.; 

· Teaching hospitals, low vision and audiology clinics, etc.; 


· Private companies that provide home care, nursing and related services, eg: The Victorian Order of Nurses (VON);


· School Districts/School Boards;

· First Nations organizations, band offices etc.; 

· Centres on aging, wellness centres, health policy centres, research and policy centres, etc.;

· Various databases including epidemiological databases;

· Internet searches to locate potential sources of information;

· Blindness and Deafness organizations such as CNIB, Canadian Council for the Blind, Canadian Hearing Society, etc. ))

Researchers were asked to contact ten to fifteen organizations in each category throughout the region. At least three were to be located in large urban centres, three in a medium-sized urban centre and three in rural areas. Researchers were encouraged to choose locations in different parts of each region.

The exact organizations contacted varied from region to region, as there were variations in geographic composition, size and number of major centres, the specific associations within the region, etc.

Data were gathered primarily through telephone and e-mail interviews, since researchers were working from their homes and not required to travel.

Prior to the interviews with organizations that agreed to participate, the researchers distributed the consent form and interview guides to participants so that they would have time to assemble the demographic information to respond to the interview questions. The project team emphasized that they were seeking to gather as much information as possible on the number of persons who are deaf-blind in Canada, their ages, probable causes of deaf-blindness and living arrangements. 

In some cases, respondents were able to provide complete demographic information about their consumers/members/clients who met the research definition of deaf-blindness. In other situations, participants were able to offer estimated numbers of persons served or were unable to provide any numbers.

Research assistants were expected to report on data based on estimates or incomplete information and indicate those situations in which participants were unwilling to do the necessary work to respond to the interview questions.

In a few instances, organizations requested an internal ethical review through their ethics committees in addition to the successful review already undertaken by CCDS see Appendix. For the most part, these ethical issues were successfully dealt with, although the additional time required for the ethical reviews caused frustration for the research assistants and the participants.

To avoid duplication, researchers were asked not to contact organizations covered in the service provider interviews conducted by representatives of CNSDB/CDBRA. In a few instances, numbers from some of these associations are included in the demographic findings because research assistants had connections with these organizations and decided to contact them.

Summary of Demographic Findings
Results of the major demographic findings from all the regional reports, i.e. numbers of persons identified with deaf-blindness, classification of deaf-blindness (congenital or acquired), their age categories, causes of deaf-blindness (if known) and living arrangements are summarized by province to show the Canadian-wide perspective of the results. 
Number of persons located with deaf-blindness

The total number of persons with this disability that were officially located and reported by the researchers totaled 2856, representing an index of 9.52 persons with deaf-blindness per 100,000 persons. The index ranged from 3.9 per 100,000 Canadians in Newfoundland/Labrador to 19.19 per 100,000 Canadians in New Brunswick. Most of the regional researchers believed that their reported official numbers under-estimated the full extent of the population of this disability. 
This index of 9.52 represents a significant increase in the number of persons with this disability known to service organizations in Canada in 2001 (Munroe, 2001). The organizations reported knowing and/or serving 1725 persons with deaf-blindness in 2001, a deaf-blindness incidence ratio of 5.75 per 100,000. While the new index represents a 60% increase since 2001, it is still believed to be near the low end of deaf-blindness ratio range (10 to 15 per 100,000 persons or 3,100-4,650 Canadians) speculated in the Registry Study of 2001 as being the probable incidence of deaf-blindness in Canada. 

Despite the higher incidence of deaf-blindness reported, the various researchers indicate (in their regional reports) that their estimates under report true numbers. In one example, in Quebec the researcher reported 1134 persons with the disability. He believes the Quebec population to be 1411 persons, about a 20% difference (see Appendix B-7). This high incidence reported for Quebec (15.67 per 100,000), has some implication for the much lower numbers for Ontario which reported an incidence of 6.13 per 100,000. Ontario has a  general population 50% higher than in Quebec. 

Although speculative, we would submit that a deaf-blindness index of 20 per 100,000 might better approximate the population in Canada. This is based on the strength of the Quebec study (15.21/100,000 and corresponding results in New Brunswick of 19.19/100,000. 

For comparison, other countries reporting deaf-blindness indices are Norway, who reported 6.9/100,000 in 2000 and the UK which reported their deaf-blindness incidence as 40/100,000 (Munroe, op.cit).

Overall, of the total (1739) where the classification (of deaf-blindness) was known, 66.5 % were reported as having acquired deaf-blindness while 33.5 % were reported as being congenitally deaf-blind.
The National Registry report (Munroe, 2001) indicated that 55.3% of voluntary respondents had acquired deaf-blindness. The deaf-blind National Registry in Norway indicated that 76.5% of the total registrants had acquired deaf-blindness (Munroe, op.cit).
Summary and Conclusions 

This research located some of the balance of Canadians who were not registered as deaf-blind during the national registry project conducted by the Canadian Deafblind and Rubella Association from 1999-2001. The study found an estimated total of 3,305 Canadians who are deaf-blind in eight regions across the country. Further research is required to locate additional members of this population and to document the needs for intervention and other services that are currently not being met. The information gathered adds to the current registry database, identifies and evaluates existing services that are available and accessible to persons who are deaf-blind and provides important quality of life data about the personal stories of the barriers and successes experienced by this population, their service needs and recommendations for additional services. It enhances significantly already published data on deaf-blindness in Canada. This project provides up-to-date and relevant information that will be maintained and continually updated by the Canadian Deaf-Blind Council (a joint body composed of the Canadian National Society of the Deaf-Blind and the Canadian Deafblind and Rubella Association. 

To complement the demographic information gathered during the course of the research, ten focus groups were convened across the country to collect quality of life data from persons who are deaf-blind and parents/advocates. During these sessions, consumers and parents overwhelmingly recommended that federal and provincial governments provide increased funding for intervention services for persons who are deaf-blind to facilitate their access to community services. Those communities, which do not currently have intervention programs, should put these initiatives into place. In addition, there is a need to decrease waiting times for services and to provide emergency pools of intervenors for evening and weekend work (this applies to children, families and adults who regularly receive intervention services during the day), medical and other emergencies and vacation times. Federal and provincial governments should increase funding for intervention training programs to increase the numbers of highly trained professionals working with those who are deaf-blind.

Consumers and parents pointed to the need for the implementation of public awareness programs to highlight the needs and capabilities of persons who are deaf-blind and to reduce the misconceptions among governments, the service sector and the general public about the uniqueness of this dual disability. In addition, respondents who are deaf-blind and parents/advocates  identified the need for federal and provincial governments to implement assistive devices programs for those not currently involved in education or work to increase the quality of life for persons who are deaf-blind. This would provide increased access to information, enhance abilities to use the Internet and assist consumers to improve writing skills. Parents and consumers also expressed the need for increased information about assistive devices and the availability of training in the use of this type of technology.

This qualitative research gathered rich data in the form of personal stories of the barriers and successes experienced by Canadians who are deaf-blind and estimated numbers of deaf-blind citizens across the country. The study was limited in that it was based on estimated numbers collected from individuals and organizations contacted by the researchers that believed they served members/clients/consumers who met the study definition of "deaf-blindness". A number of associations contacted declined to participate because they felt they did not have consumers/clients/members who met the study definition or were unwilling to devote sufficient time to gather the necessary information to respond to the questions on the demographic interview guide. Data were gathered primarily through telephone and e-mail interviews, since researchers were working from their homes and not required to travel. Perhaps more precise information could have been collected if researchers were located within the communities from which data were being gathered or the project had sufficient funding to enable them to travel to these locations. It should be pointed out, however, that the research was not intended to be a quantitative survey of the numbers of deaf-blind Canadians, and the richness of the information gathered partially offsets the above-mentioned limitations.

As a result of the research, persons who are deaf-blind and their families will be made aware of available services and resources within their provinces and communities. Service providers will gain information about the extent of the deaf-blind community within their jurisdictions and about resource material available from the Canadian Deaf-Blind Council (CDBC). Provincial and territorial governments and their agencies will benefit from having an up-to-date survey of the deaf-blind population and the services available to these residents. This will help them determine if the existing services are sufficient, in quality and quantity, to meet the needs of the deaf-blind population. 

It is the responsibility of the Canadian Deaf-Blind Council to advocate for the implementation of the recommendations documented in this report and of professionals, service organizations and the provincial and federal governments to implement them. There is a need for greater awareness among governments, professionals and the general public of the issues of concern to those who are deaf-blind. Many deaf-blind Canadians are still without intervention programs or the services they do receive are insufficient in quality and quantity to meet their needs. Medical, education, transportation, recreation and support for families should be increased, and assistive devices programs should be implemented in every Canadian province to enhance the quality of life for consumers who are deaf-blind. Too many Canadians who are deaf-blind remain un-served. Only through advocacy and action  on the part of deaf-blind persons, their families, professionals and others working in the field can the current situation of deaf-blind Canadians be alleviated.  

The Resource Centre for Manitobans who are Deaf-Blind


The Resource Centre for Manitobans who are Deaf-Blind officially opened November 1996. We are very proud of RCMDB and have proven that having communication barriers eliminated by having interpreters/intervenors made available to the clients is truly a positive experience and one that makes a difference. 

In Manitoba there are two agencies for the vastly different populations of persons who are Deaf-Blind. The Canadian Deafblind and Rubella Association (CDBRA) provides a number of services to clients who are “born Deafblind” 

The Resource Centre is for adults who have acquired Deaf-Blindness. We do extend services to youth when needed. Services are also provided to family members when the assistance benefits the individual who is 

Deaf-Blind. 


RCMDB is the product of the Manitoba Deaf-Blind Association (MDBA). The MDBA Inc. is a community-based advocacy group interested in improving opportunities and resources for Deaf-Blind Manitobans. It’s members are both individuals who have a combination of vision and hearing loss as well as their friends and allies. MDBA was formed in 1993 their main objectives are:

1. To provide support to MDBA Inc. Individual members and any Deaf-Blind person or family members of a Deaf-Blind individual who may request contact and support. 

2. To advocate for funding for services and equipment (i.e. Intervenors, Interpreters, etc.), required by Deaf-Blind people. 

3. To educate the general public, health care professionals, service groups and other interested people about Deaf-Blindness. 

4. To advocate rights of Deaf-Blind persons. 

 

As a result of differences in philosophies between MDBA and Canadian National Institute for the Blind (CNIB) the Manitoba Provincial Government offered to work with the Manitoba Deaf-Blind Association to find a new agency to provide services to the acquired Deaf-Blind population. A Government official was assigned to this task. The Family Services Minister sent out a request for proposals to 4 agencies.

Three agencies submitted proposals on how services would be provided if the government funds were given to them. One of the key issues was that the successful agency would have a Steering Committee so that the Deaf Blind community would be assured that the money was being used for people who were Deaf-Blind as well as ensuring the community would have a say in the development and delivery of the program. The Steering Committee was modeled after Red River Community College’s Deaf Literacy Program. 

Next the Government, the MDBA Board and our own chosen support people interviewed the three agencies that submitted proposals.

The Independent Interpreter Referral Service (IIRS) was chosen for several reasons. The main theme of their proposal was “communication”

Communication is very important to the acquired Deaf-Blind population. 

Independence and full access to the world is fundamental to the IIRS philosophy and made possible for consumers by access to communication services. This is a direct quote from the original proposal from IIRS. As stated many times “Intervention is the Key” to independence for persons who are Deaf-Blind.

An Intervenor is a trained professional who acts as the ears and eyes of the person who is Deaf-Blind. An intervenor assists the person who is Deaf-Blind to communicate effectively and access information. 

The IIRS proposal also had many areas that were in compatible with the Manitoba Deaf-Blind Association and the Government’s philosophy. Some of the highlights of the proposal were:

· IIRS consults with its consumers. IIRS was willing to work with a Steering Committee made up of persons who are Deaf-Blind and persons the consumers chose to sit on this committee as their advocates.

· IIRS is accessible by phone, TTY, fax and the Internet with 24 X 7 emergency service. This would mean Intervention services are provided 365 days a year hours a day.

· IIRS has expertise knowledge and relationships with other community agencies. IIRS believes that persons who are Deaf-Blind should have access to the best services available in Manitoba and aboard if necessary.

Employment counseling, rehabilitation services, auditory and or visual assessments, psychological counselling or any other area of individual needs.

· The proposal emphasized that the Coordinator no longer had to be all things to all people but rather access to exceptional service would be provided through Intervenors for the consumers and the Coordinator would liaise when needed.  More doors would be open to Deaf-Blind Manitobans.  One of the main roles of the Coordinator would be to link and network the consumers to appropriate services already reputable and well established. The Coordinator would accompany clients only at the request of the consumer. This approach assists mainstream society in becoming familiar with the acquired Deaf-Blind population.

In Manitoba the consumers want and have say in their program. The attitude of granting the agency the money without consumer input is a thing of the past. Accountability is important for all persons concerned as indicated by the government’s leadership. 


RCMDB has a Steering Committee that is made up of consumers and their chosen advocates along with the staff of the agency. The Steering Committee meets the first Wednesday of every month and the Manitoba Deaf-Blind Association meets the second Wednesday of the month. Items that need consumer input are referred to the MDBA general membership. This structure keeps the consumers and the staff well informed about the needs, concerns and opportunities that face RCMDB.


We have Interpreters who function as Intervenors for the clients of RCMDB. This is truly unique in Canada. It is my belief the RCMDB clients receive the best service in Canada. The Intervenor is not there to “Teach” us but to empower us! This is different from what I often see in other Provinces where often the intervenor is also a teacher. This may be an effective strategy for a person born deafblind but it is not respectful when dealing with adults who are self-determining. How can a person feel empowered and at the same time have the intervenor criticize or comment on areas of their life. Agencies that have their own expertise and offer services are the teachers. An excellent example is CNIB and the teaching of braille. In the past because of communication barriers the Braille instructor could not communicate with the person who is Deaf-Blind effectively but once an Interpreter/Intervenor was made available the clients then had the option to take such classes to improve their communication skills and access to information.

OUR GOAL:

To facilitate access to existing opportunities and resources and to ensure sensitivity to the needs of Deaf-Blind Manitobans.


One of the biggest joys is to see the difference Professional Intervention has made in the lives of Deaf-Blind Community. 

People have had complete personality changes. From being an isolated loner and not feeling capable to being leaders in the Deaf-Blind community.

Computer training and the Internet has put some of my clients in touch with persons who are Deaf-Blind worldwide.

Members of the community are now participating in society and attending meetings and social functions. The Minister of Family Services mentioned this last year at our annual public relations event. He said he was beginning to see persons who are Deaf-Blind out in the community now and so he knows good work is being accomplished. 

Persons who are Deaf-Blind participated in the Round Table sessions on Disability Issues hosted by the Provincial government. They had not been represented previously.

Consumers work with RCMDB because it is their program.

· One consumer is our braille specialist and does our braille for us at home in return for her private use of the embossier.

· Members come out to help recruit volunteers when displays are set up.

· Conference displays are also shared with the consumer group.

· Consumers volunteer their time such as stuffing the envelopes for the quarterly newsletter or helping train Interpreter students in the role of becoming an Intervenor.

Medical issues and follow up appointments are now being addressed as previously even doctors and nurses did not know how to deal with individuals with this dual disability. The client was not going back for their scheduled appointments as they misunderstood follow up instructions.

Social supports are now in place where needed for a better quality of life.  Examples are: Homecare, home visits by nurses for diabetics or other needs, meals on wheels if needed and light housekeeping. 

People are healthier and happier and more involved in living and the world around them. They are truly active participants.

CONCLUSION

Partnership:Partnership has made the work in Canada possible.

Reality is persons who are Deaf-Blind need to work in partnership with service providers, agencies and other organizations who are not Deaf-Blind. Yet to have a successful relationship there are many qualities needed to have an effective/lasting partnership. I truly believe there are different areas and possibly needed at different times that make up the components of a partnership.

Communication will be a priority in this partnership. Communication has always been one of the main barriers persons who are Deaf-Blind have faced.

Without clear communication the person who is Deaf-Blind will not feel included. They will not understand the issues or you will not understand their issues, needs and concerns.

Trust is and area that may not always be easily given by a person who is Deaf-Blind. If you win that trust from the individual or the   community you are well under way to create an effective partnership. They will be able to share their hopes and dream with you.  You will hopefully have overlapping dreams or a shared vision of what you would like to see happen in the future for persons who are Deaf-Blind. What each person gains from this partnership and our rewards may be different but we all gain from the relationship. 

The best partnerships are generous to each other. There is no keeping score and this may not mean tasks are always divided evenly but there must be a relationship of give and take.

With trust comes honesty. Be open, ask for feedback and do not be afraid to give your opinion, as it is valued. When you really think about it an inclusive relationship for all it is not shielding or giving pity but being open and honest and living in the real world. Yet this can be done with care and compassion and in the end respect is given.

Once the partnership is started make sure you maintain participation.

Start out small and grow

Manage projects so everyone is successful.

Have pride in your partnership

Celebrate your success

Have a structure

Make it fun

In closing, again accept our sincere thanks for allowing us to share our experience and as well the opportunity to demonstrate tangibly how Deaf-Blind individuals are currently making a difference. In no way are we painting a picture of perfection of completeness but rather a sketch that has many more colours and character to be added. 

Respect means everything and is paramount to all that we've shared. 

Email:

Jane Sayer-  jsayer@rcmdb.net 

Bonnie Dubienski- iirs@mts.net 

Stan Munroe- stan.munroe@sympatico.ca 

Web sites:

RCMDB- www.rcmdb.mb.ca
CNSDB- www.cnsdb.ca
CDBRA- www.cdbra.ca 
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