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ABSTRACT

In Newfoundland and Labrador there are over 15,000 people that self identify as

ics Canad

living with vision loss (Stat la, 2006) and one in eight people can expect to live

with significant vision loss after the age of 75 (CNIB, 2008). Given that the proportion

of the population over the age of 65 is growing faster in New’foundland and Labrador

than anywhere else in Canada age-related vision loss will have a significant impact

Despite this prediction and the documented benefits of vision rehabilitation servics

underutilization s a concem. The purpose of this rescarch was o identify the needs,

barriers, and pathways to accessing and using vision rehabilitation services in the
province. A qualitative rescarch approach was used to explore the topic and individual
interviews were conducted with sixteen participants. The research informs the expansion

and improvement of vision health and rehabilitation programs and the work of the CNIB

Newfoundland and Labrador Vision Rehabilitation Committee.
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Chapter 1

Introduction

“The purpose of this study was to explore the needs, barriers and pathways to

accessing and using vision P d
Labrador. This thesis is a report of the results of a qualitative study carried out with a
small sample of clients of CNIB in Newfoundland and Labrador. This fist chapter of the

thesis outlines the purpose of the study, presents the research question, and provides

of the problem and 10 social work practice and

policy. The chapter concludes with a discussion of the theoretical framework.

Purpose of the Study

“The purpose of this qualtative research study is to assist the CNIB Newfoundland
and Labrador Vision Rehabilitation Commite in the development of a provincial vision
health strategy by identifying the needs, barriers and pathways to accessing and using
vision rehabilitation services in Newfoundland and Labrador. Information obtained from
this research will be used to aid the committee, comprised of community members and
groups with an interest i the area of vision loss, in the development of a vision health

strategy for Newfoundland and Labrador. The goals of the strategy are to fuciltate the

best quality of life for people living with vision loss in the province of Newfoundland and
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Labrador and reduce the

cidence of vision loss and blindness through public education

and carly detection (CNIB, 2010). There

national and international data supporting the
importance of vision rehabilitation services and the use of assistive technology for people

with vision loss (CNIB, 2010;

Gold & Zuvela, 2005; Muzychka, 2009) but there is
limited research about the availability and utilization of these services in Newfoundland

and Labrador.

‘The Research Question

“The effects of vision loss are profound and costly, with dircct and indirct
implications for individuals and goverment. Many individuals living with vision loss.
are unemployed or underemployed, socially isolated, living below the poverty line, and
face three times the risk for depression than the general population (Burhmann, Fielden,

& Hodge, 2007). For governments, the impact of vision loss means increased costs in

social assistance, social supports and programs, and carly reliance on home and
community care as well as social welfare systems (Access Economics Pty Limited,

2009).

purpose of this study vision I ided by the CNIB.

has been us ind is not

any chronic visual deficit that impairs everyday functionit

correctable by ordinary eyeglasses, contact lenses or surgery. Visual impairment can
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range from mild or moderate to very severe where no useful vision remains” (CNIB,
2007, p. 6). Vision loss can be a result of eye problems that are present from birth as a
result of genetic disorders that cannot be medically corrected, conditions that appear later
in life, infections, accidents, environmental factors or as a result of other broader

underlying medical problems, including diabet cific cancers, and multiple scl

(CNIB, 2011b; Jin & Wong, 2008; Muzychka, 2009; Pollard, Simpson, Lamoureux, &

Keeffe, 2003)

“The impacts of vision loss can be minimized with vision rehabilitation services
(Lighthouse International, 2010; Muzychka, 2009; Pollard et al., 2003). The term vision
rehabilitation refers to supports and training aimed at enhancing the independence and
maobility of people with vision loss in their homes and communities (Gold & Zuvela,
2005). Vision rehabilitation enables the development of skills and strategies necded to
help people with vision loss enjoy safe, independent, and productive lives (Lighthouse:
International, 2010). Vision rehabilitation services considered i this study include low
vision services, orientation and mobility training, independent living skills training, child

and family services, carcer and counselling,

¥
and other support services such as access 1o community resources and information about

concessions. Assistive technology refers to the devices that aim to help a person achieve

c

companion travel fares, and dircetory assistance exermptions
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a safe, independent, and productive life. 1t is important for all persons living with vision
Toss to avail of vision rehabilitation services and become skilled in the use of assistive

technology.

“The utlization of vision rehabilitation services at the onset of vision loss

maximizes a person’s independence and improves the development of new and modified
life skills (Pollard et al., 2003). According to The Chicago Lighthouse (2011) it is most

beneficial for a person to access vision rehabilitation services before their vision reaches

h

20/60." Nevertheless, research has demonstrated that persons with mild to moderate

on loss to be aware of vis

on loss are less likely than those with severe

man, 2009)." 1t has also been

(Mwilambwe, Wittich, & Fi

documented that even when the population with mild to moderate vision loss are aware of

vision rehabilitation services they may choose not to avail of them because they believe

e for people that are totally blind (Gold & Zuvela, 2005; Matti, P

Daly, Brown, & Chen, 2010; Poll

Research from Canada, Australia, and Britain has found underutilization of vision

rehabilitation services to be an issue. It is reported that only a small amount of those that

? A peson with 2 away rom

20060, moderate vison loss as anging from 20170 o 20/160 and finally severe vision los is 20200 or

reater which i egally blind.
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it from vision rehabilitation are accessing any type of service (Gold & Zuvela,

2005; Overbury, Wittich, Ferraresi, & Southall, 2008; Pollard et al,, 2003) and a

‘ could ben
of these services is low (Mwilambwe, Wittich, & Freeman, 2009). CNIB is the main
provider of vision rehabilitation services in Newfoundland and Labrador. At a time when

the demand for CNIB's services should be increas

& they are experiencing a similar

underutilization of vision rehabilitation services (CNIB, 2008).

“The objectives of this research are

o identify the needs associated with accessing and using vision rehabiliation

services in the province;

o idenify the barriers preventing people with vision loss from accessing and

using vision rehabilitation services in the province; and

o identify potential pathways to accessing and using vision rehabilitation

services in the province.

Based on the outlined objectives the rescarch question is:

What are the needs, barriers, and pathways to accessing

and using vision rehabilitation services in the province

of Newfoundland and Labrador?

‘The framework of needs, barriers and pathways are used to explore: individual

needs related to vision rehabilitation services, the barriers that prevent people from using
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vision rehabilitation services, pathways to leamning about, accessing, and using v

rehabilitation services, and about what more can be done to promote these services in the

‘general public.

Context of the Problem

Researchers, eye care professionals, and service providers believe Canada is on

the brink of an epidemic of age-related eye disease, due largely to the aging of the

population. The number of people with vision loss in Canada has increased 37% in the
ast 10 years and is projected 1o double between 2006 and 2031 (Muzychka, 2009). No
other province in Canada isfikely to experience the impact of population aging as
significantly as Newfoundland and Labrador. As a result of outmigration and lower
fertility rates the proportion of the population of New’foundland and Labrador over the
age of 65 has expanded more quickly than any other province. This i a trend that is

expected to continue for the next several decades (Department of Health and Community

Services, 2007). Population aging wil also have an impact on the number of persons in

the province who will experience vision loss. There are over 15,000 people in

d Labrador that self-identify as having a (Statistics

Canada, 2006). In addition to this, one in cight people in the province can expect to live

with significant vision loss afier the age of 75 (CNIB, 2008). It is anticipated the

will esultina in vision in
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Newfoundland and Labrador leading to a potential crisis in vision health and

rehabilitation ,2009). Without the devel of vision related

policies the province will not be able to adequately respond to the issuc.

Labra P are not void
of attention to vision health issues. The Provincial Healthy Aging Policy Framework is a
document aimed at improving the independence, health, and well-being of seniors in the
province. Despite its focus on seniors the framework takes a lifelong approach to healthy

aging, including a lifetime approach to vision health. One of the goals of this framework

is ¢h o protect oral health, hearing and

speech” (Department of Health and Community Services, 2007, p. 18).

“The goverment has also begun developing a Strategy for the Inclusion of Persons
with Disabilities. A series of public consultations were held to inform this new sirategy.

vernment of Newfoundland and Labrador’s

The consultations were in response (o the
(2007) document Our Blueprint for the Future. The Government of Newfoundland and
Labrador has stated they are committed to enhancing the inclusion of persons with
disabilities in all aspects of society. The consultations were held to engage people with
disabilities in developing recommendations and strategies to address barriers to public
services, education, and employment opportunities for people with disabilities (Human

Resources, Labour and Employment, 2010)
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‘These goverment initiatives are necessary but not sufficient in addressing the

land and

growing number of people living with vision loss in the province of Newfound
Labrador. There is a need for a provincial vision health strategy and associated policies
to address the unique aspects of vision loss such as the prevention of vision loss, access

to affordable assistive technology, and universal access to vision rehabilitation programs

and services

Significance of the Research for Social Work

A review of the literature revealed there is limited research related to social work

practice within the areas of vision loss and vision rehabilitation. However, social

workers have a long history of working within the broader field of disabilities advo

with and on behalf of people with disabilities and working to eliminate the societal

barriers experienced by the population (Mackelprang & Salsgiver, 1996).

People living with vision loss may experience significant psychosocial problems

due to their disability. Losing all or part of one’s sight can have a profound effect on a
person’s quality of lfe and has the potential to affectall aspects of their lfe including
employment, personal relationships, daily activitics, and community participation. The
experience of living with vision loss can mean the loss of opportunities, access, and

independence. Thus, social work involvement in the feld of vision rehabilitation may
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occur atall levels of practice: macro: social work at the societal level; mezzo: social work

at the community level: and micros: social work with individuals and familics.

At the macro level social workers can be involved in the development and

amendment of national and provincial policies and practices that affect peaple living with

vision loss. At the mezzo level social workers work with communities, agencies,

ganizations, and their are available and

accessible to people with vision loss. Finally, at the micro level social workers provide

direct service to individuals and families affected by vision loss.

Along with this conceptualization of the levels of social work practice,

framework of social work roles developed by Steven Hick (1998) is helpful to consider

on rehabilitation model;

the involvement of social workers in a vi

Educator: Social workers may be involved in providing people with information

related to vision health, living with vision loss, and programs and services. Social

d

workers may also have a role in teaching individuals, families, communitic
organizations a variety of skills ranging from practical vision rehabilitation skills

to communication skills.

Advoeate: Social workers may advocate on behalf of individuals, familics,

‘eroups, or communities on issues related to vision loss such as the rights to equal
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defines social work as:

employment opportunities, funding for assistive devices, or issues related to

accessibility.

Social workers have st lytical skills
that can be used to determine the effectiveness of available programs and services

for people with vision loss.

Broker: Social workers may link individuals, groups, o

izations, or

communit

es with resources, programs, and services for people living with vision

loss.

Facil

itator: Social workers may play the role of group facilitator in a number of

settings: elient groups, community groups, or advocacy groups.

Counsellor: A social worker may help individuals and families develop wi

sof
coping with vision loss. They can help people recognize and manage feelings,

identify and support srengths, break down problems into manageable pic

assist people in focusing on goals and ways of achieving them.

More specifically, the Newfoundland and Labrador Social Workers Act (2010)
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“The assessment, remediation and prevention of psycho-s

cial problems and the
enhancement of the social, psycho-social functioning and well-being of

individuals, families, groups and communities by:

I Providing direct counselling and therapy services to a client,

2. Developing, promoting and delivering human service programs, including
those done in association with other professions,

3. Contributing to the development and improvement of social policy, and

4. Conducting res

chin the science, technique and practice of social work

As noted above, the goals of the CNIB vision health strategy that served as the

motivation for this resea

ch study were to facilitate the best quality of ife for people

Tiving with vision loss in the province and reduce the incidence of vision loss and

blindness through public education and early detection (CNIB, 2010). Thes

ial work in Newfoundland and Labrador and are therefore

line with the practice of s

suitable for a Master of Social Work thesi

research lopic

Social workers have the capacity to work in a variety of arcas and in a number of
different roles. Given their broad scope of practice social workers could play an essential

role in the design, of and services that address

the needs, barriers, and pathways identified by participants i this research study.
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‘Theoretical Framework

“The theoretical framework guides the research and the data analysis. Itis a way
of explaining, predicting, and understanding the phenomena being studied (Rubin &
Babbic, 2007). A social inclusion framework was used in this study because vision

rehabilitation programs and services ar

essential component in the social inclusion of

people with vision loss. In developing a provincial vision health strategy it is important
to know if the current model of vision rehabilitation services in Newfoundland and

Labrador facilitates the inclusi

n of people with vision loss or if people are experiencing
barriers o aceessing vision rehabiliation programs and services. It s also beneficial to

identify individual pathways to vision rehabilitation services to understand how people

find and access these services and if ther

are potenial pathways that may be explored.

People living with vision loss are at an increased risk of experiencing social

on duc to the nature of the disability. “Seemingly ordinary, everyday activities
such as traveling to familiar and unfamiliar places, caring for a child or an ailing parent,
reading a newspaper and succeeding at work can all present extraordinary challenges.
Family relationships may become strained. And without assistance in adjusting to vision

loss, many people (particularly seniors) may live in isolation and fear” (CNIB, 201 la

How does vision loss affeet people? § 1).

Many people with vision loss live without the protective factors that help decrease

the risk of social exclusion. Protective factors are trait, situations, or circumstances that
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contribute to:a person’s social inclusion and include having adequate income and

housing, satisfying personal relationships, a social support network, access to health
services, access (o transportation, skills and resources to find and obtain needed services,

and higher levels of education (Federal/Provincial Terrtorial Ministers Responsible for

Seniors, 2007). Protective factors also include being in good health, fecling safe in one’s

valued by others, meaningful
roles in society (p. 11). Vision rehabilitation training enhances the independence of

people with vision loss and assists them in developing and maintaining these protective

factors in their lives.

“The concept of social exclusion emerged in the 19705 and §0s as a response to the
‘erowing social divides in European society (Frazee, 2003; Saloojee, 2001). These social

divides evolved from new labour market conditions and the inadequacy of existing social

P to meet the changing needs of Frazee, 2003).

exclusion s barriers
which make it difficult or impossible for peaple to participate fully in society or obtain an

acceptable standard of living. The condition of vision loss results in bariers such as the

need for altemative formats of text, safe mobility training, and access to assistive

technology for education, employment and home.

Social exclusion has been associated with an increased chance of premature death,

depression, mental increased
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use of health and support servic

aregiver burden, poor general health, and a reduced
quality of lfe (Federal/Provincial Territorial Ministers Responsible for Seniors, 2007)
Social exclusion has been identified by the World Health Organization as a social
determinant of health (World Health Organization, 2010). According to the World

Health Organization (2010) social exclusion consists of:

dynamic, mult-dimensional processes driven by unequal power relationships
interacting across four main dimensions - economic, political, social and cultural -
and at different levels including individual, household, group, community,
country and global levels. It results in a continuum of inclusion/exclusion

characterised by unequal access (o resources, c

ilities and rights which leads

1o health inequalities 1 1)

A social inclusion framework nework

a response to social exclusion. This fr

highlights the need for all members of society to be able to participa

respected, and contributing members of society (Frazee, 2003). It aims to open systems
up o difference (The Rocher Institute, 2003) and calls for the validation and recognition

of diversity and of people’s lived experiences (Frazee, 2003).

Social inclusion is about eliminating the physical, social, economic, and political
barriers separating people (Frazee, 2003; Hutchinson & Lee, 2004). Itinvolves engaging
is evall

i inclusive practices and the continu

tions of institutions, laws, policies, and

2001).

practices to ensure the social inclusion of all populations is promoted (Saloojet
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Respect for differences needs to occur and barriers removed to ensure that everyone is
able to effectively and equitably participate in all areas of society (Saloojee, 2001; The

Rocher Institute, 2003).

“There are many dimensions of social inclusion (Shookner, 2002). Several are

relevant (o those living with vision loss. Economic inclusion requires that people have

adequate incomes (o meet their basic needs and to participate in society. It involves the
elimination of poverty and the reduction of disparities amongst various groups (p.5).
This is an important component of inclusion for people with vision loss because only
25% of working-age people with vision loss are employed (CNIB, 201 1a). This is
despite the fact thatthe majority of people with vision loss are highly educated and
qualified. This high rate of unemployment is contributed 1o outdated employer attitudes
about the ablities of people with vision foss. Many people with vision loss live in

poverty as a result of discrimination (CNIB, 201 1a),

ables people to be actively involved in soc

Functional inclusion e

their social roles, and recognizes their competence while providing opportunities for
personal development (Shookner, 2002). The functional abilities of people with vision

es that minimize the abilities and

Toss a in favour of outdated

independence of peaple with vision loss

Partcipatory inclusion involves cmpowerment and the frecdom of choice. 1t

provides people with the opportunity 1o contribute (o their community and access
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programs along with being involved in decision making (Shookner, 2002). People with
vision loss often find themselves powerless and outside of the decision making process
due to societal beliefs about the abilitis of people with vision loss such as ideas they

cannot travel independently, cannot participate in sports, and are not as educated as the

‘seneral population

Physical inclusion includes access to transportation, public places, and

It f people and

society in healthy s 002). isa

recognized barrier for people with vision loss, especially in rural areas. A lack of public
transportation limits aceess to public places and community resources because people
with vision loss do not have the option to drive and do not always have friends or family

available to provide transportation

Political inclusion involves the development of policies and legislation that
socially protect vulnerable groups and removes systemic barrirs (Shookner, 2002). For

people with vision loss political inclu

n may include funding programs for assistive

devices and policics of people

Relational inclusion includes belonging, respect, recognition, and a

resources (Shookner, 2002). People with vi

ion loss often feel as though they

outskirts of society. There s itle respect for and recognition of their abilities. They
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have limited aceess o resources due to high rates of unemployment and an often

inaceessible society.

linclusion focy capacity

for change. It includes. I and I links

and open channels of communication (Shookner, 2002).

Vision loss has profound impacts for individuals and society therefore
individuals, organizations, and government must come together to bring about socictal
change to promote the inclusion of people with vision loss. They must work together to

change the structures that exclude people with vision loss and make society convivial and

accessible for all.

The Fede

Provincial Territorial Ministers Responsible for Seniors (2007)

devel

d governments in th Fexisting

and planned programs and practices to determine their impact on social isolation. This

uide was prepared in response (o the recognition that social isolation is a signi

for older adults with serious consequences on their quality of life. People with vi
have a similar risk of social isolation, therefore the guide can be applied to the experience

of inclusion for persons with vision loss.



VISION REHABILITATION SERVICES IN NL 18

Using the guide as a starting point, it can be seen that there are ways for
organizations that offer vision rehabilitation programs and services, 1o promote the

inclusion of people with vision loss in their programs and policies

o involve people with vision loss in planning, implementing, and evaluating

the programs and policies that affect them;

+ conducting a local scan of resources available to people with vision loss;
and
o identifying local resources that can be utlized in program delivery.

According to the guide organizations can also identify and address real and

potential barriers to participation by

. ing flexible approaches that address the psychological, social, and
physical aspects of living with vision loss;

© making efforts to approach those with vision loss that are isolated or at
risk of becoming isolated;

o increasing accessibilty to services by providing information and education
10 peaple with vision loss using a variety of methods that are sensitive to
potential barriers (i.¢. literacy, communication, etc.)

o addressing the transportation needs of people with vision loss; and

o ensuring their staff and volunteers are supported and provided with
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ongoing training opportunities (Federal/Provincial/ Territorial Ministers

Responsible for Seniors, 2007)

Summary

“The effects of vision loss have direct and indirect implications for individuals and

govemment and 2 concem in Labrador due to pop

e many bari

aging. Individuals living with vision loss fa andare ata g

becoming socially isolated. The predicted growth in service needs will have a profound

impact on government policies and programs and for social work practice in the province.

Vision rehabilitation services help enable people with vision loss live independent and

fulflling lives and to participate fully in society. However, not al people are accessing
and using these specialized services. This research aims to explore the needs, barricrs,

and pathways associated with accessing and utilizing vision rehabilitation services in

Newfoundland and Labrador.

Itis anticipated this research will failitate and inform the expansion and

 the

improvement of programs and services aimed at vision health and rehabilitation a

work of the CNIB Newfoundland and Labrador Vision Rehabilitation Comittee. 1t will

also add to existing knowledge about the experience of vision rehabilitation in this
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provinee and about social work practice in that context. Most importantly it will give

voice to those living with vision loss in Newfoundland and Labrador.

20
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Chapter 2
Literature Review
Introduction

“The purpose of the literature review is to determine what is known about a topic.
A primary goal of this rescarch was to understand access and utilization of vision

rehabil

ation services in Newfoundland and Labrador. Issues that emerged in the
literature review were considered in terms of their relationship to the service user and
their relevance as needs, barrirs, or pathways. In addition 0 a review of the literature,
the HCS Disability Supports Project (Goss Gilroy, 2007) and the Environmental Scan of
Vision Health and Vision Loss in the Provinces and Territories of Canada (Muzychka,

2009) provided information about prograr

and services specific to Newfoundland and

Labrador. “This chapter will provide an overview of vision rehabilitation needs and

services and the barriers and pathways to their access and utilization as identificd in a

review of relevant literature.

In order to understand the needs, barriers, and pathways related to accessing and
using vision rehabilitation services it is important to gain an understanding of vision

rehabilitation services which arc a key support for peaple living with vision loss. While
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vision rehabilitation training cannot restore lost sight it can help a person maximize

existing vision and to develop techniques to maintain an independent lifestyle. Vision

rehabilitation services can enable a person to adjust emotionally to living with vision loss,
travel safely, take care of their home, meet their career goals, and enjoy leisure activities

(Lighthouse International, 2010),

CNIB s the main provider of vision rehabilitation services in Newfoundland and

Labrador with other di i programs
and services. For example, Itinerant Teachers work with CNIB to provide vision

rehabilitation services to children and school aged youth in the areas of independent

living skills and assistive technology. In addition to ltinerant Teachers, a limited number
of optometrists provide low vision assessments to their patients. This research focused

on the experiences of clients of CNIB
Vision rehabilitation services provided by CNIB include

low ents: functional 1 abilitic

information and training in the use of low vision devices, and instruction
on how to maximize residual vision:

orientation and mobility training: instruction on how to move safely

around the home, or when travelling outside;
. ” s lect

use, and purchase of devices best suited to individual needs. This is
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accomplished through demonstration, assessment, training, techni
support, and instruction on how to use current computer programs to
access information and communicate independently;

independent living skills training: life-skills training to help manage the
essentials of daily living, with an emphasis on maintaining independence -
including safe and effective methods of cooking and doing household
tasks such as laundry, banking, writing, and personal care;

career and employment services: employment assessments, helping

individuals explore career interests, developing employment plans,
‘marketing to potential employers, and investigation of job opportunities

and accommodations;

child and fa

- supportive counselling, s 3

information, advocacy, and programming for children and their familcs.
Early intervention specialists work with children from birth o school age
and their families (0 assess developmental needs associated with vision

loss, taking dditional disabil

needs to help schools accommodate students with vision loss;

adjustment to vision |

counselling: support to people as they adjust to
vision loss. This can be accomplished through individual, family, or

‘roup counselling. Client group programs provide a venue to discuss
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work, home life, activitis of daily living, or leisure and community
participation; and

« support services: information and advocacy support for resources available
from CNIB as well as resources available from community partners
focusing on social isues such as concessions, housing, finances, and

leisure pursuits

Health care providers, eye care professionals, and individuals with vision loss rely.

on tions like CNIB to deliver vision rehabilitat ces because often no

other alternative exists (Muzyehka, 2009). However, a lack of sustainable funding and
increased difficultes with fundraising is making it difficult for CNIB to provide a
consistent service even within small regions (CNIB, 2008). According to CNIB, the cost
of providing vision rehabilitation services for people with vision loss in Canada was
$32.8 million in 2007, In addition to this, the cost of special library services for people
with vision loss in Canada was $7.4 million. Only 23% of these funds are provided by
‘government. The balance is provided by support from the public (Access Economics,

2009).

Identified Vision Rehabilitation Service Needs

For the purpose of this research, the term need refers to the supports and services

needed to enable a person to acess and use vision rehabilitation services. Unless.
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indicated, the needs identified below are not specific to one vision rehabilitation service

but to vision rehabilitation services in general.

Professional awareness and referral. There is a need for increased referral to

vision rehabilitation services amongst all profess

onals. In a study by Pollard et al.
(2003) only 46% of partcipants, adults with a visual impairment who were current
patients at the Royal Victorian Eye and Ear Hospital, had been referred to vision
rehabilitation services by an eye care practitioner. Other rescarch indicates that the
majority of those living with vision loss that are aware of vision rehabilitation services
have been told about the services by family members and friends not their eye carc
specialist (Overbury et al., 2008). These findings are particularly problematic as it has
been demonstrated that people are more likely to access the services if their eye care

specialist discusses the services with them (Pollard et al, 2003).

There is & common misconception among professionals and the general public

that vision rehabilitation services are intended for people with no vision and not for or

needed by those with various levels of vision loss (Gold & Zuvela, 2005). Eye care
specialists are likely to only inform those with more severe vision loss about vision

rehabilitation services (Overbury et al., 2008; Pollard et al,, 2003). In many cases cye

care specialists substantially underestimate the effect of vision loss on a person’s quality
of life and people are left 0 find and access vision rehabilitation services on their own

(Overbury etal., 2008).
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jon loss

There is also a need for early refrral a it is important for people with vi
1o avail of vision rehabilitation training at the onset o their vision loss. 1t is recognized
that the carlier a person with vision loss begins vision rehabilitation training the higher
their likelihood of a successful outcome (Pollard et al., 2003). With early wilization a
person becomes accustomed o using new tools, techniques, and adaptive devices. This
‘may make it easier for them to accept the need for more advanced training and assistive
devices if their vision loss advances (Muzychka, 2009). Despite the benefits of early
aceess to vision rehabilitation training people with vision loss have reported that referrals
o vision rehabilitation services ofien occur at the very end of the treatment process

(Pollard etal., 2003). Eye care specialists must be aware of the full spectrum of services

ilable, effectively interact with organizations that provide the services, and be

i ferrals to Muzychka, 2009; Overbury et

al., 2008).

The National Eye Institute (2010) in the United States has recognized the need for
increased referrals and is developing a program with the goal of educating eye care

about vision rehabilitation services. The program will be designed to increase

special

patient referrals, develop, fest, and evaluate measurable strategies, identify opportunities

and barriers, and provide information to health care professionals and their patients about

o rehabilitation services. This program s sill in the development stage.
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emotional support. psychological and
emotional affects of vision loss are an important ssue that is often overlooked in the
current models of vision rehabilitation services. Research shows approximately 31% of

people with vision loss have depressive symptoms (Temisjian et al., 2008). Many people

may feel a loss of independence and autonomy and attempt to conceal their vision loss to

proteet their pride (Pollard at al., 2003). This can lead to an increase in social isolation

and make it difficult for peopl a p
This is why it is important for individual and group counselling programs to be included
as part of all vision rehabilitation models. Accessing counselling at the onset of vision

Toss will of a per ¢ d availing of other essential

vision rehabilitation services. It s known that there s an emotional transitional period in
which it takes time for people to feel comfortable accessing and using vision

rehabilitation services (Southall et al, 2008).

Assistive technology. People with vision loss are in need of access to assistive:
technology devices. Assistive technology refers to devices that enable people living with
vision loss to improve their quality of ife and perform tasks they would otherwise have
difficulty accomplishing (CNIB, 2011b). 1t enables people to partcipate more fully at

home, work, and in their communities. Devices can range from low tech items such as
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talking clocks, hand magnifiers, and large button phones to high tech items such as

CCTVs, adaptive compy are, and high powered a

s are in need

Assistive technology funding and training. People with vision
of funding for assistive technology to improve access to devices and in tum their quality
of life. In a study conducted by Gold, Zuvela, & Hodge (2006) over 50% of respondents

indentified high prices as the reason they could not purchase required assistive devices,

Muzyehka ( 150 teports that many peop vision loss are »

necds.

assistive technology or have to settle for cheaper alteratives that do not meet th

Providers of vision rehabilitation services indicate the rising cost of assistive

fects the

technology in provinces without subsidy is a serious burden and significant’
ability of people with low or fixed incomes to benefit from vision rehabilitation services
(Gold et al., 2006). According to Muzychika (2009) Canadians who are in need of
assistive technology are paying the majority of costs out of their own pockets with
government and the health care systems providing minimal subsidies. While provincial
governments offer general supports o those with disabilities few provinces put forward

programs specifically for people with vision loss. A survey of provincial and territorial

programs showed no or limited details in most jurisdictions regarding the

eCTvs Z g Materials can
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funding available for a . a finding whi

by the

Assi

¢ Technology Links program of Industry Canada (Industry Canada, 2010).

An exception is Ontario, which offers an Assistive Devices Program (ADP) that
covers optical aids such as magnifiers, telescopes, specialized glasses, reading and
writing systems, including audio-book machines and Braillers. This program is available
1o any Ontario resident who has a valid Ontario Health card issued in their name and has
had a physical disability for a minimum of six months. The program stipulates that the
equipment must be needed on a daily basis both inside and outside of the home and
cannot be required exclusively for sports, work, or school (Government of Ontario,
2010). The ADP does not pay for equipment available from other funding sourcs.

There are spt

bilty erieria which apply to each device category but these
eriteria are not public knowledge (Goss Gilroy, 2007). The ADP is a cost share program

with the amount of subsidy d dependent on fctors such

applicant age, and the availability of other sources of funding (Government of Ontario,

2010).

Saskatchewan is another exception offering a service called the Aids to the Blind

Program. This s operated by CNIB Saskatchewan under a government contract and is

available to consun meet certain program

loans Braillers, audio-book machin helps subsidize

the cost of watches, talking calculators, and low-vision eyewear (Muzychka, 2009).
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in Newfoundland and Labrador, there is no universal subsidy for those looking to
acquire funding for assistive technology. Some assistive technology is provided by
‘zovernment and community funding to eligible students, the newly employed, and those

looking (o retain employment. As in Ontario, e

ility requirements vary widely and

are not public oss Gilroy, 2007). Although is beneficial,

‘many people in Newfoundland and Labrador may not meet the elig

ty criteria and

have no guarantee their needs will be met through the patchwork of organizations and

programs that have attempted to fill the gaps (Goss Gilroy, 2007)

Assistive technology subsidies are imperative to ensure people with vision loss
have aceess (o the devices they require (CNIB, 2008). There is a need to coordinate the

dland and L

‘numerous agencies in Newfou

rador that are currently providing funding

tive technology in order to create a timely, effective, and streamlined process for

acquiring devices (Cioss Gilroy, 2007),

Once a person has aceess (0 assistive technology there is a need for increased

training opportunities. 1t takes time for a person with vision los

1o feel prepared and
comfortable using assistive technology (Southall et al, 2008). A study by Gold, Zuvela,
& Hodge (2006) revealed that only a small number of partcipants were trained in the use

of assistive devices

Those who did receive training reported receiving only one or two

brief sessions per assistive device. Furthermore, in most cases the limited numbers of

training sessions were used to teach individuals how to use more than one device. In
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addition to improving the confidence of users, rescarch has demonstrated that as litle as

P . use (Gold &

Zuvela, 2005).

ied Barriers to Vision Rehabil

ion Services

For the purpose of this research, the term barrier refers to the factors that prevent

a person from acces using vision rehabilitat ces. Barriers can b 1

o the individual or they can prevent a person

nd using vision rehabilitation services.

assistive technology ion centres and stores. The

Inck of access (o ass

ve technology demonstration centres and stores selling assistive

technology is a barrier that can prevent people from using necessary devic
technology is ofien limited to training facilities, which are in short supply, where the

availability of devices may be inadequate (Muzychka, 2009).

In Newfoundland and Labrador, for example, there is an assistive technology

centre located in the St. John’s CNIB centre showeasing many of the latest high tech
assistive devices. There s also a store on site where many low tech items can be sampled

and purchased. However, the CNIB centres in Comer Brook and Grand Falls-Windsor

have a very limited sclection of high and low tech assistive devices available for
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le for sale. When as is not

and no devices are avail
available in the local office clients have the options of waiting for a picce of assistive
technology to be couriered from the St. John's office in order to try it or ordering a device

not knowing i it will be appropriate to meet their needs. Gold et al. (2006) found that in

many inst will choose to order a less effective device simply because itis

available for or choose not to

Transportation. The challenge of Canada’s climate and geography means

limited access to services where people live. People residing i rural arcas may need to

travel outside their community to receive the services they require. Even in urban a
people may believe that vision rehabilitation centres are t0o far away from where they.

live and that they are difficult to get to (Overbury et al., 2008; Pollard et al, 2003).

Transportation is frequently noted as a barrier (o vision rehabilitation servic

ent (CNIB 2005;

in rural areas where public transportation can be limited or non

Gold, Zuvela, & Shaw, 2008; Muzychka, 2009; Overbury et al., 2008; Pollard ctal.,

2003). can also be an issue for

time spent travelling to rural areas to provide vision rehabilitation servi

substantial (Gold et al, 2008).

Even when public transportation is available people may be anxious about using it
as a result of the onset of low vision. Gold et al. (2008) report that based on the 2001

Participation and Activity Limitation Survey (PALS) people with vision loss are more
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Tikely than those with other disabilites (o experience difficulty using public
transportation. Over 80% of PALS respondents with vision loss reported having
difficulty getting on and off public transportation; 40% had difficulty getting to bus stops

(Gold et al., 2008).

Unequal aceess to vision rehabilitation services. According to Matti et al

(2010) the unequal distribution of services in rural and urban areas may be a barrier to

vision for some people. and Labrador s a large

province with many people living outside of the capital region of St. John’s. The

‘majority of CNIB serviees are housed in the St. John's centre with vision rehabilitation

specialists regularly travelling to other areas of the province to provide services.

Muzychka (2009) recognized that CNIB services may not be universally available and

equally accessible o al peaple with vision loss du to staffing and geographical

challenges

Inadequate promotion of vision rehabilitation centres. The lack of public

knowledge of vision rehabilitation programs and s and those they may benefit is a

barricr to people with all levels of vision loss accessing these services. According 1o

Muzychka (2009) the public h ilable vision rehabilitation

litle knowledge of a
services (Muzychka, 2009). People with vision loss have expressed concer that
publicity of vision rehabilitation centres i directed at people that are blind and not those

with mild to moderate levels of vision loss. Much of the advertising depicts people with
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¢ images difficult to

while canes and guide dogs and people with low vision find thes

e this barrier adver

relate to (Pollard et al,, 2003). In order to help elimi 2 needs to

be more inclusive of all levels of vision loss.

Concerns have been raised by people with vision loss that organizations providing

self-promote to raise funds rather than raise awareness of

vision rehabilitation services

progr services they pr tal,, 2003). This may be due to the fact
that many of these organizations are non-profit and rely on private donors to assist in
funding the provision of vision rehabilitation services. It is anticipated that if these:
organizations received more govemment funding they could focus on public education

efforts to aise awareness of the vision rehabiltation programs and services they provide.

Patient pereeption. People’s perceptions of the nature of their vision loss and/or

their need for vision rehabilitation services can be a barrier o accessing and using these

services. They may choose not to avail of vision rehabilitation services due to

the services, inadeq their eye condition, lack

of knowledge of the available services, waiting for eye treatments to be finished,
transportation issues, and not considering themselves to have low vision (Matti et al.,

2010; Overbury et al,, 2008).

e levels for vision

Research has reported conflicting information about the upt

Overbury etal. ported that oy 58 2% of their

participants availed of vision rehabilitation services, while Matt et al. (2010) reported a
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97% uptake of vision rehabilitation services among participants. The research by Matti
and his colleagues appears to be the exception as research from Canada, Australia, and

Britain has reported that low numbers of people are accessing any type of vision

rehabilitation service (Gold & Zuvela, 2005; Overbury, et al., 2008; Pollard et al., 2003).

Mattic et al. attribute the high rate of uptake in their study to the service delivery model

used. Al participants vision rehabilitation one
week of the referral being received with interpreters and volunteer drivers also being

made available (p. 185).

Mati et al. (2010) found the biggest barrier to uptake of vision rehabilitation
services was patient perception. Of those participating in the study, initially 27% did not
believe they needed vision rehabilitation services and a further 10% did not believe that
vision rehabilitation services would benefit them. This was supported in a study by

Pollard et al. (2003) where almost 50% not cons selves to

have low vision and of the participants that did, many falsely believed that vision
rehabilitation services could not assist them because their eye care practitioner told them

that “nothing more can be done” (Pollard et al, 2003).

previously discussed, people often have the misconception that low-vision

services are for people with severe vision loss and are unaware that there s a range of

that may benefit people with varying levels of vision (Gold

& Zuvela, 2005; Matti et al, 2010; Pollard et al, 2003). Related to the barrier created by
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a misperception of the value of vision rehabilitation services, is a lack of understanding
about the long term consequences of eye conditions that causes people to delay accessing

vision rehabilitation services (Southall et al, 2008).

People may also choose not to use vision rehabilitation services because they are
scared and confused at the time of their diagnosis and may go through a period of denial.
It may be difficult for the person to consider availing of vision rehabilitation services if
they are concerned about being labelled as “blind” (Southall ct al., 2008). This barrier

may be particularly prominent among older adults who assume that vision loss is a

natural part of aging and only seek services when their vision loss significantly interferes
with their ability to complete everyday activities o when they realize their vision loss is

increasing (Gold et al, 2006).

Concurrent health problems. Matt et al. (2010) cite the presence of concurrent
‘major health problems as a further barrier to vision rehabilitation services. People with
concurrent health problems may choose not to avail of vision rehabilitation services
because they are hesitant about committing (o the low vision assessment due o the fear
of multiple appointments and additional testing (p. 185). Concurrent health problems

‘may be a particular barrier for older adults.
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Identified Pathways to Vision Rehabilitation Services

For the purpose of this research, the term pathway refers to factors that motivate

or enable a person with vision loss 1o access and use vision rehabilitation services.

contact. People report initally contacting and a

Ini ng vi

rehabilitation centres to learn nevw skills and ways of managing tasks of everyday life

(Scheiman, Scheiman, & Whittaker, 2007). This may include learning new ways to
complete chores, select clothes, cook, and walk in the community. People may also want

tolearn ways o maximize their vision and improve their reading abiliy with devices or

training (p. 62).

After nitial contact vision rehabilitation training often includes accessing and
using assistive technology. CNIB provides information about the availability, selection,

use, and purchase of assistive technology. They are able to assist people in finding the

best devices to meet their individual needs, through demonstration, assessment, training,

and technical support (CNIB, 2010)

Other providers of vision rehabilitation services. ltinerant Teachers are
employed i schools throughout New’foundland and Labrador and provide important
pathways for children and school aged youth with vision loss and their parents. Access to

inerant Teachers is regulated by the Government of New’foundland and Labrador. Tn

hild must have a visual

order o receive support services from an linerant Teacher “a
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acuity of 20/70 or less in the better eye with corrective lenses, or a child must have a

visual field restriction of 20° or

55" (Government of Newfoundland and Labrador,

2001, p.222). In addition to the support provided to families, ltinerant Teachers also

provide support to classroom teachers that work with children with vision loss. They
encourage a realistic understanding of the childs needs and abilities with the aim of
helping the child reach their highest potential (Govemment of New’foundland and

Labrador, 2001).

In partnership with CNIB, ltinerant Teachers provide training to students in the
areas of Braille, orientation and mobility, language, social skills, independent living

skills, use of low vision aids, keyboarding skills, s

organizational skills, visual eficiency and post-secondary counselling (Government of

Newfoundland and Labrador, 2001). They also assist students in accessing ass

tive
devices, teach them how to use and maintain the devices, and monitor the devices to

ensure that they are working properly (p. 5.20).

“The Hadley School for the Blind is helping o make vision rehabilitation services

by ducation programs focusing on assistive

technology, Braille, independent living skills, and other important arcas. The school was

founded in 1920 and today it is the largest educator in the world of people with vision
loss and the largest educator of Braille. Each year they have more than 10,000 students

located in 100 countries (The Hadley School for the Blind, 2011),
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“The mission of The Had]

School for the Blind is to “promote independent

living through lifelong, distance education programs for individuals who are blind or

visually impaired, their familics and blindness service providers” (The Hadley School for

the Blind, 2011, 1 1). The school provides distance education progran

s free of charge to

individuals living with vision loss and their famili

They also offer affordable tuition

courses to professionals working within the field of vision loss. The school relies on
assistance from individuals, foundations, and corporations to fund its programs (The

Hadley School for the Blind, 2011)

Partnerships and collaboration. Partnerships between vision health

professionals and related organizations are cited in the litrature as having the potential to

improve pathways (o vision rehabilitation services for people living with vision loss if
they unite around common goals (CNIB, 2008). This could include improved referral
processes by eye care specialists, increased awareness of available services offered by
CNIB and other vsion rehabilitation professionals, and initial referrals being made at

carlier stages of vision loss (Gold & Zuvela, 2005; Muzychka, 2009).

Public education. A lack of public knowledge of vision rehabilitation programs
and services and their benefits was identified as a barricr. Thus it is clear that investment
in education, awareness, and health promotion campaigns are potential pathways to the

aceess and utilization of vision rehabilitation services (Muzychka, 2009). An increase in

public education focu

ing on the terminology used when discussing vision loss and the
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role and function of vision rehabilitation services in the lives of people with vision loss

has the potential to increase public awareness and improve public atitudes about vision

Toss (Pollard et al., 2003). An increase in public awareness could resultin an increased

uptake of vision rehabilitation services as well as an increase in the social inclusion of
those living with vision loss due to an increased understanding of the abilities of people:

with vision loss.

Summary

Rescarch from within Canada and other countries identifies a number of needs,

barrie

. and pathways related (o the accessibility and utilization of vision rehabilitation
services for people with vision loss that can be generalized to people in Newfoundland

and Labrador. Thes

re the identified needs of professional awareness and referral,
psychological and emotional support, assistive technology, and assistive technology
funding and training. The bariers identified were inaccessibility of assistive technology

demo centres and stores, inadequate promotion of vision rehabilitation centres,

transporation, unequal access o vi

fon rehabilitation serviees, patient perception.
concurrent health problems. The pathways identified were nitial contact, other providers

of vision rehabilitation services, partnerships and collaboration, and public cducation.
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“The goal of this research was 10 explore the experiences of accessing and using
vision rehabilitation services of persons living with vision loss in Newfoundland and

h

Labrador. The next chapter discusses the process used to carry out the res




VISION REHABILITATION SERVICES IN NI 2

Chapter 3

Methods

Introduction

This chapter describes the methods used to explore the experience of sixt

individuals i ing and using vision rehabilitation services in Newfoundland and

Labrador. ‘The chapter begins with a description of the study design and the

ampling

methods used o select partcipants. The chapter then goes on to discuss methods of data

collection, the instruments used, and data ai

Study Design

The purpose of this research

1o explore and describe the needs, barriers, and

pathways to accessing and using vision rehabilitation services in the province of

Newfoundland and Labrador.

Explora

jon of a topic is best

omplished using a qualitative rescarch approach

as a means of opening dialogue in which to examine issues because the primary aim of

qualitaive research is not o discover or verify commonalities across experiences but

rather to explore each person’s uniquely lived experiences (Piantanida & Garman, 1999).

Furthermore, a qualitative approach s better suitcd than quantitative methods to examine

issues that are poorly understood and research questions that consider the quality of
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experiences rather than magnitude (Creswell 2007). This type of approach generates

rich data allowing for depth of understanding (Hutchinson & Lee.

004). The use of
semi-structured qualitative interview in this study captured the lived experiences of

people with vision loss. This will provide the Vision Rehabilitation Committee with an

in-depth of participants™ ces and perspectives of v

on

rehabilitation services in the province.

‘The research question asked: what are the needs, barriers, and pathways to

2 vision p and

0 and

Labrador? Project particip asked access
utilization of vision rehabilitation services and assistive technology in Newfoundland and

Labrador.

Sampling

Sampling strategies in qualitative research differ from quantitative research as

they are designed with the goal of studying a particular phenomenon in detail rather than

for the purpose of staistical inference (Luborsky & Rubenstein, 1995). 1 is generally
accepted that a minimum sample size of twelve interviews is sufficient to reach data

saturation in qualitative research (Guest, Bunce, and Johnson, 2006). For this research
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sixteen partcipants were selected for individual interviews using a combination of

availability and purposive sampling.

Availability sampling is a sampling method that selects elements because they are

readily available and convenient. This sampling method is commonly used in social

ble than other methods

work research because it s usually less expensive and more fea

of sampling (Rubin & Babbie, 2007).

Purposive sampling is common in qualitative rescarch and involves selec

articipants based on variables that y linked to the

research question (Rubin & Babbie, 2007). Using the CNIB client list as the sampling

frame, a purposive strategy was undertaken to consider specific categories of experie

of vision rehabilitation services. Purposive sampling was used o select participants

ased on the experiences of the following groups:

Group 1: Parents or guardians of children with vision loss (Children ages 18

and under)

Group2:  Working age adults with vision loss (aged 19 - 65)

Group3: Older adults with vision loss (aged 66)

vision rehabilitation consumer

‘These experiential categories represent the

groups in Newfoundland and Labrador.
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Reeruitment

The recruitment protocol was reviewed and approved by Memorial University's
Interdisciplinary Committee on Ethics in Human Research (ICEHR) (see Appendix A for
Letter of Ethical Approval and Appendix B for information about the Protection of

Participants).

Participants were recruited using the CNIB client list. A CNIB representative
contacted potential interview participants from each category to inform them of the
rescarch and ask f they would agree to receive additional information about the rescarch
including a follow up phone call from the researcher. A recruitment script was used to
ensure that people understood that their participation was completely voluntary and
would have no impact on their eligibility for CNIB programs and services (see Appendix
C for Script for Telephone Contact with Individual Interview Candidates). A list of
individuals that agreed to receive more information about the project was compiled using

a

andardized form (see Appendix D for Candidate Information List) and tumed over to

the rescarcher. The key informant from CNIB did not know which potential participants

agreed to be interviewed. A Participant Profiles list provides more detail about the

participants and can be found in Appendix 1.

Individuals who agreed to receive more information were sent a letter and project

which introduced . identified the purpose of the rescarch,

and informed them tht the researcher would follow up with a phone call to answer
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questions and provide more information as necessary (see Appendix E for Letter to
Candidates and Appendix F for Project Information Sheet). This package also contained

a consent form outlining the research conditions (see Appendix G for Consent Form).

All materials sent ped following for plain

language and were available in alterative formats.

Data Collection and Instruments

Data was collected using telephone interviews. The interview guide was created
in consultation with the CNIB New’foundland and Labrador Vision Health and
Rehabilitation Committee using the framework of needs, barriers, and pathways
deseribed in Chapter 1. The commitice was provided with a draft copy of a preliminary
interview guide and asked to provide feedback. Feedback was collected and utlized in
the development of the final draft of the interview guide (See Appendix H for the

Interview Guide).

Individual interviews were recorded and conducted via telephone. The consent

form was read at the beginning of the interview and par

ipants were asked to provide
Verbal consent to proceed before the interview commenced. The verbal permission of

each participant was recorded and the researcher signed the consent form indicating that

Verbal permission had been granted. The interview guide consisted of open ended

questions designed to encourage a full, meaningful answer using the participant’s own
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Knowledge and

d using vision rehabiliat

‘The use of a d allowed fi

questioning based on participants” answers to the preliminary questions

Data Analysis

In qualitative rescarch analysis a coding procedure is used to discer and organize
patterns within data. The process of coding involves moving from raw data to @

theoretical narrative in small steps, e

h new step building upon the previous one

(Auerbach & Silverstein, 2003).

As part of the initial coding process the text from the individual interviews was

reviewed d in the context of f needs, barricrs, and

pathways. For cach interview any reference made to needs, barriers, and pathways was
identified as relevant text and copied into an electronic chart. Other information provided
by participants that did not fit these categories but seemed to be relevant o the rescarch

was placed in the “other” category (see Appendix J for the Coding Chart). This made the

text casier to work with. The relevant text was then examined for repeating ideas across
individual interviews. Repeating ideas are the same or similar words and phrases used by

participants to express the same idea (Auerbach & Silverstein, 2003). A new electronic

document was created to comp » ideas into themes. then
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organized into categories based on the concepts of needs, barriers, and pathways. The
identified themes were used to examine what was learned from the data about the

research concers.

Summary

“This rescarch utlized a qualitative research approach to explore the needs,
barriers and pathways to accessing and using vision rehabilitation services in the province
of Newfoundland and Labrador. A combination of availability and purposive sampling

was used 10 select partcipants from three experiential categories representing the main

groups of vision rehabil ces in Newft and Labrador. Data
was collected from individual phone interviews and recorded to ensure accuracy. Data
obiained from the interviews was coded and organized according to their relevance as

needs, barriers, and pathways. The resultant categories are described in the following

chapter.
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Chapter 4

Results

Introduction

This st le of individuals exper Fvision

rehabilitation services: their needs regarding access to services, the variables that can

compound or complicate the process, and the pathways that faciliate access and
utilization of vision rehabilitation services. The results of this study are organized

according o this framework using needs, barriers, and pathways to vision rehabilitation

services as the three main headings. Each heading contains a presentation of the findings

as it relates to that specific concept.

Presentation of the Findings

Individual interviews were conducted with sixteen participants; four parcnts or
‘puardians of children with vision loss, eight working age adults with vision loss, and four
older adults with vision loss. The findings of the research are presented as they relate o

the organizing framework of needs, barriers, and pathways. In some cases the finding

corresponded with issues identified in the literature review. However, participant

were uniqy research,
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Needs Related to Vision Rehabilitation Services.

I this research | used the term ‘need to refer 1o the supports and services needed

and use vision rehabilitation services. Needs were identified

ble a person o ac

ining the experiences of people with vision loss in relation (o using and accessing

vision rehabilitation services.

Assistive technology training. Participants identified assistive technology

training as a need and reported availing of training from a number of sources
Participants reported having received training in school, from CNIB, and being self’

taught. Most participants said that the assistive technology training provided by CNIB is

relevant, beneficial, accurate, and relatively up to date. However, Joy said while the

ed from CNIB has been benefi

assistive technology training she re it was “not

always in depth as | would have liked it.” She was often unsatisfied with the assistance:

provided by CNIB and would contact the manufacturer for further help.

Three participants received assistive technology training from CNIB via

telephone but said this form of training was not helpful. Corey, a partially sighted man in
Labrador, said he needed “hands on'” training but CNIB was not able o provide it, CNIB
attempied to provide training (o him over the phone but “it wasn't beneficial.” He went
on o say “the hands on thing i the thing with the technology for people with vision loss

because they can't see to operate it He said he called for assstance but “{CNIB
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Specialist, Assi

e Technology] just couldn’tleave and come up here to help me work it

out”

Psychological and emotional t. The majority of discussed
the need for professional counselling services as a part of the vision rehabilitation
services offered by CNIB. Participants said professional counselling and emotional
supportis very important because people must adjust o their vision loss emotionally
before they are open to accessing other vision rehabilitation services. Participants in each
age category agreed that counselling is helpful throughout the fife span not just for them

but for their family members who also live with and are affected by vision loss.

Andrew spoke at length about the need for a professional counsellor at CNIB. He
said “that's where your connection is between CNIB and the client, it’s the counsellor.”
Andrew went on to say “every one of those, from kids right into the elders, they need
someane to talk and it needs to be a professional counsellor.” Participants pointed out
that counselling services need to be provided by a professional counsellor, not someone
that provides other vision rehabilitation services. Participants said counselling lets people
know that CNIB cares in addition to providing people with a connection to the

organization.

“The need for emotional support was identified as particularly important by

working age participants as they believed emotional support was not available to CNIB

clients between the ages of 20 to 6. Andrew said “just the idea of dealing with vision
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o

ind the change it has in your lfe you need a litle support.” Frank said counselling
services are needed and are very important for those in the workforce that begin losing
their vision or experience changes in their vision. When speaking about counselling he

says *...itis all intertwined. Issues come up all the time and how do you deal with these

things? Even for me and I've been visually impaired for all my life.”

Some working age participants stated that CNIB does not provide any type of

support to them. Brenda said working age people with vision loss

ave nothing.
of the working age participants specifically expressed the need of some form of peer
support. They believe this would provide CNIB clients with an opportunity to share

information, provide support to each other, and interact socially. Brenda noted that older

adults and children can have their peer support needs met outside of CNIB but working

age clients are forgotten about. In general working age participants indicated they are
feeling isolated and believe they need a group specifically for working age people

because they have different needs and issues than older adults.

“The Canadian Council for the Blind (CCB) is an organization that addresses the

ngoing effects of blindness with programs designed to encourage active partcipation of
people fiving with vision loss in local communities, education, sports and recreation, and
employment. They have sixty-five chapters across Canada, including two in

Newfoundland and Labrador. Some participants believe that this organization is meeting

the emtional needs of peaple with vision loss. They believe CCB is providing the peer
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support that CNIB is not. Andrew said the organization provides an opportunity for
people to get to know themselves and become comfortable living with vision loss. He
says “just to deal with the idea of having vision loss and the change in your life, you do
need a lttle bit of extra help.” He believes this extra help is being provided by CCB.

stern Newfoundland, beieves CCB is

However, Brenda, a working age person from

for older people with vision loss.

She described attending CCB outings and fecling they
did not have anything to offer to working age people. Once again, highlighting the
expressed need for a peer support group specifically designed for working age people

with vision loss,

The need for professional counselling was also noted in relation to the emotional
distress associated with the loss of a Driver's License due to vision loss. When
discussing the loss of his Driver’s License, Eugene, an older adult in Central
Newfoundland, said “that was the worstthing I found about it, the loss of my license. |

was driving since | was 17.”

Ongoing access to counselling was highlighted by participants to deal with fears.

of increased vision loss and the possibly of being blind. Erin, an older adult in Western

that recently sion loss, said she is worried about
“what happens when | go in total darkness because I'm terrified of the dark. Counsclling

will be kinda late when I'm in the dark.”
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Emotional support was described as important to parents of children experiencing
vision loss. Amy said “it’s more than just the support of the child its the whole.

emotional support as well” for her as well as her child. Parents said CNIB is able to

provide they feel “stuck,” . and

10 other services when necessary. Parents also said that the support provided by CNIB at

children’s appointments with the eye care specialist i very important. Parents said CNIB

dassist during when it becomes

overwhelming for them.

Increase in public and professional information. Participans belicved there is
aneed for increased public and professional information abou the programs and services
offered by CNIB, the benefits of assistive technology, and the effects of vision loss. A
number of participants believe CNIB should be publishing regular newsletters to keep

clients, professionals, and the general public informed about the programs and services

offered by the d highlight new assis y as it becomes
available. Participants suggested that these newsletters should be shared with doctors,

nurses, soy

I workers, and other professionals,

pecially

noting that front line workers, ¢

those visiting people’s homes, need to be educated about vision loss and CNIB.

Eleven of the participants said CNIB should increase the number of public
information sessions they offer. They believe these information sessions should be used

to increase awareness of vision loss, what it is like to live with vision loss, the programs
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and servi ants also

provided by CNIB, and available as

ive technology. Parti

pointed out the importance of promoting all public information sessions to ensure

awareness amongst the general public and the client population. Frank suggested there

be a trained volunteer in each community that can facilitate these sessions on a regular

basis.

Partcipants believe assistive technology should be an important part of all public
information sessions and low and high tech items should be available for demonstration.

“They said this would provide an opportunity for hands on experience with assistive

devices. Brandon said there is a need to have ar

tive technology tour every 6-12

months because these tours and p o

and try them frst hand. This is very important because as previously
mentioned people outside of St. John’s do not have regular access to assistive technology
demo items. Participants also said it may be beneficial to have information sessions for
working age people that begin losing their vision o inform them about assistive

technology and let them know there are ways for them to continue their employment

Participants suggested two specific groups, employers and students, to which
public information sessions should be targeted. Working age and older adult participants
suggested information session for employers to increase opportunities for people with
vision loss in the workplace. Joy suggested CNIB bring a person with vision loss that is

currently employed to the session as a means of promoting the hiring of a person with
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vision loss. P d tobe ssible to people with vision
loss. Danielle noted that it is hard as a person with a disability o find employment in a

small community.

A number of participants also expressed a need for information and issues related
10 vision loss to be taught in schools at al levels. They believe that in addition to a
university course aimed at teaching professionals about the causes of vision loss, what it
i like to live with vision loss, and how 10 interact with those living with vision loss,
CNIB should conduct information sessions about vision loss with students at all levels of

the education system.

Changing needs throughout the life span. Participants discussed the need for
ongoing opportunities for vision rehabilitation training throughout the life span beyond

initial contact or referral. !

issue had not been revealed through the course of the

Eight tated that as their vision their need

for vision rehabilitation services and new assistive technology.

Carlais now blind but had partial vision as a child. She recently began

independent living skill training to a he learned when she

still retained partial vision. When speaking about the changing need for vision
rehabilitation services throughout the lfe span, Carla said “it changes for surc because |
mean you learn things as a child that you want to improve as an adult.™ Frank, a resident

of Labrador who is now blind but had partial vision in the past, reinforced Carla’s view
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saying his vision rehabilitation needs have “significantly changed” over the years duc to
changes in his vision. Other participants discussed needing orientation and mobility
training o leamn new routes when they moved to new geographical areas. Joy, an older

person who is blind, said she *...came (o a new country....and wanted a bit of

forientation and mobility] as | wanted to sart using routes because | came with a guide

dog and just wanted a ltle bit of showing me routes and things like tha

Participants also discussed their changing needs in relation o assistive.

technology. They noted that devices need to be upgraded and changed as new

y \ges in their vision. Devices
need to be replaced as they become outdated and wear out due to usage. Frank explained

the importance of assistive technology: “it doesn’t just it there. You use it

Increased contact with CNIB. Participants reported a need for increased contact
between CNIB and their clients. Nine participants said they have litle contact with the
organization. A particular concern raised was that CNIB does not keep them up to date
on new information and assistive technology. This was a dominant theme amongst the
working age participants. Andrew commented that CNIB needs to make a connection
with their clients and 2o out and show people what is available. According to Andrew, a

lients: “they

lly true for new

working age person that s partally sighted, this s esp

just have no idea what's available.”
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Participants suggested that CNIB should hire a counsellor to maintain contact

with clienis and keep them informed. Parents of children and youth with vision loss
indicated a need for someone to keep in contact with families and provide them with
updates. Gillian commented that as their child has gotten older they have less and less.

contact from CNIB. Participants indicated that clients are losing contact with the

organization and believe a counsellor could help prevent this from happening. Other

participants said they take the initiative and contact CNIB for updates and o sec what

new assi

ive technologies are available for people with vision loss. CNIB services

outside St John's are irregular and infrequent given the demands on staff. Participants in

thes

¢ arcas said they would like to be nofified when CNIB specialists are visiting their

(o maximize these opportunities.

Improved access o vision rehabilitation services. In gencral, partcipants

outside of St. John’s did not believe they were receiving the same level of serv

as
those living in the city. OF the fourteen participants that lived outside of St. John's, seven
said it is hard to access services where they live and the full range of vision rehabilitation
services, such as Braille training, are not always available to them. Amy, who lives in
Easter Newfoundland, and Corey and Gillian who live in Labrador, said it s often

lists to travel to their

difficult for vision rehabilitation spex s due to weather,

seheduling of extra time needed to travel, and the cost associated with travelling. Despite

this they would like to see an increase in the number and regularity of visits they receive.
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Lack of awareness about services is a further challenge to access. Brandon, a
working age partcipant in Central Newfoundland, was unaware that low vision

assessments were available to him in his community and said he would like this service

o 50 that he could try new they

Improved access to services such as orientat

n & mobility and assistive
technology was cited as especially important when needed for work or when someone is

living alone. The timeliness of access to ser

s was also highlighted. Joy, now retired,
and Frank, a working age client, both said that working age people need to be able to

access servi

s immediately in order 10 gain or keep employment and the urgency is not

always met by CNIB.

Partcipants indicated they would like to see an increase in government funding to

CNIB to aid in the hiring of additional

fon rehabilitation specialists. They believed an
inerease in the number of vision rehabilitation specialists providing services could result
in increascd visits. Amy, the mother of a child with vision loss in Eastern Newfoundland,
said her family i recciving one visit a month from both the orientation and mobility and

carly intervention specialists. When asked about her ne

he said “more staff would

greatly be appreciated.” In reference to the

ervices she received from the

v
intervention specialist she said: “there is a great need for more than one [visit per

month]" Partcipans in other parts of the provine indicated they also sometimes have

to wait months for a vsit from a vision rehabilitation sp
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Gillian, the mother of a school aged child with vision loss, expressed a need for
an Occupational Therapist in the school system. She said this service is available in

ed o all students with

school systems in other provinces and would like to see it off

disabilities in Newfoundland and Labrador

ores. Participants indicated

Access to assistive technology demo centres and

the need for assistive technology demonstration centres and stores throughout the

province. Participants reported problems with having to rely on the CNIB catalogue to
view products such as magnifiers. Many participants reported that they did not have

access o demo items in their area and some said they have to purchase items without

knowing if they will be of benefit to them. They noted that having low vision

sistive technology centres in their communities would enable them to

see the items first hand before making a purchase. Fiona, a partally sighted woman in

taccess to [assistive devices] here in

Western Newfoundland, said “you don’

Newfoundland and Labrador anymore.” Fiona described a situation where she needed to
order a replacement magnifier but did not know the correct one to order from the CNIB

catalogue. “Last time | had to order from the catalogue and there are so many magnifiers

the right

e 1 didn’t know which one to get. So I don’t really know if 1 did g

‘magnifying glass.” She said a demo centre would have helped with this because she

could have visited the centre and tried the magnifiers before making a purchase
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Brandon, a participant from Central Newfoundland, also noted the importance of
having access to demonstration devices. He was pleased that he did not have to spend
money on assistive technology that did not work for him because he had the opportunity
o demo the items before making a purchase. He said he tried magnifiers and assistive:
technology at his doctor’s office and the CNIB office in Grand Falls-Windsor when it

housed an assistive technology store. As a result he was able t0 identify the items that

did not benefit him. 1 was fortunate enough to get i a setting, like a doctor setting, like

the CNIB..

wally had the hands on experience before | bought these things so 1 tried
every one that was there.... and nothing works. S0 I've never had o spend any money to

say that was a waste of time.”

Frank agreed that CNIB technology sales are crucial because devices are not

these devices need to be

available elsewhere in the community and points out h
readily available. You do need to have samples that are available for people to view

when the situation

CNIB promotes catalogue and web ordering but partic aid this does not

wark for everyone. They said a lot of people are affaid to purchase items online or in the

catalogue especially when they are unable 10 see them due to h

Frank points out that “for someone that has a significant vision impairment they.

really get an idea of what they're looking at on the web anywa
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Issues specific to Labrador. Labrador is a unique area of the province, due

aphical location and sparsely distributed population. In general, vision
rehabilitation services arc not as accessible in Labrador as they are in Newfoundland
because all three of the CNIB centres are located on the island portion of the provinc
Partcipants in Labrador said CNIB is absent n their arca and they ofen fet forgotten
about. They indicated there is a lack of services and the ones that do exist are hard to
access. Gillian was very specific about CNIB's lack of visibility in Labrador: “1 know

that here the CNIB is non-existent.” Corey estimated “99

loss in Labrador are not aware of CNIB or the services they provide

Participants indicated the need for CNIB to have more of a presence in Labrador
including the establishment of a CNIB ofice. They said there is a need for vision
rehabiliation specialists based in Labrador so that people i thatarea of the province did
not have to wait for Vision Rehabilitation Specialists to come from St. John's or Corner
Brook. Participants believe services should be available when they are needed and an
office in Labrador would be especially bencficial for low vision assessmens. Low vision
specialists currently carry low vision ks, containing a variety of magnifiers and other

visual aids, when travelling to Labrador. The participants believe the low vision kits

need to be updated but said this did not resolve the problem because specialists are only
able to show a small selection of magnifiers using a mobile kit. Participants also said
there are no assistive devices regularly available for demonstration in Labrador and it is

not possible for visiting specialists to bring samples of all assistive technology
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particularly of larger items, such as CCTVs. An assistive technol

office witha

demonstration centre is nceded in Labrador because it s difficult for vision rel

abilitation
specialists to travel with these larger items due to their size and weight. 1t also takes time

to set up these items for use.

addition to access to demonstration devices, partcipants said there is a long
wait time for services in Labrador and that the services they are receiving are not meeting
their needs. Corey said he had to wait months for orientation and mobilty training
because CNIB could not immediately send someone to Labrador. Some clients said
CNIB specialists did not have the time necessary 1o spend with individual clients when
they travelled to Labrador resulting in limited training opportunities. CNIB specialists

have a limited amount of time to provide vision rehabilitation training and support when

visitin aking about CNIB Gillian said “I'm sure they're doing the

Labrador. When sy

best possible job they can possibly do. 1t's unfortunate that that's the one you don’t sce

Frank observed that services that were available when he was living close to St
John's were not accessible when he moved to Labrador. Kathy an older adult in
Labrador was learning Braille when she fived in St. John's but said she had o stop when
she moved to Labrador because there was no one there to teach it. Gillian expressed a
ned for an linerant Tea

her in Labrador as they have not had one for 5 years: “When ‘

we had an Itinerant Teacher here it was fabulous. The [ltinerant Teacher] was trained
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and could do different activities with her [child with vision loss).” She indicated this is

an essential service that is available to children in Newfoundland but not Labrad

Notall participants were negative about the services they received. Although she

missed her Braille training Kathy said CNIB visits once a year to just check in and have a

chat. Her optimism may be related to the fact that she perceives her need for services as

minimal noting that she does not receive any vision rehabilitation services when the

specialists visit because she does not believe she requires any services.

Luse the term “barrier” in this research to deseribe the difficulties people have

accessing and using vision rehabilitation services. Barriers were identified by explori

the variables that participants deseribed that compound or complicate the process of

accessing and using vision rehabilitation services.

Cost of assistive. 2y was the barr

chnology. The cost of assistive technol

most cited by participants. Some participants are doing without needed assistive

technology because they cannot afford to purchase items. Seven of the participants, six

d for an assistive devices

of whom were of the working age category, spoke of th
funding program. Some of these participants believe CNIB needs to lobby government to

make an assistive devices funding program a reality
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Participants highlighted the benefits of assistive technology to underscore the

need for an assistive devices fun

ing program. They said assistive technology provides

them with independence and is a means of communication

at keeps them in touch with
family, friends, and society. They said it is an essential part of ife and they use it every
day. Participants reported using assistive technology to access email, websites, read,

write, watch TV, and play sports. Joy said assistive technology “opened up the whole

world to me.” Andrew said assistive devices reconnected him with society. He uses

‘monocular glasses to play darts and says after five years of not being involved “it

me that connetion with society again. 11's such a big thing just to make you fel a part

of everyday society.”

Funding was described as available to those in need of assistive technology to

participate in an cducational program or in the workforce. Participants said assistive

sy is making it possible, or has made it possible, to get through school and

raduate. Two of the youth had access to assistive devices that were provided by their
school and one of the working age participants discussed how assistive technology had

assistive technolog

enabled her to be successful in school. When discussing Carla said

without that I wouldn't have gotten through my schooling.

Waorking age participants said assistive technology enables them to actively

participate in the workforce. Frank said that “the difference between having assistive

technology and not having assistive technology is the difference between workin
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not working.™ Iris was one of two working age participants who were employed. Her

employer will provide her with assistive technology but the approval process proved

troublesome for her. She requested a CCTV through her employer but the approval

process was taking t0o long. She decided to request a much cheaper item instead. This

was approved very quickly. The cheaper item met her needs while using a computer

but did not assist her with rea nted materials.

Some participants were able to afford to purchase assstive technology but they
stillsaid there s a need for funding for those that are less fortunate. Partiipants reported
for example there are no funding programs available for those that need assistive
technology in their home. Daniclle, who participatcd as a parent ofa child with vision

Toss and who is herself only partialy sighted, use

her child’s assistive devices that are
provided by the school because she cannot afford to purchase her own items for home

use. She said when her child leaves for university she will lose her access to most of the

ssistive devices: “He's going to take all the cquipment with him and I'm going to necd

Parents identified the gaps in access (o assistive technology between home and

school for youth as being an issue. Children and youth with vision loss have access to

assistive technology at school but cannot always afford devices for home use. It is not
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Participants pointed out that funding is needed not only to purchase assistive

technology but also for the replacement and upkeep of items. They said items become

obsolete quickly and need to be updated or upgraded frequently. Some participants said
they have purchased items which they cannot afford to repair or replace if they become

damaged or give out

Perception of individ d postponement in accessing vision

ta

n services. Participants’ perception of their vision loss may have been a

barrier to accessing vision rehabilitation services and assistive technology. Not all

participants were using vision rehabiltation services and some had chosen not to avai of
any programs and services aftr their initial referral believing they did not require the

assistance of CNIB even though a referral had been made. The reasons they gave for not
aceessing these services indicate @ lack of understanding about heir vision condition and

about the benefits of vision rehabilitation.

Brenda, a working age person that began experiencing vision loss as a child, said

s because she believed she did not require

she was not using vision rehabilitation ser
the services. Eugene, an older adult iving in Central Newfoundland, said that he is

currently not using any services because he is waiting for eye surgery and will assess his
need for services when it is completed. Kathy, an older adult living in Labrador, said she

was not using vision rehabilitation services because her perception is that losing her

vision was just a part of getting older. When asked if she had any unmet vision
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rehabilitation needs she said “well, what else can they do? | mean it's getting worse all
the time. Quite quickly now I think but there’s nothing to be done about Macular
[Degeneration]. 10's justa fact of life for us old people.” In rality, vision rehabilitation

services can benefit a persor

Despite the many benefits of assistive technology six of the participants, two from

each age category, said they did not use assistive devices. The parent and working

participants said assistive technole

y was not used because they believe it is not

The older adult participants had a misconception that they were t0o old to use it or were

waiting t0 see if their vision improved.

Transportation. Transportation was citcd as a barricr for a number of the
participants especially in arcas where there are no forms of public transportation
awailable. People with vision loss do not have the option to drive and may have difficulty
accessing and using public transportation due to the travel that may be required o get to
transportation aceess points and Knowing when they are at their desired destination
Participants reported having to rely on family and friends to bring them to appointments,
rocery shopping, and other places outside of the home. Eugene voiced his own distress

when his license was revoked and he suddenly had to rely o

others: “That was the worst
thing 1 found about it, the loss of my license. | was driving since I was 17.” He now

relies on his wife to drive him most places.
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Danielle said there should be bus service to school available for children with

disabilities. She reported that her child cannot use the bus service because the school

says they live too close to the school but it is still too far for her child to walk. Danielle

e does not drive due to

said she has to rely on other parents to drive her child because s!

her own vision condition

Personal experiences of CNIB. Participant’s perception of CNIB was identificd

as a barrier to accessi

nd utilizing vision rehabilitation services. They indicated they

with vision

believe CNIB programs and services are not meeting the needs of those living

loss in the province. Corey noted that he suggested improvements to pr

Brandon and Brenda reported the same

services but nothing was ever done or cha

Andrew commented that a large number of people who are in need are not receiving

vision rehabilitation services and therefore CNIB services and practices are not worki
and need to be changed. His perception is that this s true not just in Newfoundland and

Labrador but across Canada.

Andrew further commented that CNIB is not keeping ahead of things. He does
ot believe the current vision rehabilitation service delivery model is effective, especially

on the West Coast. He believes there needs to be more conneetion with clients and CNIB.

needs to be more proactive rather than responsive: “Instead they wait for someone to

come to them. Instead of being proactive and goin people with

ut there and showing

vision loss what [CNIB] have
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Some participants recognized the financial constraints placed on CNIB and

vernment should inerease their funding to the organization so that they

es. Corey was most candid

an focus on providing vision rehabilitation serv

unds than they do about

commenting that he believes CNIB cares more about raisi

Wait for services. Despite participants” general comments about a lack of access

to programs and services in regions of the province outside of St. John’s, the wait for

access (o vision rehabilitation services was described as a barrier only by those living
Labrador. The one exception was Joy, an older adult in Eastern Newfoundland, who
tried to get someone from CNIB to come in and mark a new washer and dryer to make it

accessible but was fold there was not anyone that could come to her house to do it

The most extreme wait for services was reported by Corey, a working age person
in Labrador, who said he was 8-10 years without contact from CNIB following the

CNIB did not cal to discuss programs and

submission of a CNIB referral form. He s

services and therefore he was unaware of what was available to him. Years later he

received a phone call about taking part in an Adjustment to Vision Loss group and found

out about vision rehabilitation services as a result of participating in the group.

Eugene, an older adult living in Central Newfoundland, said he did not have to

wait for services but did indicate there was some informational disconnect. His nephew

t him a white cane. He was told that the Orientation & Mobility

went to CNIB and
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Specialist would visit to teach techniques for using the cane but he did not hear from
CNIB for a number of months. He admitted that he had not called to follow-up as he

believed he did not need the service

Andrew indicated that services in the West on have changed in recent

R

es in the Comer Brook office of CNIB, He said the

years due to staffing chan are
currently no independent living skills, orientation & mobility, or assistive technology
specialists in the area therefore clients have to wait for services from St. John's. He was

unaware that there is a half-time assistive technology specialist working in the Comner

Brook office of CNIB

Pathways to Visi ilitation Services

Tuse the ter find and use vision

m “pathway’ o describe the ways in which pec

rehabilitation services. Pathways were identified by asking participants about the

wailable resources that assist people in accessing and using vision rehabilitation service

Source of referral to CNIB. Eye care specialists are an important pathway to
vision rehabilitation services in Newfoundland and Labrador but one that could be

improved. Contrary to the problems that emerged in the literature related to delayed or
non-existent referral, the majority of participants interviewed had been referred to CNIB

by an eye care specialist. They said their doctors discussed CNIB programs and services



VISION REHABILITATION SERVICES IN NI

with them but the information was often vague. Andrew said he raised the issue of CNIB

igh a refrral was made to CNIB on his behalf no information

1o his doctor but even thor

or reinforcement was provided by his doctor

in information session offered by

CNIB when he went to a

anization about different eye conditions. He found this very beneficial as he was

able 10 talk to others with vision loss and professionals in the field. Corey found out

about CNIB by means of the Mobile Eye Van that would visit Labrador. He w

referred to CNIB by a genetics researcher at Memorial University

jon rehabilitation services. Itinerant Teachers were

Other providers of v

identified as a pathway because they assisted students and families with accessing vision

rehabilitation services and assistive technology while also providing basis training. With

her working

the exception of Labrador, allthe parent participants had an Itnerant Tea
with their child. They indicated that Itinerant Teachers provide a lot of assistance with
obtaining assisive technology for their child, assstive technology training. and
conducting information sessions in classrooms. Parents did express a concern that the
number of hours their hild works with an Hinerant Teacher had ben reduced. Heather

thor ive impact on her child’s development

ht this was having a ne

The Hadley School for the Blind is also a pathway to vision rehabilitation services
because it enables people to leam a selection of vision rehabilitation services in their

dless of where they live. As mentioned carlicr, The Hadley

home environments
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School for the Blind promotes independent living through distance education programs.

for individuals who are blind or visually impaired, their families and professionals.

D;

ielle said she is leaming Braille through The Hadley School for the Blind via a
distance education program. She chose this route because she did not believe Braille

raining was available to her through CNIB because of where she lives in the province.

Partnerships and collaboration. Participants identified increased partnerships
and collaboration between organizations providing services to people with vision loss as
a potential pathway. Participants believe there is currently a lack of communication and
partnership between organizations, especially CNIB and CCB. Partcipants believe the
level of service provided to people with vision loss in New’foundland and Labrador would

be improved if these organizations worked in partnership.

Initial contact. The theme of initial contact in an important element of vision

rehabilitation pathways b

e it provides insight into the motivation of a person 10 seck

out and use vision rehabilitation services. Upon referral part

s identified a number

of reasons for initially availing of CNIB

sion rehabilitation services. The majority of

participants needed some type of assistance and training related (0 day t0 day activitcs

This included needing assistance identifying money, completing houschold chores,

access

ng the CNIB library, assistance in school, and getting around at home and outside.

Participants said vision rehabilitation services were a necessity. Danielle said her and her
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son “would never be able to cope daily” without assistive technology and vision

rehabilitation services.

Less tangible reasons for contacting CNIB included needing support and

guidance, wanting to know what was available to people with vision loss, and a desire to

connect with others experiencing vision loss.

Access to vision rehabilitation services in communities. Access (o vision

rehabilitation services in communities was identified as a pathway to meet the previously

discussed need for improved access to vision rehabilitation services. Twelve of the

participants reported receiving vision rehabilitation services in their home
community. Not only did this make services more accessible to participants it also gave
them the opportunity to lear and practice their new skills in their home environment

Services received in homes and communities included low vision assessments,

orientation and mobility training, independent living skills training, and carly
intervention. Participants noted that home visits were very helpful as items such as

stoves, washers, and thermostats need to be marked in the home with high contrast tactile

paint to assist with the accessibility of these items. Onsite orientation and mobility was

not have sidewalks.

also reported as beneficial. For example, many rural communities

anslate casily to home

Therefore, skills learned in larger centres would not
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Adjustment to vision loss groups. Adjustment to vision loss groups were

identified as a pathway to vision rehabilitation services and assistive technology. Four of
the adult participants, located in various arcas of the province, had or were currently

am. Eugene said the

participating in an Adjustment to Vision Loss (AVL) group proy

AVL group is very enjoyable noti

hat it provides an opportunity to learn from others

of all ages. Other participants said AVL groups enabled people to make life long

connections and form valuable friendships. Andrew said it brought people out of their

shells, opencd them up to opportunities, let people know that there are others living with
vision loss, and that support s available. Corey said the group helped people gain

confidence and was an opportunity to talk to different people about your problems. He

said participants get the opportunity o relate to one another and know they are not alone

ed that AV

Other participants comme roups enabled people to aceess
programs and services internal and external to CNIB. Corey said the emotional and peer

support offered by the Adjustment to Vision Loss group

ve him the courage to seck out

and use other vision rehabilitation services.

Andrew, Corey, and Brandon were unaware that AVL groups were stil offered by

CNIB and commented that it wa dit was

a positive program and they were disappoin

no longer available. Corey commented that the group was a wonderful program and he

believed there should be 2-3 groups offered per week. This demonstrates the important
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role CNIB has in making sure their clients are aware of the programs and services they

offer to ensure the continuation of existing pathways to vision rehabilitation services.

Participant interviews identified a number of needs, barriers, and pathways related

to accessing and using vision rehabilitation services in Newfoundland and Labrador. In
terms of needs participants discussed the need for assistive technology training

psychological and emotional support, increase in public and professional information,

and changing needs throughout a person’s life. In addition to this they discussed the
desire for increased contact with CNIB, the need for improved access (o vision

demo centres and stores, and issues

rehabilitation services, access to assistive technolog

specific to Labrad

The barriers discussed related to the cost of assistive technol
postponement of vision rehabilitation training due to their personal perceptions or

15 of vision rehabilitation services and

misperceptions of vision loss and the ben

ation, personal experiences

assistive technology. Other barriers identified were transpor

of CNIB, and wait for services,

Participants also identified a number of existing or potential pathways to vision
rehabilitation services. These included the source of their referral to CNIB, other

providers of vision rehabilitation services, partnerships and collaboration, initial contact,
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access to vision rehabilitation services in communities, and adjustment to vision loss
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Chapter 5

Introduction

The purpose of this research was to identify the needs, bariers, and pathways to

ssing and using vision rehabilitation services in the province of Newfoundland and
Labrador. Although limited in scope, this study provides valuable insight into the

challenges and benefits associated with acces;

ng and using vision rehabilitation services

in the ce and will assist the CNIB Newfo d

brador Vision Health

Rehabilitation Committce in the development of a vision health framework for the

province.

Using the conceptual lens of social inclusion, this chapter discusses the f

s they relate to the goals of the CNIB Newfoundland and Labrador Vision Rehal

Committee. The discussion concludes with a summary of the limitations of the study and

recommendations for social work practice, policy, and research,

Discussion

Participants a

spreed that vision rehabilitation services were a necessity even

though they initially availed of vision rehabilitation services for different reasons ranging

from praci

al goals, such as leaming to complete household chores and mobility skills,
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o more intangible needs such as support and guidance on isues related o the emotional

impact of vision loss. The findings demonstrate that people experiencing vision loss in

this province face a number of challenges related to the availability and accessibility of

vision rehabilitation services and programs and that these challenges are exacerbated for

those who are living in the province’s more rural and remote regions. The findings also

underscore that vision rehabilitation is a lifelong process

“The organizing framework of needs, barriers, and pathways did facilitate the

analysis but it was also clear that the categories were not necessarily separate and distinct

from cach other. The next section of this chapter therefore summarizes in a more general
way what we can learn from participants about vision rehabilitation services in this

province.

e span and continued contact with CNIB.

Changing needs through

A throughout the particip: as the need for adaptation of

s as vision needs change throughout the lfe span.

vision rehabilitation training and serv
Ifclients are engaged with vision rehabilitation organizations on an ongoing basis they
will be more fikely to contact them if they require additional services and supports. Half

of the participants identified the need for additional vision rehabilitation training,

as their s reported

‘emotional support, or new assistive devic on changed. Participa
they would like to see an increase in the amount of contact they have with CNIB and

indicated they would like the organization to keep them informed about new assistive:
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devices and upcoming events. Continued conta

with CNIB is a potent

I pathway to
ensuring that people feel comfortable contacting the organization when, and if their

vision rehabilitation needs change.

“The majority of lterature reviewed focused on initial access as a pathway to
vision rehabilitation services. There was a lack of information pertaining to the need for
vision rehabilitation services throughout a person’s life. This is an important insight in
relation to the goals of the CNIB Newfoundland and Labrador Vision Health and
Rehabilitation Committee framework. In order to facilitate the continual best quality of
lif: for people with vision loss findings suggest vision rehabilitation services need to be

accassible to people throughout their lfe span as they experience changes in vision and

People may need to access additional ehabilitation training at

several points in their lfe to adapt or develop skills to remain independent, care for

s, and maintain a good quality of ife.

Adaptation of vision rehabilitation training and services throughout the life span
isalso necessary to ensure the social inclusion of people with vision loss. Changes in
vision may require aceess to new assistive technology and additional vision rehabilitation

training I and inclusion. These

adaptations may include additional asistive technology training, orientation and mobility
raining related to the commute to work and safety within the work environment, and

independent living skills training to assist with the completion of job tasks. Lifelong
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access to vision rehabilitation services is also necessary o ensure the functional,

participatory, and physical inclusion of people with vision loss. The findings suggest
there is a need for organizations that provide vision rehabilitation services and programs

to focus beyond the nitial referral.Ongoing vision rehabilitation training may be

necessary for people with vision lss to remain actively involved in their communitics

access transportation and public places, and to contribute to their communities.

Source of referral to CNIB and increase in public and professional

information. In the review of the literature it was noted that eye care profssionals

typically do not refer patients to vision rehabilitation services and most people are

referred to services by a friend or family member. In contrast, this study identificd this
group of professionals as a pathway to vision rehabilitation services as the majority of

participans in this study had been referred to CNIB by an eye care specialist.

The literature review also revealed that eye care specialists provide limited

information about coping with vision loss and often wait until the end of reatment to

suggest vision rehabilitation services. Participants in this study supported this notion, all

ind services

but one reporting that while their doctors had discussed CNIB progra

with them the information was sometimes vague. This suggests that there is a need for

CNIB to work with eye care professionals to ensure they a about the
vision rehabilitation programs and services offered by CNIB and equipped to provide

detailed information to their patients and to answer questions about the organization.
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Participant interviews did indicate a lack of referral among professionals other
than eye care specialists. This could be due to be a lack of knowledge about CNIB
among other professional groups or lack of awareness that they are able to make referrals

{0 the organization. Knowledge of CNIB programs and services is especially important

for professionals working at the community level because they often visit people in their
own environments and are able to observe if a person is having difficulties with activities

of daily living due to vision loss.

There is a need for CNIB to work with all professionals to increase knowledge of
CNIB vision rehabilitation services, their benefit to people with vision loss especially in

e the number

the early stages, and the referral process. It is anticipated this would
of clients being referred to CNIB and improve the level of information provided o a

patient when being referred to CNIB programs and services

Public and professional education. Participant interviews supported the view
that aceess and utilization of vision rehabilitation services would be improved by
investing in education, awareness, and health promotion campaigns. Participants
believed CNIB should increase the number of newsletters and public information

sions they provide. These initiatives should target specific audiences, such as doctors,

sted this would

jonals. Participants

social workers, nurses, and other profes e
improve awareness of vision rehabilitation services and access to vision rehabilitation

services and assistive technology.
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Participants also saw the benefit of conducting information sessions for employers.
and those in the work force experiencing vision loss. These sessions could help ensure
the economic inclusion of people with vision loss because they could increase the

likelihood of companies hiring a person with vision loss. Particip:

sessions would be a way of promoting the abilities of people with vision loss and their

capability of p

ing in the workforce. These sessions may also be a means of
support for current and potential CNIB clients by letting them know they do not have to

give up their employment just because they are experiencing vision loss

Overall parti that CNIB needs of their
programs and services, about the causes of vision loss, and what it i like to live with

vision loss. Participants in Labrador also believed that CNIB needed to do a better job of

raising awareness of the organization, especially the programs and services they offer,

and making CNIB recognizable in that area of the province.

Public information sessions could help ensure the cultural and refational inclusion

of people with vision loss as participy

ts reported feeling marginalized because the

general public does not understand vision loss and the abilities of those living with vision

loss. There

aneed for public information to increase knowledge about the abilities of
people with vision loss and how to interact with the population. It is anticipated that such
public information sessions could improve respeet for people with vision loss,

recognition of their abilii

. and their contributions to society. The value of CNIB
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accessing CNIB programs and services afler having attended such an event. These types
of events introduce people to the organization and provide an opportunity for them to

‘make further contact.

ces from all sources and incre:

Referral to CNIB programs and serv in public

and professional information is important. They help facilitate the best quality of ife for

people with vision loss by improving the likelihood of people accessing vision

rehabilitation services and increasing the knowledge of the abilities of people with vision

sult in

Toss amongst the general public. An increase in public knowledge would
improved interactions between people with vision loss and the general population. It

would also help remove some of the stigma associated with vision loss.

o has the potential to reduce the incidence of vision loss and

Public education a

blindness through early detection. can be used as a platform to

ses of vision loss and the need for regular eye exams. Regular cye

highlight the ci

ion loss and

ims are necessary for the early detection of eye diseases leading to

blindness. This is tur can reduce the occurrence of unnccessary vision loss.

Perception of | Toss and in ing

rehabilitation serviees. Individual perception of vision loss may be a barricr to people

essing vision rehabilitation services and assistive technology. Those that chose not to

avail of services or devices cited reasons that had in the such as
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waiting for eye surgery to be completed in order to determine if services would still be
required and believing that vision loss was a natural part of aging therefore litle could be

stive technology would be

done to assist. Participants also were not convinced that

beneficial

rticipant nterviews supported the idea that people with vision loss need to be

‘made aware that vision rehabilitation services and assistive technology can benefit them
atany stage of vision loss and at any age. In Newfoundland and Labrador as in the rest
of Canada, people often have to wait extended periods of time for eye surgerics. This is
time that could be spent participating in vision rehabilitation training. Although vision

s need to be made aware of the

Toss can be a result of the aging process older adul

ion loss as a natural

benefits of vision rehabilitation training and leam not o dismis

part of the aging process.

ive technology to understand the

People with vision loss need access to @
benefits of devices and the improvements they can make in their life. Access to assistive
technology would enable people to try the devices and understand how they can
contribute to their independence. Vision rehabilitation providers need to promote the

benefits of vision rehabilitation services and assistive technology for all people with

n loss, regardless of age, level of vision, and the duration of vision loss.

The accessing vision

technology can have an impact on a person’s quality of lfe and their inclusion in socicty.
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People may experience economic hardships because they may unnecessarily give up their
employment, believing they can no longer work when vision rehabilitation services and

e devices may be able to assist them in performing their job. Delay in accessing

vision rehabilitation services may also effect a person’s functional and physical inclusion

because they may not have the skills to remain active members of their communities, use

rehabili s, assistive tech

Improved access o v r 2y,

ality of life they

tion. For people with vision loss to experience optimal q

need to have aceess to vision rehabilitation services, assistive technology, and accessible

ipant interviews supported reports that CNIB services may not be

transportation,
universally available and equally accessible to all people with vision loss duc to staffing

ind there is an unequal distribution of

and geographical challenges (Muzychka, 2009)

ind urban areas (Matti et al,, 2010). - Participants

vision rehabilitation services in rural a
outside of St. John’s, especially those in Labrador, did not believe they were receiving
the same level of service as their counterparts in the capital region of the province and
said it was difficult 10 access services where they live as services are not readily available

ansportation was reported by most participants as a barrier to accessing vision

rehabilitation services. For those living in rural arcas of the province there is ltle, if any

public transportation available. Participants reported having to rely on family members
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h transportation to medical appointments, grocery shopping,

and friends to assist them wi

and y the home. Ac blic transportation wherever

and enable access to vision rehabilitation

possible is imperative to ensure independ

and businesses

services, community resources

One way to meet the demand for services in all areas of the province is the hiring

lists. The hiring of additional specialists would

of additional vision rehabilitation spe
increase the number of professionals located throughout the province. It would also

travelling to provide vision rehabil

increasing the number of visits received and the duration of visits. The amount of time
spent travelling to rural areas in order to provide vision rehabilitation services can be
problematic for specialists due to the geographical area that needs to be covered.

1 their arca can be

Partcipants said the wait or vision rehabilitation specialist to v
Tengihy and the specialists do not always have enough time 10 provide the level of service
deemed necessary.

Another way to meet the demand for vision rehabilitation services i the opening

of additional CNIB centres in various regions of the province. These centres could be

located in areas of high demand and serve the outlying areas. The centres could also
house assistive technology demo tems, providing people with an opportunity 10 view and

try various assistive devices,
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authorities, Eastern Regional Health,

A partnership with the four provincial hea
Central Regional Health, Western Regional Health, and Labrador Grenfell Regional
Health, could also provide an opportunity for people with vision loss to have improved
access o vision rehabilittion services and assistive technology. Visiting vision

rehabilitation specialists could provide service out of local health offices, reducing the

need for travel within the region. This would also provide additional time for each client

visit because specialists would not have to spend time setting up equipment for cach

session. The regional health authorities could also provide space for the housing of
assistive technology demo tems, providing people in the area an opportunity to view the

items and try them to determine their cffectiveness.

The implementation of these initiatives would improve access to vision

rehabilitation services, assistive technology, and reduce transportation barriers for clients

in all arcas of New’oundland and Labrador. This could facilitate the cconomic inclusion
of people with vision loss enabling them to find employment or continue working as they
would have timely access tothe services and devices necded for successful cmployment
There i also the potental o improve functional, partcipatory. and phsical inclusion as
improved access to vision rehabiltation services and transportation would enable people

to remain active in their communities and provide them with aceess to programs and

services and public places. Furthermore there is an opportunity to improve the political

structural inclusion of people with vision loss by removing systematic barriers,

improving community capacity building, and providing options for chan
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initiatives could change the current sysiem of vision rehabilitation service delivery in

Newfoundland and Labrador and improve the environment so that it is more accessible to

people with vision loss.

There is also the potential to improve the public perception of vision loss in al
arcas of the province because residents would see people with vision loss living
independent, active lives as a result of vision rehabilitation training and assistive

technolo

Community members would see people with vision loss travelling
independently, completing daily tasks such as shopping, and being involved in sports and

Equal access fo services is a significant issuc for older persons given the statistics

cited in the introduction that one in cight people in the province can expect to live with

significant vision loss afler the age of 75 (CNIB, 2008). It is also important to note that

the majority of those living in rural locations will be older adults due to the continuous

outmigration of youth in these arcas (Economic and Statistics Branch Department of

Finance, 2005).

support. Despite the fact that large numbers of

people with vision loss experience depressive symptoms (Southall et al., 2008),
psychological and emotional support is ofien overlooked in the current model of vision

rehabilitation services. It is also known that psychological and emotional factors can be a
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motional and psycholoy

cal impacts

ision loss in order to be comfortable fully

availi

of vision rehabilitation training. These issues were confirmed by participants in

this study. There is a need for psychological and emotional support within the current

model of vision rehabilitation services in Newfoundland and Labrador in the form of

individual, family, and group counselling

Individual and group counscl

ded throughout a person’s lfe as

they adjust to their chan;

ing vision and its impact on life situations. Counselling also

assists family members cope with the vision loss of a loved one. Vision loss affects not
only the individual experiencing vision loss but lso those closest to them. Family
members need to be able to speak with a professional counsellor to discuss their own
adjustment process and changing relationships. Partcipants stressed the importance of

these services bein

rovided by a trained professional counsellor

Psychological and emotional support is an important aspect of social inclusion.
People need to believe they are valued and respected in their homes, communities, and

society in general. Psychological

emotional distress can cause people to become

withdrawn from the friends, family, and society. They ma

choose to stop working.
participating in groups, and availing of programs and services. Supportis needed to
ensure that people with vision loss do not experience unnecessary emotional hardships

and that they retain the opportunity to be active members of society
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CNIB does provide some emotional support in the form of group pre

and given the significance of psychological and emotional support they need to promote

their client base. Some participants were not aware of the

this program among:
Adjustment to Vision Loss group program and others who had already taken the course

s in Newfoundland and Labrador.

were not aware that it was still being offered to cl

Psychological and emotional support i clearly an important pathway to people

jon services and a determinant of a person’s quality of life.

bilita

People may need the assistance of a professional counsellor to help them adjust to their

vision loss and feel comfortable accessing vision rehabilitation services. Vision loss can

also place a great deal of strain on personal relationships and a professional counsellor

knowledgeable about vision loss could help couples and families overcome these issues.

d stores and assistive technology

Assistive technology demo centres

demo items and local stores

r There s a need for access to assistive technol

enables people with vision loss to experience

o purchase devices. Assistive technoloy

the best quality of ife possible. It is an important determinant of social incl

articipants said it provided them with independence and enabled them to participate in

also makes it possible for people to stay

school and the workforce. Assistive technoloy
in touch with friends and family, participate in society through information sharing and

rtation and community

social networking, and improves access to public transp
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resources. Assistive technology assists a person with vision loss to read a bus schedule,

read labels and price tags when shopping, and even play sports

Assistive technology demo centres and stores are beneficial and needed

throughout the province. 1 enable users 10 ry v: deviees to

determine which devit

would best meet their needs and provides the opportunity to

immediately purchase the device. This prevents partcipants from spending money on

devices that would not benefit them and from having to wait for devices to be delivered

Participants expressed frustration when they did not have the opportunity to experiment

with assistve devices before purchasing and ended up spending money on devices that

were ineflective.

In this study, the majority of participants were not using any assistive devices
which may support the lterature that people choose nof to use assistive devices because
they are not able to view them before purchasing (Cold et al., 2006) and the view that

need to be available f and hands on o

eliminate the barriers associated with accessing and using assistive technology. This is

the only way people will know ifa deviee is suitable and will meet their necds.

For those who do avail of assistive technology, training is essential and may result

in an inerease in compli

e with the use of assistive technology (Gold & Zuvela, 2005).

Partcipants in this study agreed there is a need for inc

sed training opportunities from

CNIB. Although CNIB provided most of the

istive technology used by participants,
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many reported being self trained in the use of assistive devices or utilizing assistive

tive

technology training services outside of CNIB. Participants believe the a

technology training provided by CNIB needs to be more in-depth and the services need to

be improved for clients outside of St. John's.

“The majority of assistive technology training provided to participants from CNIB.
was via telephone. Given that CNIB has only one full time and one part-time assistive
technology specialist it is difficult for them 1o travel throughout the province to offer
hands on training. This is not the preferred method of providing training as people often

need hands on assistance leaming how to use assistive technology. One way of providing

this service to clients may ntoee

provide individual raining to those that require it

Cost of assistive technology. Participants stressed the importance of assistive

technology and the need for all people with vision loss to have access to devices at

school, in the workforce, and at home. It is an integral part of lifc for people with vision

Toss and there is a need for equal access. The development of a provincial assistive

o

devices program would be a pathway to ensuring that all people have equal

technology.

Rescarch indicated the rising cost of assistive technology is significantly affecting

the benefits of vision for people with low or fixed

etal., 2006). The cost of assistive technology was identified as a significant barrier for
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participants of this study. Participants confirmed that there is a lack of funding programs

1o assist peoy assis s and they the eligibility

criteria for known P d

settling for cheaper alteratives because they are not able to afford the assistive:

technology they require. People are not able to maximize their vision rehabilitation

training if they s they req throughout daily

life

‘The cost of assistive technology has an impact on the economi

political, and

structural inclusion of peaple with vision loss. In general, peaple do not have the income

gy that would aid them in meeting needs and
partcipating in society. The development of an assistive devices fnding program would

remove the systematic barriers involved with acy

ing a

tive technology and bring

about change. A program or subsidy would peop

with vision loss to increase their independence through access to devices that would be.

responsive to their individual needs. Assistive technology enables people with vision

o te fully in life and needs to be made available to all people regardless of

S to partici

their economic situation.
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Limitations of the Study

Although the insight accessing

and using vision rehabilitation services, the small sample size limits the transferability of
the findings to the overall population of people living with vision loss in New’foundland

and Labrador.

“Time and cost barriers also caused limitations in this study. Time barriers were

d and Labrador Vision Health and

created by the fact the CNIB Newfoundla

Rehabilitation Committee had a timeframe in which the study needed to be completed in

order to lobby government for the development of a vision health framework for

d Labrador. These ceted the number of participants

that would be interviewed and the duration of interviews. The number of participants and

the length of interviews had to be manageable to ensure that time lines were met and the
study was within the breadih and depth expected for the Master of Social Work degree

thesis.

The scope of the project was further limited because CNIB did not have the

o0 complete a fully developed needd barriers

affected the method used to conduct participant interviews. Face to face interviews were

ot feasible in this study due to the cost associated with travelling throughout the

province of Newfoundland and Labrador to meet with participants.
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Another limitation of this study, related to cost and time constraints, was the use
of the CNIB client list to recruit participants. This sampling strategy excluded those that
have not accessed or used vision rehabilitation services creating a clear bias n the

findings. Access to this group of potential participants would have provided insight into

ervices and the barriers

the needs of those that have never accessed vision rehabilitatior
that have kept this population from accessing the services. The needs of this population
and the barriers they experience may be very different from the sample used in this study.

However, this was an exploratory study and an understanding of users” past and current

using and accessing v provided important

information about key directions in the development of a stratcgic provincial vision

health plan

“The informed consent protocol appeared to be a further limitation of this study. A

large number of potential participants were contacted and chose to not receive

information about the study. In addition o this, a number of participants chose not o
participate onee they did receive the information. Discussions with older adults
suggested they were intimidated by the process of informed consent and did not believe
they were competent enough (o agree to participate. Some older adults had agreed to

m read saying they did not think they

participate but declined afier having the consent f
should continue without the advice of their children or another person. This did not
appear to be a concern for participants from the categories of parents of children with

vision loss and working age adulis groups. The resistance of older adults to provide
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informed consent seemed to be due to the length of the consent form. The necd for the
use of plain language to accommodate varying lteracy levels resulted in a consent form
that was four pages in length. In hindsight, the document could have been further
condensed to help eliminate the concerns related to informed consent amongst older

participants.

‘The literature review was limited due to the lack of research about vision

rehabilitation services, especially in Newfoundland and Labrador. Much of the research
related to vision rehabilitation services and program development is new and has not yet

reached the evaluation stage.

My previous employment with CNIB, although beneficial to my knowledge of
vision rehabilitation services, proved to be a limitation of this study. As the interviewer |
was in a situation where | was conducting interviews with six participants 1 had a

ssed

previous working relationship with. Participant interviews sometimes dis
programs that 1 had developed while employed at CNIB. Participants did not always
discuss their experiences in detail and relied on me to understand their experiences based

on our history. Thi

may have also affected the integrity of the discussion because
participants may not have wanted to disclose negative views of the programs. However,

ants new fo Vi

part on rehabilitation services discussed these programs openly, not

Knowing I had been involved in their development. This factor presented further

challenges at times when I knew the information the participant was providing about
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ment with CNIB |

programs and services was incorrect. Despite my previous employ

ticipant interviews. In these

aimed to remain objective and unbiased while conducti
instances | would continue with the interview as if | did not have any previous knowledge
f CNIB but at the end of the interview | would provide them with the correct
information. For example, one participant belicved CNIB in Newfoundland and
Labrador charged clients for white cancs while other provinees provided them frce of

charge. 1 informed the client after the interview that this was incorrect and CNIB in

Newfoundland and Labrador did in fact provide free white canes to clients,

The interview guide also proved to limit the research findings. As the interviews

interview guide

progressed it was discovered that the questions contained in the o1

were not gaining rich, descriptive information about the needs, barriers, and pathway

velated 10 vision rehabilitation services. For exampl, the questions “what assisive
technology have you found the most beneficial? Least beneficial?” simply generated a
Histof assistive devices used by partcipants. 1t would have been more valusble 10 ask
how the assistive technology benefited the person. For future rescarch it would be
importan to determine with a pilot study f the questions contained in the nterview guide

would extract the breadth of information necessary to answer the rescarch question



VISION REHABILITATION SERVICES IN NI 9

Recommendations for Social Work Practice, Policy and Research

Social workers nead to be aware of the profound impacts of vision loss on
individuals, familics, and communities as ideniified i the rescarch. They need to be
conscious of the psychological and emotional impacts o vision loss as the rescarch
confirms tha the impacts of vision lossare not exclusively physical. In addition to this,

they need be sensitive to the fact that a person with vision loss may be at an increased

risk for depression. Social workers should also be attentive to how vi

bss may be

affecting family members because they 100 have to adjust to and live with vision loss.

Social workers, especially at the macro level, must help advocate f

modifications and improvements to current policies and programs that impact people
with vision loss. They must be involved in the developmen, implementation, and
monitoring of a vision health stratcgy for the province to ensure the best quality of lfe for
people living with vision loss i the province and reduce the incidence of vision loss and
blindness through public cducation and carly detection. Social workers have
specialized role o play in this initiative because they arc able o identify social problems
and are skilled at suggesting legislative and other solutions. They are also skilled in

advocating for the rights of those living with disabilities and rescarching and analyzing

policies, programs, and regulations

Research is a crucial aspect of social work practice because it informs and shapes

practice through the development of new interventions, and provides the opportunity for
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critical analysis of current and proposed interventions. Research helps to ensure that the
best method of intervention is used and most importantly that no unnecessary harm

comes to clients.

“There is an opportunity for further research into issues related to vision health and

rehabilitation in Newl and Labrador. Fy search is needed to exa
barriers to vision rehabilitation services as they relate 1o those that have never accessed
the services. There is also an opportunity for further rescarch into the necd for access to

vision rehabilitation services throughout the lifc span. Present rescarch focuses on the

initial contact and referral but it i also beneficial o investigate if people are

essing
and utilizing vision rehabilitation services when necded after the initial referral. Further

research will help provide an evidence base for best practices related (o the expansion of

ilitation services in Newfoundland and Labrador.

“This research has contributed t0 a better understanding of the needs, barriers, and
pathways o vision rehabilitation services in Newfoundland and Labrador and the role

social workers ha

in ensuring that people with vision loss have acess 1o these services.

Social workers may oceupy a wide variety of roles in  vision rehabilitation model from

direct counselling with individuals, families and groups, 1o advocating with and on behalf

of people with vision loss, to shaping and developing vision health policies, and finally to

research that informs and evaluates best p
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The primary goal of this study was to explore the needs, barriers and pathways to

ind using vision rehabilitation services in the province of Newfoundland and

Labrador. A qualitative study was undertaken using individual interviews with CNIB

clients from three client age groups and from each of the four provincial health

authorities to ensure a cross sample of consumers were given a voice. Participants
described their personal experience of the needs, barriers, and pathways to accessing and

using vision rehabilitation services and the results chapter discussed the themes that

emerged from these discussions

In addition to what was leaned from the ftcrature about the general ision
rehabiltation nceds of persons with vision loss,several clements cmerged that appear to
be unique to the province of New’oundland and Labrador. Partcipans discussed the

nced for vision rehabilitation services and new assistive technology throughout a person’s

life span due to changes in vision and life situations. The expansive and isolated

geography of the province has an important influence on accessibility and awareness of
vision rehabilitation services particularly for residents of Labrador. 1t also appears that

there are a higher number of ey care specialists referring people to vision rehabilitation

services in Newfoundland and Labrador than in other provinces and countries

Participant interviews supported the call for improved access to assistive devices

An essential part of ensuring this happens is the development of an assistive devices
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funding program. People with vision loss are doing without essential devices because:
they cannot afford them. These devices enable people to participate in school, the

workforce, and their communitics

They are also essential for ensuring independence in

their homes.

As was noted in the introduction to this thesis, the impacts of vision loss to

individuals and communities are profound and costly and will continue to grow in an

aging society. At the same time, vision rehabilitation servic

d assistive technology

have been identified as protective factors in the social and cconomic inclusion of persons

with vision loss. Recognizing these realities the CNIB New’foundland and Labrador
Vision Rehabilitation Committee came together to propose  provincial vision health
strategy. This study contributed to the goals of the committee by identifying the

outstanding vision rehabilitation needs of a small sample of people with vision loss in the

province and the barriers that are preventing them from fully acc

ing and utilizing.

progr

s and services. An exploration of pathways to vision rehabilitation services was

also important because it identifed the reasons people sought out and aceessed vision

jon services. This information can help improve the relevance and a

of chabilitation services in Newfo and Labrador thus expands

opportunities for people with vision loss to participate fully in the lifc of their

communities.
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Appendix B

Protection of Participants

sk of harm in this h

However, the qualitative process tends to generate the articulation of personal, sometimes

emotionally

to cope with vision loss. These concerns were addressed with the following m

“This may be especially true for peop struggling

“The introductory information package contained specific information
about the kinds of questions that would be covered in the inerview guide

to maximize informed consent to participati

At the beginning of each individual interview session I reiterated the

purpose of the research and outlined who would have aceess to the

information as well s how the information would be sored
Participants were informed as to exceptions to confidentiality, as in a case

where a participant suggests there is risk of harm to him or herselfor to

another person,

In the event of an issue or problem being divulged that required

intervention, a list of contact names and numbers would be provided of

relevant supports and services in each community.

There were no immediate benefits identified with participants in this project other

than the opportunity to express ides

and feclings
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The design and implementation of research tools including the information

P i Tow levels of lteracy as well as vision
impediments. The following measures further ensured informed and voluntary

participation:

1. Afier the initial contact by the key informant (the CNIB representative), the key
informants did not know who agreed to participate.
2. The information package provided to candidates contained the following

information:

= Abrief description of the research study, and the value of the study to the
Social work and vision loss communities and to the partcipants

= An explanation as to how and/or why they were selected including a
statement that their participation is completely voluntary.

= Adescription of the procedures including

o Frequency with which the participants would be contacted.

Time commitment.

Location of participation.

Information that would be recorded and how it would be recorded.

« An explanation of who would have access to the information.
A description of how the data would be made public.

« An explanation of participants” rights:
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* They may terminate or withdraw at any time

* They may ask for clarification or more information

out the study

They may contact the thesis supervisor if they have any

questions about the study or process of the rescarch.

The research participants for this project consisted of those that are legally
competent and did not involve children or others whose competence to consent to
participate may have been in question. Al participants in this rescarch project were of

the age of legal consent which is 19 years of age in Newfoundland and Labrador

As participants were users of vision rehabilitation services, they were recruited

using the CNIB’s client list. This form of recruitment was necessary as CNIB is the
primary provider of vision rehabilitation services in Newfoundland and Labrador. A

CNIB representative contacted potential participants to inform them of the rescarch and

asked them if they would agree to receive additional information about the rescarch,

When consent for further contact was obtained, candidates received a letter and
the project information sheet which introduced me as rescarcher, identified the purpose of

the research, and extended an invitation to participate in an individual interview
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Information about the project was reviewed at the outset of each interview session

d documented proof of consent was verbally collected and "

commencement.

Project participants were assured that confidentiaity would be preserved to the

extent possible and that they would not be named in the research report.
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Appendix C
Script for Telephone Contact with Individual Interview

Candidates

Good moming/afteroon/, my name is [name] and I am calling on behalf of

Melinda Duggan, a Graduate student at the School of Social Work at Memorial

University. As part of her degs

Melinda s conducting a research project that looks at

vision rehabilitation services in Newfoundland and Labrador. Vision rehabilitation

services are services that help a person with vision loss live a better life. Most of these
services are provided by CNIB. Melinda's research will ook at the services that people
with vision loss need, the w

s in which they et 10 and use the services, and the way

people find the services. She would like to talk with people that have used vision

rehabilitation services and parents of children that have used vision rehabilitation

The reason for my phone call today is to ask if

i send you an information

package about the project and have the res

her contact you with a follow up phone

call. By agreeing to receive more informat

about the project you are under no

cher, will know who

commitment to take part. Only Melinda Duggan, as the res
agreed to take part. Deciding not to take part willin no way impact the services provided

0 you and/or your child(ren) by CNIB,
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I permission granted:

Thank you. You will receive an information package in the next few days.
Melinda will follow up with a phone call next week to answer any questions and set up

an interview time if you want to take part in the research.
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Appendix D

Candidate Information List

Please record the name, address, and telephone number for persons who have

agreed to be contacted by me for further information about the project. Please also

1o receive more information

ensure that cach candidate understands that by agrecir

about the projeet they are under no obligation to participate. To e

voluntary participation it is essential that you also inform each candidate that only 1, as

rescarcher, will know who agreed to participate. Please note any special necds

nown and if the person would prefer to be contacted at a particular time of

participant,

day
Contact Inform: Category of
Participation
Name | Address Farent | Working | Ofder | Preferred Time | Large Print, Beaie, or
orChild | Age Adult | of Contact | Audio Other Spe
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Appendix F
Letter to Candidates
Date[]

Re:  Vision Rehabilitation Services in Newfoundland and Labrador: Identifying the

Needs, Barriers, and Pathways

Researcher Melinda Duggan, Graduate Student, School of Social Work

Memorial University, a message can be left at 709-737-8161

Research Supervisor: Dr. Gail Wideman, School of Social Work Memorial University,

phone: 709-737-8161

Dear [

As per your phone conversation with [person that made inital contact] on [date] 1
am sending you information about my rescarch project which will study the needs
barriers, and pathways to accessing and using vision rehabilitation services in
Newfoundland and Labrador. Vision rehabilitation services are services that help a
person with vision loss live a better ife. In Newfoundland and Labrador most of these
crvices are provided by CNIB. Information gathered from this study willaid n the

development of a provincial vision health strategy
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If you choose to participate in this rescarch you will be asked to answer questions
about experiences accessing and using vision rehabilitation services and to offer some
personal insight into the needs, barriers, and pathways related to vision rehabilitation
services in this province. Needs refer to the reasons why people use vision rehabilitation
services; barriers refers 10 the difficulties people have accessing and using vision
rehabilitation services; and pathways refers to the ways in which people find and use
vision rehabilitation services. | am writing to ask for your participation in this rescarch
project. To adhere to ethical standards of research with human subjects, CNIB will not

know who agreed to participate.

Twill be 16 individual in people living
with vision loss in Newfoundland and Labrador. The groups will be categorized in the

following way:

Group 1: Parents of children with vision loss

(Children aged 18 and under)

Group2:  Working age adults with vision loss (aged 19 - 65)

Group3:  Older adults with vision loss (aged 66+)
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“The individual interviews will consist of approximately 4 members in cach of
these categories representing various geographical regions of the province. Geographical

regions will be determined based on the current regional health authority boundarics.

You will find a consent form included in this package. If you choose to

document with

participate please read this document very carefully. 1 wil review this
you at the beginning of the interview to ensure that you have a clear understanding of the
rescarch and what is being asked of you. You will be asked to give verbal consent before
we begin.

Lwill be following up with you by phone in the next couple of days to discuss the

research and answer any questions you may have and to confirm that you would like to

be a participant in this research. | remind you that you do not have to participate and
¥ P

only 1will know if you decide to participate or not,

If you have any further questions related to the research please feel free to contact

‘myself o my thesis supervsor, Dr. Gail Wideman, for more information. Dr. Wideman

ed a1 709-737-8161. You may leave a message asking me to contact you at

can be

the same phone number.

The proposal for this rescarch has been reviewed by the Interdisciplinary

Committee on Ethics in Human Research and found to be in compliance with Memorial

University’s cthics policy. If you have ethical concerns about the research (such as the
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way you have been treated or your rights as a participant), you may contact the

Chairperson of the ICEHR at icehr@mun.ca or by telephone at (709) 737-2861

Thank you in advance for considering this request

Sincerely,

Melinda Duggan
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Appendix F

Project Information Sheet

Title:  Vision Rehabilitation Servi

s in Newfoundland and Labrador: Identifying the

Needs, Barriers, and Pathways

Melinda Duggan, Graduate Student, School of Social Work,

Memorial University

Dr. Gail Wideman, School of Social Work Memorial University

Super

Project Information Sheet

« In Newfoundland and Labrador there are over 15,000 people living with vision
loss: for people over the age of 75, one in eight people can expect 1o experience

significant vision loss as they get older.

+ The term vision rehabilitation refers to supports or services provided by CNIB

including orientation and mobility training and assistive devices like magnifiers

that help people with vision loss live and work in their homes and communities.
 However, we know that many people who have vision problems are not using

vision rehabilitation supports or services. We want fo understand why.
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« The rescarch question is: What are the needs, barriers, and pathways to
accessing and using vision rehabilitation services in the province of

Newfoundland and Labrador?

« Individuals will be asked to talk about this subject in a telephone interview with
me. Twill carry out the interviews over 4 — 6 weeks in the summer of 2010.
« L will be speaking with people who use vision rehabilitation services from cach of

the four groups listed below:

= Group 1: Parents of children with vision loss (Children ages 18 and under)
= Group 2: Working age adults with vision loss (aged 19 - 65)

* Group 3: Older adults with vision loss (aged 65+)

“The interviews will take place with four members in each of these groups and from the

four health regions of the province.

Additional Information

 To be sure that information is recorded correctly the interview will be recorded.

 All names and other information that may be used to identify you will be
removed. Only I, and my supervisor, will have access to the list of partcipants,
the consent forms, and recordings. The recordings will become the property of
the CNIB but will not contain any identifying information. All of us are bound by

Memorial University’s standards related to ensuring anonymity of rescarch
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participants and confidentiality of data. However, exceptions to confidentiality
may be made if suggestion is made that anyone is at risk
 Yourrights as a participant include:

* Toend the interview at any time.

To have the audio recorder stopped at any time.

To refuse to answer any question.

= Toask questions about the study at any time.

1am a graduate student at Memorial University. This rescarch project is part of

the requirements for my Masters degree. For more information about the study, you may

leave a message for me at 709-737-8161. Dr. Gail Wideman is my thesis advisor and can

ed a1 709-737-8161

“The proposal for this rescarch has been reviewed by the Interdisciplinary
Committee on Ethics in Human Research and found to be in compliance with Memorial

University’s ethies policy. If you have ethical concerns about the rescarch (such as the

way you have been treated or your rights as a participant), you may contact the

Chairperson of the ICEHR at icehr@mun.ca or by telephone at (709) 737-2861
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Appendix G
Consent Form

Title:  Vision Rehabilitation Services in Newfoundland and Labrador: Identifying the

Needs, Barriers, and Pathways

Researcher: Melinda Duggan, Graduate Student, School of Social Work

Men

Supervisor Dr. Gail Wideman, School of Social Work Memorial University.

Purpose of study

You have been asked to take part in a rescarch projet entitled “Vision

Rehabil N

ifving the Needs, Barriers,

ation Services in Newfoundland and Labrador: Ide

and Pathways

The purpose of this research project is to learn about the vision rehabilitation
services and supports needed by people living with vision loss in Newfoundland and

Labrador

This form is part of the process of infor

ned consent. Along with the information

sheet, it should give you the basic idea of what the rescarch is about and what your

participation will involve

should feel free to ask. Please take the time to read this carcfully, or to have someonc
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read it to you. It is important that you understand any information given to you by the
rescarcher. It is entirely up to you to decide whether or not to take part in this rescarch,
No one besides myself and my thesis supervisor will know who agreed to take part in the

study

What you will do in this study:

‘You will be interviewed by telephone and asked to describe your experiences of

using vision rehabilitation supports or servi

s and to give your opinions about what was
helpful or not helpful to you. You will also be asked about your ideas about what can be

done to make vision rehabilitation supports or services more helpful to you.

Length of time:

‘The telephone interview will take approximately twenty to thirty minutcs to

complete.

Benefits:

The only benefit to you will be the chance to tell us how you feel about the vision
rehabilitation supports and services that you have found helpful, and about the supports

and services you need but have not been able to find.

Risks:
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There will be no risk to you from taking part in this research project

Confidentiality:

‘We will do our best to make sure that your personal information wil be kept
private. However if you tell us something during the interview that makes us believe that
you were at risk of harm to yourself, r of harming someone else, we would have to

report this information to someone who could help.

Questions:

You are welcome to ask questions at any time during your participation in this

contact

research. If you would fike more information about this study, pl

hool of Social Work, Memorial

Researcher:  Melinda Duggan, Graduate Student,
University. Message can be lftat 709-737-8161 or email

melinda. duggan@mun.ca

Supervisor:  Dr. Gail Wideman, School of Social Work Memorial University, Phone

709-737-8161 or email gwideman@mun.ca

Consent:

‘Your signature on this form means that:
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You have read the information about the research

You have been able to ask questions abou this study
* You are satisfied with the answers to al of your questions

+ Youunderstand what the study is about and what you wil be doing

« You understand that you are free to withdraw from the study at any time, without
having to give a reason, and that doing so will not affect you now o in the future.

« You understand that you are fie to request that the audio recording be stopped at

any time.

1 you sign this form, you do not give up your legal rights, and do not release the

researchers from their professional responsibilities.

Please keep a copy of this form for your records.

Date

ture of partis

“The proposal for this rescarch has been reviewed by the Interdisciplinary
Committee on Ethics in Human Rescarch and found to be in compliance with Memorial

University’s ethics policy. If you have ethical concerns about the rescarch (such as the



I
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way you have been treated or your rights as a participant), you may contact the

Chairperson of the ICEHR at icehr@mun.ca or by telephone at 737-2861
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Research Proje

Appendix H

Interview Guide

Vision Rehabilitation Services in Newfoundland and

Labrador: Identifying the Needs, Barriers, and Pathways

Researcher: Melinda Duggan, Graduate Student, School of Social

Work, Memorial University

The ordering of questions in this guide is not indicative of the order that questions will be

asked

They ensure the

objectives of the rescarch.

Interview Guide for Individual Interviews

vision rehabilitation services?

What made you (your child) decide to u

What vision ces have you foun Tective? Least
effective?
What assistive technology have you found the most beneficial? Least beneficial?

After the assistive technology was provided to you did you receive further

training and support? Do you feel it was adequat
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= Are there any needs related to vision rehabilitation or assistive technology that

were not met

* Did you (your child) have to wait to receive any of the vision rehabilitation

services you requested? 1f so, how long and what were the reasons for the delay

= Is there any assistive technology that you (your child) need but can't access

(Probe: Funding/Demo ltemsTraining)

Public

= Did an eye care practitioner discuss vision rehabilitation services with you? If o,

was the information helpful?

= Are there ways o increase awareness of assistive technology and new items that

become available? (Probe: How do they learn about new assistive technology?)
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Appendix 1

Participant Profiles

Andrew

Andrew is a working age p\,Nm in wmm
Newloundiand that started experienc
ppemimisie .o . Mgty su,hm]um] stopped
Working duc to his vision los:

Brandon

andon is a working age person in Central
Newfoundland that started experiencing vision loss as a child.
He s a small business owner that is blind.

Corey

“or a working age person in Labrador that started
experiencing vision loss as a child. Has been a client of CNIB

wer 10 years. He is not curtently employed and is partally
sighted.

Danny

Danny s a working age person in Central Newfoundland.
He first experienced vision loss as a child. He is not currently
employed and is partially sighted.

Eugene

Evgen s an cller sl n CetialNewiomnand. e
recently began experiencing vision loss and is partialy sighied.

Frank

Frank is a working age person in Labrador. Tle firs
began experiencing vision loss as a child and has been a client of
CNIB for over 10 years. He is not curtently employed and is
blind.

Amy

s the mother o young childTwing in Fastern B
Newfoundland. Her child began experiencing vision loss before
the age of 1. Her child is blind.

Brenda

Brenda is a working age person living in Eastern
Newfoundland. She first experienced vision loss as a child and
Has been a client of CNIB for over 10 years. She is currently
employed and s partially sighted.

Carla

Carla

a working age person living is Eastern

e o s il
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and has been a client of CNIB for over 10 years. She is not
currently employed and is blind

Danielle

Daniclle is the mother of youth in Central Newfoundland.
She s also a working age person with vision loss. Her child
began experiencing vision loss at the age of 4 and she has also
been living with vision loss since she wa She is not
employed and both she and her child are partally sighted.

Erin is an older adult is Western Newfoundland. She
recently began experiencing vision loss and is partially sighted.

Fiona

Fiona is & working age person in Western Now foundland
She first began experiencing vision loss as a young adult and has
ons il Y CNTE T ove 10 yeas: S o ety
employed and is partially sighted.

Gillian

Gillian is the mother of school aged child in Labrador. |
Her child started experiencing vision loss before the age of 1 and
s blind.

Heather

cather s the guardian of a youth in Western
enetand. ol et eoattning i o
elementary school and i partially sighted

s

stern Newfou

Ty gy pesnn

tarted experiencing vision loss as o i 0 b e
e o NI o vt 10 S, St B st sl el
and is blind.

Joy

Joy is an older adult living in Eastern Newfoundland.
i b g it viin loss for most of her life and has
been a client of CNIB for over 10 years. She is blind

Kathy

Kathy is an older adult Tiving in Labrador
began experiencing vision loss and s partially sighted.

e recently
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Appendix J

Coding Chart

Needs

Barriers Pathways

136

Other

[ Code#
Pseudonym
Age Group

Region

Code #
Pseudonym
Age Group

Region

Code #
Pseudonym

Age Group

Region
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