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  5.0. Discussion
The results from these two nation-wide studies show that people

with serious sight problems can participate in the process of

suggesting solutions that could overcome some of the problems with

the way that low vision services are provided. The studies serve to

give a general indication of the type of problems experienced and

the type of solutions that people find acceptable for overcoming

them.

At a very general level, the results from the questionnaire study

confirm that the issues raised as important during the focus groups

are shared by between 1/3 and 2/3 of the questionnaire respondents.

The initial work described in this report draws attention to some

of the areas that warrant further attention at a local level. It

would be inappropriate to interpret these results as indicating

that the problems reported are encountered in every part of the U

K, or that the solutions suggested would be applicable in every

region. The results indicate that people with serious sight loss

have mixed experiences of the way that low vision services are

provided. The variability of services around the country (Ryan and

Culham, 1999) is likely to be a contributing factor in this.

The finding that nearly 23 per cent of people interviewed in the

telephone survey had not received low vision services is of

concern. Although there were no differences in responses between

those who had received services and those who had not. This was not

surprising as most of the questions were designed so that people

who had not received services could answer them. That is, most

questions did not assess the in-depth detail about the low vision

assessments.

The six types of need which emerged from both studies are described

here in further detail, both in terms of how they fit with the

broader framework of improving low vision services, and the ways in

which they can be implemented in regions where they are found to be

relevant.

 5.1. Information

The emphasis on the need for information found in both studies

supports a number of previous studies related to serious sight

loss. Information provision has been described as a way to empower

people using the services, helping them to take greater

responsibility for their own welfare (Brading and Yerassimou, 1998)

by giving them access to a range of services, reducing stress and

helping positive adjustment to sight loss (Department of Health,

1989).

An option for information dissemination, which was particularly

popular amongst the questionnaire respondents, was to have someone

to give information about sight loss and low vision services. This

reflects calls made in two other reports (Department of Health,

1989; Lomas, 1997) that workers providing information are necessary

at the point of diagnosis and at the point of registration. The

results from this study indicate that such an information officer

would also have a useful role in low vision rehabilitation.

In the focus group discussions, one solution suggested for

information dissemination was the advertising of low vision services through local and national media. This might raise the profile of low vision services in

general and reduce the expectation that "nothing can be done".

However, at a local level it might be more cost effective to

specifically target information at those in need of services.

One of the suggestions made during the focus groups was for people

to be contacted directly at home. However, lists of people with a

serious sight problem often do not exist or are inadequate. Also,

medical confidentiality and the Data Protection Act (1998) mean

that lists that are available may not be available to

organisations, even for the purposes of circulating information.

A number of professional bodies and voluntary organisations provide

information leaflets in places which might be attended by those

with serious sight problems, such as eye hospitals, G P's surgeries

and optometry/optician practices. However, information about topics

highlighted in these studies as important, such as low vision help

and magnifiers, is not generally available. Inclusion of

information relating to low vision services in the range currently

offered would seem a useful first step to providing information to

people who need it.

Almost half of the respondents in the questionnaire study stated

that they needed information about low vision services from the

ophthalmologist. The ophthalmologist is likely to be the first

person that informs someone about their serious sight problem, so

it is particularly important that information about other sources

of help is given at this point. The lack of information

being passed on about low vision services might be due to

"idiosyncratic attitudes of various professionals regarding the

role and value of other professionals" (Lomas, 1993), or a lack of

knowledge of the role of other professionals (Moore, 1994). Greater

inter-disciplinary working, the raising of awareness of their own

profession by low vision practitioners (Keeffe et al 1994), or more

formal training in the rehabilitative strategies available to

people with serious sight problems might be ways of facilitating

this solution.

The only issue raised about information that was not rated as a

need by many people was "information in another language". It is

highly likely that this result is an artefact of the method used

for gathering opinions in the questionnaire study; those people who

do not have English as their first language may not have wished to

be involved in a telephone survey. This is an area that warrants

further investigation using alternative methods of data collection.

5.2. Getting an appointment

The need for getting low vision help as soon as possible after

diagnosis was highlighted during the focus groups. This was borne

out by the questionnaire study with 70 per cent of people stating

that they would like to have been seen within two weeks of

diagnosis. The problem of waiting times is an issue for every field

within health care. However, given the negative impact of serious

sight loss upon all aspects of the individual's wellbeing, from

being able to make a hot meal, to mobility, to emotional wellbeing,

the initiation of low vision rehabilitation at the earliest

possible stage, is needed by many people. Also,

once a person has been identified as having a sight problem he or

she has to wait a considerable time for an appointment with an

ophthalmologist before being referred to a low vision service

(Department of Health N H S Executive, 1998). Such long waits might

result in people losing essential life skills and therefore their

autonomy.

The vast majority of people with serious sight problems will need

to continue to re-visit low vision services because of changes in

their eye condition or circumstances. Half of the questionnaire

respondents indicated a need to refer themselves to low vision

services. This method of accessing services may be useful to those

people who feel assertive enough and who are aware enough of

changes in their own circumstances to do this. Eighty-one per cent

of people stated that they would like to be seen every 6 months or

sooner. To ensure that people who are not assertive also have

access to services, it would also be useful to establish a

"safety-net" follow-up procedure for those who would not

self-refer. Staff in social care and voluntary sectors who may

maintain contact with a person in the community might have a useful

role to play in this follow-up procedure.

5.3. Access to services

The issue of access is particularly important for people with

serious sight problems who in many cases do not have access to

private transport, do not go out alone, and who encounter

difficulties in using public transport (Baker and Winyard, 1998).

The problem of access is one reason for offering services away from

city-centred based services in the local high street. No clear cut conclusions about what people prefer can be drawn from the questionnaire study, because 50 per cent of people stated that they wanted services in the town centre, while 51 per cent stated that they wanted services more locally.

This is not a division of agreement, as a statistical analysis

revealed that the two responses were highly correlated (P less than

0.01). That is, the people who wanted services more locally also

wanted them in the town centre. This anomaly may have arisen due to

differences in perceptions regarding what constitutes "local"

between the researchers and the participants. However, it is also

possible that people would like a variety of options. Future

questionnaires assessing this issue will need to carefully define

what constitutes "local".

The concern raised in the focus groups regarding the commercial

image of "high street" optometrists' and opticians' practices also

highlighted the need for further research in this area, as there is

an increasing move towards providing low vision services in the

community. It is suggested that at local levels, if the need for

the extension of low vision service provision into high street

optometrists and opticians is demonstrated, a public awareness

campaign might be carried out first. Professional bodies could

assist at a national level, in order to ensure that potential users

understand the role of community optometrists in providing low

vision services.

During the focus groups, several people mentioned that they would

like to receive their sight loss-related care "all in one place".

This issue was also rated as a need by almost two-thirds of the

questionnaire respondents. This result may 

lend some support to the suggestions that services should be

provided through "one door" in an attempt to reduce the gap between

the health, social and voluntary agencies involved in serious sight

loss (Lomas, 1993). The implications of this will need to be

weighed against the need for "local" services and the results of

studies of the effectiveness of different models (Russell et al,

1997). In the meantime, an improvement in communication between

services for people with serious sight problems (Ryan and Culham,

1999) might increase the likelihood that a person received all of

the appropriate services.

Other issues relating to access difficulty concerned entering and

moving around the building. However, the older participants in the

focus groups have not offered solutions to these problems. Where

services are provided in hospitals, the responsibility for

architectural access will formally reside with building estates

managers and facilities managers. However, it is suggested that

there may be a role for low vision practitioners in using their

knowledge about overcoming problems with visibility (by the use of

lighting, size and contrast) to influence those responsible for

universal access to health services.

5.4. The low vision assessment

Low vision assessments received the most positive comments from the

focus groups and, for those who receive services, assessments are

perceived as very useful.

Some people felt that the procedures for sight testing caused some

distress. Where problems like this are found, they might be

overcome by the use of a number of techniques. Firstly, charts can be used which are especially developed for use with people with low vision (LogMar

charts such as the Bailey-Lovie system, 1976). This might be added

to with an explanation to the patient about why tests are difficult

(I E to find the threshold at which the test stimulus can no longer

be seen). Finally, ensuring the tests are carried out at a distance

where the individual being tested can see the test stimulus is a

technique well described in texts of low vision practice (Bailey

and Lovie, 1976; Rosenthal, 1996; Dickinson, 1998).

The other results from the questionnaire study indicate that to

meet many users' needs, the low vision assessment should focus on

more than optical L V A's and reading. Over 40 per cent of

respondents need help with lighting and non-reading tasks and

almost a third of people require sight substitution devices.

5.5. Equipment

A third of the questionnaire respondents indicated that they needed

help with getting L V A's, and a subsequent statistical analysis

revealed that there was no significant difference in this rated

need between those who were in receipt of services, and those who

were not (Mann-Whitney U test, P less than 0.12). This gives

support to the idea that many people need to be re-assessed from

time to time, or at least be informed if and when new devices come

onto the market.

A third of questionnaire respondents felt that they also require

training to use L V A's, supporting previous research carried out

in the U K by Shuttleworth et al (1995) and in other countries

(Nilson 1990). Furthermore, focus group participants suggested that

social workers or rehabilitation workers are the appropriate

professionals to provide this service. Rehabilitation workers are

usually employed by social services departments to provide

practical assistance to people with a serious sight problem in the

areas of lighting, communication, daily living and mobility skills

in their own environment. An extension of their role to provide

training with low vision aids would seem appropriate. The finding

in a recent survey that they are part of many low vision teams

(Ryan and Culham, 1999) may indicate that is happening already.

Many people expressed a need to see all L V A's available at the

same time. This question was developed from the focus groups where

many people described a type of open-display where the full range

of L V A's could be seen either before or after the low vision

assessment. This issue may not only inform how L V A's are

presented, but may also have implications for how overall services

are provided. If this type of display is found to be needed by a

lot of people at a local level, it may need to be centrally based

because it would be expensive for service bases serving small

populations or for peripatetic practitioners to provide cost

effectively.

 5.6. Personnel

During the focus groups, the main criticism of staff involved with

aspects of help for people with serious sight problems was the

perceived misinformation given by ophthalmologists about further

care possibilities, that is by being told that "nothing can be

done". This suggests a need for greater awareness amongst ophthalmologists about training in the

rehabilitative strategies available to those with people with

serious sight problems--and their importance.

Other problems raised included poor communication skills and

negative attitudes towards older people. This suggests the need for

training all staff involved with people with serious sight

problems, as well as optometrists (Rumsey, 1993) in the needs of

older people.

One need which was expressed during the focus groups and which was

also shared by 30 per cent of the questionnaire respondents

involved the inclusion of "someone to talk to about negative

feelings". It is proposed that the relatively low number of people

needing this may be due to the fact that questionnaire respondents

were recruited mostly from voluntary societies or social services.

These people may be more adjusted to their condition than people

who are not in contact with a local society. While many

practitioners may be aware of the emotional impact of serious sight

loss, they are not trained to deal with it, so there appears to be

a real gap in the staffing provision for these issues. This

perceived need reflects calls for workers to be available for

"reassurance" and counselling at the point of diagnosis or

certification of blindness and partial sight (Department of Health,

1989; Lomas, 1997). The fact that this need is still apparent in a

group of people who are in receipt of voluntary or social services

(as in the current questionnaire sample) suggests that the

availability of such a worker may need to extend beyond the stage

where sight loss is first encountered, and into the rehabilitative

setting.

Other needs relating to personnel concerned the way that the

staff-patient interaction is organised. One of the issues which was

rated as a need by most respondents was to be "seen by the same

person each time". Increasingly, low vision services are being

provided by groups of professionals and agencies (Ryan and Culham,

1999). Therefore this need brings a new challenge to low vision

service providers regarding how to organise an integrated service

involving numerous professional groups and agencies while

satisfying the needs of the people using the service to see the

same person each time.

The other issue concerning organisation was the need to be visited

at home. While this was rated as a need by relatively few people,

the fact that many older visually impaired people have to rely on

other people for transport means that implementation may make the

difference between receiving services, or receiving none at all.
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7.0. Appendices

7.1. Definitions

7.1.1. A person with low vision is someone who has an impairment of

visual function for whom full remediation is not possible by

conventional spectacles, contact lenses or medical intervention and

which causes restriction in that person's everyday life. (Low

vision consensus group, 1999).

Such a person's level of functioning may be improved by providing

low vision services including the use of low vision aids,

environmental modification and/or training techniques.

This definition includes, but is not limited to those who are

registered as blind and partially sighted.

The leading causes of low vision are macular degeneration (53.2 per

cent), glaucoma (10.6 per cent), cataract (7.6 per cent) and

diabetic retinopathy (2.2 per cent). Most of these are age-related

and it has been estimated that 88 per cent of all people with

severe sight problems are over the age of 60 and 66 per cent are

over the age of 75.

7.1.2. A low vision service is a rehabilitative or habilitative

process, which provides a range of services for people with low

vision to enable them to make use of their eyesight to achieve

maximum potential. (Low Vision Consensus Group, 1999).

7.1.3. In this study "need" is defined as a self-assessment (by the

user) of what they feel that they need from the low vision service.

The term "need" was employed as a verb rather than as a noun. This

was done to facilitate research that could establish what people

needed to solve problems, rather than whether problems exist.

7.2. The focus groups' methodology

1) Determining the range of needs.

A focus group is a discussion group that is focused around an issue

that is common to all participants. It is a research method that is

used to elicit spontaneous responses about issues which are

important to participants and for identifying the reasons why

people find those issues important. Focus groups were used in this

study to determine the range and type of needs people had.

2) The focus group participants.

People with low vision are not a homogeneous group and this was

reflected in the recruitment procedure for the focus groups; each

session was different according to the characteristics of the

people participating in it. In addition, as the level of low vision

service varies throughout the country, the participants for the

focus groups were recruited from different parts of the U K. All

recruitment was carried out by local contacts at either voluntary

organisations, social services or schools. The location and type of

each focus group is shown below in table 7 and the

organisation/agency who identified focus group participants in

table 8.

Table 7

The location of each focus group and description of participants.

Birmingham: people with Punjabi as their first language (3 people).

London: people of African or Caribbean origin (4 people).

Newtownards: women aged over 60 (6 people).

Barrow-in-Furness: men aged over 60 (6 people).

Kirkcaldy: men and women aged over 60 with hearing loss (6 people).

Norwich: men and women aged over 60 with recent sight loss (6

people).

Aberdeen: men and women aged over 75 (6 people).

Cardiff: children aged between 4 and 11 years (7 people).

Leatherhead: people aged between 11 and 18 years (3 people).

Bristol: people aged between 18 and 21 years (3 people).

Newcastle: people of working age (5 people).

Truro: carers of older people with low vision (4 people).

                              * * *

Table 8

Local organisations providing access to participants for the focus

groups.

Birmingham Royal Institute for the Blind, Birmingham.

Organisation of Blind Afro-Caribbeans, London. Ulster Community and

Hospital Trust, Newtownards.

Barrow and Districts Society for the Blind Ltd, Cumbria.

Fife Society for the Blind, Kirkcaldy.

Norfolk and Norwich Association for the Blind, Norwich.

Grampian Society for the Blind, Aberdeen.

R N I B Education Centre: Wales, Cardiff.

Surrey Voluntary Society for the Blind, Fetcham near Leatherhead.

R N I B Employment and Student Support Network: Wales and West,

Bristol.

Northumbria Sight Service, Newcastle.

Cornwall County Association for the Blind, Cornwall.

                              * * *

3) The focus group questions.

During each of the hour-long focus groups, the following issues

were discussed:

  good experiences when receiving help to make use of vision;

  bad experiences when receiving help to make use of vision;

  views on what participants felt that they needed from low vision

services to help them make the best use of the vision that they

have.

Where participants had no experiences of low vision services, they

were asked to concentrate on the last of these sections.

4) Analysis of the focus groups.

The transcriptions from the focus groups were "content analysed".

This involved identifying and categorising the issues that arose

during each section of each focus group.

7.3. Questionnaire methodology

1. Question content.

The actual content of each question was entirely informed by the

results from the focus groups. Most of the items were taken from

the part of the focus group where participants were explicitly

asked what they felt their needs were. These were added to by a

very small number of issues which were raised as either very good

or very bad aspects of current services but which were not

necessarily mentioned as "needs".

The sections within the questionnaire (such as equipment, access)

were not imposed during the focus groups but emerged during the

analysis of the data.

2. Eliciting responses.

(the scale used: a lot, a little, none).

The choice of scale used in the questionnaire was made after an

extensive review of other "needs" surveys in the literature. The

scale ultimately decided upon was influenced by that used in the

Survey of the Needs and Lifestyles of Visually Impaired People

being conducted by The Office for National Statistics on behalf of

the R N I B. The scale used was preferred as it is short (I E three

point rather than a five point scale) which may be easier to use in

a questionnaire administered over the telephone. It also allows the

respondent to respond that he or she already has a

service/feature being asked about. That way, one can tell the

difference between not needing something because it is already

being provided, and not needing something because it is genuinely

not needed.

3. Recruitment.

Recruitment of participants was made through social services

departments in Northern Ireland, and through local voluntary

societies for blind and partially sighted people in the rest of the

U K. Each participating centre is listed below. Prospective

interviewees were sent an information sheet and consent form by a

local contact at each society or social service department. If the

prospective interviewee consented to taking part in the study, he

or she returned the form (containing the telephone number) to the

researcher.

Participating centres.

1) Fife Society for the Blind (Kirkcaldy).

2) Grampian Society for the Blind (Aberdeen).

3) Dundee Society for Visually Impaired People.

4) Moy Resource Centre, Co. Armagh.

5) Wilson House Resource Centre, Ballymena, Co. Antrim.

6) Teesside and District Society for the Blind, Middlesbrough.

7) East Sussex Society for the Blind (Hurstmonceux).

8) Cambridgeshire Society for the Blind and Partially Sighted

(Peterborough).

9) North Wales Society for the Blind (Bangor).

10) R N I B Cymru (Cardiff).

4. Questionnaire administration.

The questionnaire was administered via telephone interviews. These

were carried out by interviewers from Opinion Research Corporation

International. This is a specialist telephone interviewing company

whose interviewers were specially trained for this project.
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