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RNIB Emotional Support Telephone Service evaluation

Telephone interviews took place with thirty service users between 9 June 2005 and 3 November 2005, conducted by an external social care researcher. Telephone contact was made within three weeks of the final client contact with the service.

Key findings

Accessibility of Service

1. 100 per cent of participants said the service was easy or quite easy to contact.

2. However, 35 per cent of participants would have liked to be able to contact the Emotional Support Telephone Service directly.

Effectiveness of service

3. 77 per cent of participants contacted the Emotional Support Telephone Service about feeling depressed. This figure is significantly higher than the 42 per cent quoted in the ESS 2004 Annual Report. 67 per cent of these contacts telephoned about themselves, with a further 10 per cent feeling depressed as a result of caring for a person with sight loss. 

4. 97 per cent of participants found the Emotional Support Telephone Service to be 'very helpful', 'helpful' or 'quite helpful', with 70 per cent of participants describing the Emotional Support Telephone Service as 'very helpful'.

5. 87 per cent of participants claimed at the time of the call that the emotional support received generated positive feelings that were continuing to have an influence upon their lives.

6. 100 per cent of participants who received further information through the post said that it was accurate and up to date. 72 per cent of these participants have taken action as a result of this information that has improved the quality of their lives.
Evaluation

7. 100 per cent of participants said they would recommend the service to a friend.

8. 100 per cent of British Gas referrals would not have contacted the Service without prompting. Once availed of the service however, 80 per cent received eight sessions or more. This suggests an untapped reservoir of support needs.

9. 98 per cent of participants felt that it was very important that emotional support was made available to people adjusting to sight loss. No one felt it was not at all important.

10. Two-thirds of participants (67 per cent) felt that they received the right amount of telephone support sessions.

Introduction

The following introductory paragraph is taken from the RNIB Emotional Support Telephone Service Annual Report 2004.  The Emotional Support Telephone Service offers confidential emotional support and information over the telephone for blind and partially sighted people and their families. The service has been operating since September 2001 and in that time has provided support to over a thousand people. Three half-time, trained counsellors offer time and space for clients to talk about their feelings, and also offer information about local sources of emotional support and counselling. Support may take the form of a single telephone conversation or may take place over a period of some weeks or months depending on the needs of the client and what other services are available to them.”  The service received 415 referrals during 2004 compared with 303 in 2003 (representing a 27 per cent increase).

The purpose of the evaluation was two-fold. Firstly, to ascertain if the service was accessible to those using it. Secondly, to find out if the service was valued by its clients. For example, why did people use RNIB Emotional Support Telephone Service? What did they get out of it?  Was it helpful?  This report measures the impact of the service in the immediate aftermath of the support ceasing. That is, within three weeks of the final client contact. However, without prompting clients were also keen to speculate upon whether perceived benefits from the service have had some kind of lasting 

impact. Although the evaluation interview took place at the end of client contact, in lots of cases people had been receiving emotional support for many months. Many therefore felt able to comment on how the support received appeared to be having an ongoing positive effect in their lives, ie throughout the support experience and beyond. This point is discussed elsewhere in the report.

The key findings from the evaluation are collated below. The rest of the report expands on the key findings and gives substance and meaning to these statistics. In summary, the findings are very positive. The Emotional Support Telephone Service is seen by the clients in this evaluation as sensitive and helpful, offering a skilful balance between emotional support and practical information.

Methodology

Thirty participants were interviewed by telephone between 9th June 2005 and 3rd November 2005, using a questionnaire designed in consultation with the Service Manager, Mary Norowzian. Mostly the questionnaire contained semi-structured / open-ended questions aimed at unlocking participant’s feelings about and experiences of using the Emotional Support Telephone Service [abbreviated ESTS in the rest of this report). However, one or two questions also tested the reported impact of the service against a standard set of outcome indicators using a structured system of questions with a four point scaling system (see Appendices I and II). The number of participants interviewed represents just over 7 per cent of total ESTS clients based on 2004 figures. Drawing on these 2004 statistics, this also represents 17 per cent of all clients likely to contact ESTS within a five-month period (ie the time taken to interview thirty clients). As a sample selection of contacts this is a healthy percentage. The original plan was to interview forty people (approximately 10 per cent of all clients and 23 per cent of clients likely to contact ESTS over a five-month period). However after thirty interviews it was clear that similar themes were continually re-emerging, partly because clients were interviewed within three weeks of the final contact with ESTS. It was felt a more appropriate use of resources would be to reflect on the findings to date. Further research based on this evidence could then be considered if appropriate.

The material has not analysed the material according to age of participant, number of sessions received or the support worker delivering the service. In fact concerted, efforts were made to ensure the names of counsellors were not divulged. All of the calls analysed related to direct work with people who are blind and partially sighted and their relatives, ie we did not interview professionals seeking guidance for this evaluation. Throughout the report every effort has been made to protect participants’ anonymity. However this is not always possible, since the information shared may be unique to that individual. In addition, the term sight loss is used interchangeably to describe people who have lost their sight completely as well as people who have suffered a significant deterioration in the sight available to them. 

Although the ESTS team provided a random sample of names, every effort was made to ensure all types of participants were represented. Participants were grouped according to the number of sessions they had with an ESTS counsellor, aiming for approximately the same amount of people per group. These categories broadly conform to : clients seeking one off or information support (1-3 sessions); clients seeking short term support (4-7 sessions); and clients seeking medium to long term  term support (8 plus sessions). The evaluation’s findings have not been framed by these categories, although any data that may have been influenced by the number of sessions received has been noted in the report.

	No. of sessions
	No. of participants

	1 – 3
	8 (27 per cent)

	4 – 7
	12 (40 per cent)

	8+
	10 (33 per cent)


British Gas referrals were considered in some detail, as the circumstances surrounding people using ESTS via a British Gas referral are slightly different. In total, there were five (17 per cent) referrals from British Gas. Generally speaking there were one or two small differences, although it would be hard to say if these represent significant data. Where appropriate, this is discussed in the main body of the report.

One final point about methodology. It was difficult to unpick participant’s views on how easy it was to contact the ESTS. Drawing upon grounded theory techniques of analysis it was clear after only ten interviews that the questionnaire was not providing the information required. Grounded theory requires that a section of data is analysed and the emerging concepts and categories from this work used in the next series of interviews. This continual analysing, checking and re-examining gives the resultant theoretical understanding a firm base within the data gathered. This is a general methodology for developing theory that is grounded in data systematically gathered and analysed. Using the original questionnaire (see Appendix 1), every participant said that it was easy to contact ESTS. Someone from RNIB Helpline would inform the caller that ESTS would call him or her back, which ESTS invariably did. Therefore after ten interviews, a further question was added (see Appendix 2) to ascertain if participants would have liked to be able to contact ESTS direct. At this time one question was also removed (“What was the most important thing about the person you spoke to on the telephone?”). In fact, this information emerged through other questions, not least by asking participants what they found most helpful when talking to an ESTS counsellor.

Accessibility of service
Overall 63 per cent of referrals came to the ESTS from other RNIB services with 47 per cent of ESTS referrals coming from the RNIB Helpline. This suggests an ability to diagnose and deal with multiple needs within the Helpline in particular and throughout RNIB generally, plus a willingness and sensitivity to cross-promoting other RNIB services. 

	RNIB Referrals
	

	Helpline
	14

	Eye Health
	3

	Talk & Support
	1

	RNIB Employment Officer
	1

	Total
	19


	Other
	

	British Gas
	5

	Eye Clinic Liaison Officer
	2

	Friend phoned
	2

	Social Worker
	1

	Rehabilitation Worker
	1

	Total
	11


It also reflects the fact that the service does not offer a direct telephone number and publicity is very low to manage demand (Annual Report 2004). A positive outcome is that all thirty respondents said that it was easy or quite easy to get in touch with the ESTS. Typically participants were informed that someone would ring them back, which usually happened within a day or two, and invariably within the week. This is however slightly misleading. This information does not really establish whether the ESTS is easy to contact, since in fact no one actually contacted ESTS direct. As discussed in the section on methodology, an additional question was added to the questionnaire after ten interviews. This produced a more complex set of results, although these findings still do not offer sufficient clarity on this topic.

Of the twenty participants asked this question, seven (35 per cent) said they would have liked to be have been able to contact ESTS directly. “It would have made a difference, yes. I had no information about their [ESTS] service.” Perhaps of more concern, since information is available on RNIB web pages, “If I’d seen something obvious, I’d visited RNIB website many times, I would have phoned it”. An eighth person agreed, although unfortunately she was unable to separate the idea of ‘counselling on tap’ from being able to contact ESTS at the beginning point of seeking help. Eight participants (40 per cent) said it didn’t matter to 

them as they received a satisfactory service from ESTS, ie they were promised someone would call back and they did. “It worked out fine for me.” “The person on the switchboard said I can’t help you, but brilliantly a counsellor followed up a day later. Very good.” Whether this means these respondents would never want to contact ESTS direct is a moot point and no amount of probing or hypothetical scene setting produced any clearer results. It was fine for them, so that was it as far as they were concerned. They were far more interested in talking about the quality of the service. Of the remaining four respondents, one person said this question was not relevant, as they were in such a state of bereavement they wouldn’t have contacted anyone anyway (a friend contacted ESTS on their behalf). Another said also they would not have contacted ESTS, but British Gas suggested it might be useful and then took the initiative in ensuring someone from ESTS called back. Another person was ‘unsure’, and the final respondent didn’t really understand the question, since they said they were able to leave a message with the counsellor who gave them a service.

With hindsight this may not have been the best way to approach this issue. Nonetheless, 35 per cent of participants said they would have liked to be able to contact ESTS direct, and this may be enough to consider a change in policy. However, with all referrals passing through the Helpline it would be relatively easy for them to conduct a simple 'yes / no' survey about direct access to ESTS. This is likely to produce clearer results, since we would be asking for people’s opinions at the very point they are seeking help.

Effectiveness of emotional support

Background

Overall, twenty-five of the thirty participants (83 per cent) contacted ESTS about their own situation, a further five people (17 per cent) got in touch on behalf of someone else. Not surprisingly perhaps, twenty-three participants (77 per cent) contacting ESTS cited depression, summarised as an inability to cope with the emotional and practical consequences of sight loss. Twenty of these contacts (67 per cent) were about themselves, with a further 

three feeling depressed as a result of caring for a person with sight loss. These figures for depression are significantly higher than those quoted in the 2004 Annual Report (42 per cent). The remaining seven people contacted ESTS seeking advice on behalf of a relative (two people), requiring specific advice about maintaining independence (three people) and two people on the advice of a social worker. 

Interestingly, all five British Gas referrals said they would not have contacted the ESTS if left to their own devices. In fact, none of the British Gas referrals knew it existed before being told by the British Gas representative. However, having decided to “give it a try”, all five people spoke at length and in depth about feelings of depression. In fact, four of the five British Gas referrals received more than eight sessions, which is towards the higher end of ESTS service provision. This hints at a level of untapped need within the community, a point discussed later in the report.

Participants had just been diagnosed “I lost my sight in April this year.  It all got a bit much.” “I was in a state of bereavement. I tried to commit suicide twice having just lost my sight.” Or they were struggling to come to terms with a sudden or inexorable decline in vision. “I wanted to prepare myself for not being able to see so well.” “I had unexplained sight loss and I found it very difficult to cope. Having no answer. I needed an answer…I needed emotional support.” Ten participants (33 per cent) specifically cited a lack of support (professional or familial) as the reason for contacting RNIB at this time in their life. 
In fact, twenty-three participants (77 per cent) didn’t seek help elsewhere, simply because they didn’t know of anyone else who could help. However, only five of these (17 per cent) said this was because they knew or assumed the RNIB was the right place to go, ie the majority of people did not know a counselling support service existed. This point is discussed later in the report. Where people had sought support elsewhere, feelings such as shock or anger were sometimes compounded by insensitive responses. “It was an awful shock. The hospital was useless.” People talked about no follow up support, or inadequate provision when support 

was offered. “The hospital had a counsellor but she was a pregnancy specialist. She knew nothing about eye conditions.” “See you in six months was the sum total of my post diagnosis hospital support.” One person tried the Samaritans, but felt this made them worse. “It was all a bit depressing. They just said ‘that’s the way it is’. It wasn’t very positive.” A fortunate minority (23 per cent) had found helpful volunteer groups, sight related support groups and sympathetic counsellors to add to the support they received from ESTS.

There were almost as many subjects discussed as participants in the survey. However, broadly speaking these can be categorised as follows: practical advice, the emotional impact of sight loss, wanting to escape and being a carer.

Practical advice

The general sharing and understanding of sight loss issues helped people to work through their difficulties. “I wanted to move forward in life, to discover my future potential. I wanted to see blindness not as a road block but as a barrier to be overcome.” Things that people used to take for granted, like to how to eat in a restaurant when you can’t see the menu or the food on the plate. Sometimes people wanted specific information about a condition and anything they could do to help their situation. ‘Would it get worse?’ ‘What are my chances of retaining some vision?’  ‘Will laser surgery help?’  One woman nailed the thoughts of many; “you don’t know a damn thing until it happens to you.”  

Emotional impact

The emotional impact of sight loss came out in many ways, for example through describing how things had changed in terms of home life, daily routines and changes at work.  “I used to be on the streets or teaching firearms to specialist police teams. All that changed.” Many simply wanted to talk about their depression. About how they felt their opportunities in life had shrunk, how getting through the day was more difficult, less exciting and more confined. Many participants felt bedevilled by loneliness, isolation, fear and a feeling of being trapped inside their 

own homes. “The emotional aspect of us both getting used to the situation. It was making my partner depressed and this was causing problems in our relationship.” Another was more succinct. “I was so angry about losing my sight I tried to commit suicide.”
Escape

Sometimes speaking with the counsellor was an escape. People wanted to talk about the ordinary things in life, in order to make them feel normal. Often a simple ‘how was your day?’ from the counsellor was the catalyst for important sharing that deliberately avoided all thoughts of sight loss. Holiday, interests, past jobs, children, and “somewhere to give me space to be cheerful, happy. For a short time it took my mind away from the pressures. Do you like this or that recipe?  It kept me going for several days.”
Carer

Five people shared experiences of life as a carer. This was often felt to be unrewarding, fraught with conflict and invariably emotionally and physically draining for the carer phoning for support. In three cases these calls took the form of depression, but one man was frustrated at his parents’ refusal to seek help and support. For one woman, it was having a space to cope with her own grieving about her daughter’s sight loss, especially her inability to cope with the circumstances surrounding this event.

How ESTS Counsellors Helped

An impressive twenty-nine participants (97 per cent) found the service to be 'very helpful', 'helpful' or 'quite helpful'. There are many quotes about the way in which counsellors helped, and extensive use has been made of these in order to bring this important section to life. 

Very Helpful : 21 (70 per cent)



Helpful : 4 (13 per cent)



Quite Helpful : 4 (13 per cent)

Not at all Helpful : 1 ( 3 per cent)

Sometimes it was a small but critical piece of information that made the difference. “Have you thought of painting your door frames a different colour to make them stand out?” Sometimes it was less what was said but the way they said it. “Attitude and encouragement was the main thing rather than specific words.” A sympathetic ear, an understanding of the issues facing the caller. As one man said, “a feeling that someone was interested in me.” Just being there to allow the caller to unburden themselves about the day to day stresses of life. Time after time participants explained how counsellors seemed intuitively to be able to get the right balance between, support, encouragement and practical tips. “She had a gentle, kind, caring, encouraging way of talking. She would mention little things that would help.  She was a ‘don’t lose heart’ kind of person." 
The service was experienced as consistent and reliable. Counsellors knew what individuals were going through, and many people said they felt the counsellor was “specifically for you.”  Several mentioned how counsellors would recall things the caller had said earlier that day or even weeks beforehand. This level of professionalism and basic respect shown by counsellors was warmly appreciated and helped build relationships and trust. Yet participants often experienced the calls as if “it felt like talking to a friend.” Counsellors were described as honest and straightforward in their explanations of sight conditions, but always with an ability to “accentuate the positive.” In fact the ways in which counsellors helped are many and varied. These can be grouped into several categories, although clearly they interweave and overlap. 

Being able to talk

Seventeen participants (57 per cent) defined the key component as ‘simply being able to talk’, but to someone with all the skills and knowledge and qualities mentioned above. 

“Taking you out of yourself. Going out of a dark room into the light." 
Several people described how they had got over the initial shock of their changing situation, but how it was good to talk about the 

feelings of frustration that permeated most days. “Just being able to get things off my chest was very good.” Counsellors demonstrated help and understanding, and an ability to listen. One woman described this as having ‘open ears’. “She listened, she allowed me to talk.”  

Being able to talk to someone who isn’t family
Participants described having the space to explore their new situation, without the pressure or fear of burdening other family members. “She would pick me up and soothe me. She made me feel good again. Like a medication. After the call, I could get on with the day.” In fact, six participants (20 per cent) suggested the fact they could ‘offload’ on someone other than friends and family was essential. Having someone to moan to that was not a member of the family. “It can be difficult talking to family when they are trying to carry you. When you speak with someone you are not in daily contact with, you can often say some of the things you really feel.” “It’s easier to talk to someone who isn’t your family, because you worry that they might worry about you!” One woman spoke of being able to ‘go somewhere’ emotionally, through the call, to deal with her difficulties and then to be able to ‘go home’ without burdening her daughter.

Being able to talk to someone knowledgeable

Five participants (17 per cent) wanted to be able to speak with someone who had a genuine idea of what they were going through. “It was someone to talk to very honestly. I really wasn’t fine at all, although I pretended to be with family and friends. Because they were familiar with eyes and the conditions of eyes it was very helpful to me. They could talk to me about it from a position of knowledge and understanding.” For example, the fact the counsellor often knew the terms and language that framed a particular condition. It was this working knowledge and experience, the fact they understood the situation that made the counsellor’s insight so helpful. One woman mused how she had never considered blind people before, until she lost her sight very suddenly. She was relieved to receive understanding and sympathy, mixed with practical ideas about how to cope with “being a different person.”
Being able to talk about feelings

Five people (17 per cent) talked about wanting reassurance, both about their condition and about their feelings. Specifically, that it was okay to feel like they do. From their position of experience and knowledge the counsellor was often able to provide that reassurance. “I was checking out if my feelings were a natural occurrence or if I was being silly. She [the ESTS counsellor] knew how others felt…I can’t speak to friends and family because I don’t want to show them that I’m not coping.” Again, “knowing I wasn’t alone, in what was going on in my head. It was perfectly normal what I was going through.” Only one person in the survey mentioned suicide, and even he was able to appreciate the benefits of ESTS support. “I could present to my counsellor why I tried to commit suicide. That was helpful.”
Being able to talk about what to do next

Only four people (13 per cent) quoted receiving information about their eye condition or practical information about how to improve their lives as the most helpful thing about speaking to a counsellor. When this information was given, for example practical ideas such as painting door frames different colours, it was well received. Information about and phone numbers of support organisations, and where to buy helpful products was also similarly appreciated. One man was amazed that the counsellor was able to give practical information at all, assuming that counsellors were only allowed to remain silent or agree how hard it must be. “Practical information was the most helpful thing. The lady who called me was blind I believe. She was someone who had been there.” In fact none of the telephone services’ current counsellors are blind or partially sighted. Although only four people specifically mentioned receiving information as the most helpful thing, in fact eighteen people (60 per cent) had been sent specific information (eg about local services) in addition to the telephone support received. The impact of this information is discussed shortly.   

The vast majority of participants (twenty-nine, 98 per cent) were unable to identify any aspect of the counselling or emotional support they received as unhelpful. Only one man described an 

intervention technique as being unhelpful. “I was looking for coping mechanisms or tricks of the trade if you like, but all I received was straightforward emotional support.” However this person’s experience was an exception. Elsewhere in the report there are numerous examples of counsellors offering a mix of practical, no nonsense information and strategies to people alongside allowing individuals to express their feelings. Interestingly this man did mention receiving “a stream of information to follow up [through the post]” although that is not to decry the fact his expectations were not met.

Impact of telephone support on participants lives 

This report measures the impact of the service in the immediate aftermath of the service ceasing. That is, within three weeks of the final client contact. However, without prompting clients were also keen to speculate upon whether perceived benefits from the service have had some kind of lasting impact. Although the evaluation interview took place at the end of client contact, in lots of cases people had been receiving emotional support for many months. Not only has the counselling support received been helpful, the vast majority of participants (twenty-six of thirty, 87 per cent) believed it has had a lasting impact upon their situation. In most cases this improvement came about because the counsellor helped each individual to feel better about themselves and their situation. Sometimes this was about acceptance; sometimes being able to express anger or fear; sometimes it was re-assurance about a particular condition. Practical information, whether about the disease or where to get help was useful in changing people’s perceptions. Although most of all, it was simply having someone to share with that made the crucial difference. 

Improving outlook on life

For the majority of people (thirteen of thirty, 43 per cent) it was simply knowing “someone was there for me” that helped them through the difficult time they were experiencing, until they felt more positive and able to carry on. People described being able to offload without having to worry about the counsellor’s feelings. 

How they could express their feelings, and not bottle them up, which in turn enabled many to get on with the day. How important it was that there was someone out there that wanted to be kind and to help, that the counsellor “could be bothered to ring me”. People spoke about being competent, capable people whose life had been turned upside down by sight loss. How the counsellor’s call kept people sane and as several people asserted, kept people fighting.  This increase in positive emotions is significant in itself, and for some, this also led to practical lifestyle changes.

Doing more

Seven people (23 per cent) felt more confident about going out. Often this meant rediscovering shopping, going on the bus or visiting friends. For one man it was deciding to take a holiday and, in one case, this increased confidence enabled someone to visit their doctor in order to explain that they needed support. “I wouldn’t have taken that step if I hadn’t spoken to the counsellor. It gave me the courage.” This man couldn’t talk for long because he was busy. “I’m a deep thinker and I was sinking into depression. She [the counsellor] bucked me up a bit. I love music, writing, theatre; she encouraged me to start thinking about those things again. That’s why I can’t be long because I’m going to the theatre tonight.” Sometimes it wasn’t about going out but an increase in activity around the home. For one woman the impact of the counselling support turned her life around. “I had started to withdraw from people. I was embarrassed, so I stopped people from coming round. But I’m back in touch now…it was my husband and daughter who first noticed the big difference in me as I started to live again.” For one man it was simply knowing that there was someone there he could talk to if he needed to that inspired him to try leaving the house again at the grand old age of eighty-eight.

Reassurance and acceptance

Gaining reassurance about a particular condition had a lasting impact for six people (20 per cent). Some people discovered they were unlikely to go blind, “which cheered me up no end.” Others talked about the hope they gained from knowing “it might not be tomorrow.” Alongside reassurance came feelings of acceptance. 

For example, some talked about being able to get their sight loss into perspective. “I’m not quite so scared now. It [counselling or emotional support] gave me some confidence.” People felt able to look at their situation more objectively, to begin to accept the new ways of things. “My sense of self was very distorted at the time because I now realise I had to develop a new sense of sense. This person [counsellor] helped me to become a ‘new’ person. My sense of self changed as I adapted to this new situation.” One man described how helpful it was to be angry. How the counsellor allowed him to do this, to be angry, when other professionals had been scared of these feelings and his reactions. In the end, through this process, some kind of acceptance was reached. “There was a change of thinking on my part. I recognised the fact that I couldn’t do anything about it. The conversations projected a ray of hope, that in time I would overcome my anger. I felt better as a result of the calls.”  This school report analogy neatly sums up the feelings of people in this category. “Before my report would have said ‘must try harder’. Now I think it would say ‘doing well under the circumstances’”.

Practical information

Learning new things about their condition or where to get more information was a great source of comfort and reassurance for some. People learnt about a great many things for example sources of Internet information, where to purchase special aides, societies that may be able to help, information about benefits, colleges, employment, local RNIB services. If it exists, someone in the survey probably got sent some information about it. Reassuringly, even the man who said the service did not meet his expectations was pleased to be able to follow up on computer equipment. He reflected, “It put people where I need them, and gave me that edge to actually go and do it.” Crucially, knowing what information may be required in the first place was a huge source of relief for many. As one man explained, since the counsellor understood sight loss she was able to tell me what to buy, where to go for help, “which takes the pressure away from you.”
In total, eighteen participants received further information through the post, with all participants (100 per cent) claiming the information was accurate and up to date. Of these, thirteen of the eighteen people who asked for and received additional information (72 per cent) have taken action as a result. Participants had obtained bus passes (one), joined societies (four), made contact with local RNIB services (two), purchased practical aids such as braille machines (three), signed up for future counselling (two), started training to be a counsellor (one). Two people had sought benefit reviews, one had gained advice from the Disability Rights Commission, two had joined Talking Books, one had found respite care for their daughter, and one had made contact with the local visual impairment team. Finally, someone had booked a holiday and another had gained a guide dog. It is apparent that people’s lives have changed for the better through contact with the Emotional Support Telephone Service.

Those who have yet to take action were ‘getting around to it’ or working through the information sent. One person’s situation had evolved since contacting ESTS. Only four people (13 per cent) said the telephone support they received had not had a positive impact in their lives. Three people (10 per cent) explained how their mood had lifted as a result of the calls, but since support had been withdrawn (after two, seven and eighteen calls respectively) each had reverted to entrenched feelings of depression. Lastly, one man was frustrated by his parents’ inability to ‘take the next step’ in seeking support, despite his efforts through ESTS to gain advice and information.

Evaluation

This report has already presented how helpful counselling support has been to the vast majority of participants in this survey. So much so, 100 per cent of participants said they would recommend the service to a friend (ie including the man who said the service hadn’t been helpful to him). The report also hints at the possibility that changes in people’s outlook and behaviour may extend beyond the end of client contact with the service. It was also important to discover if participants felt this kind of support should be more widely available. Not surprisingly perhaps, every 

participant felt emotional support should be made available to people adjusting to sight loss, with twenty-eight participants (98 per cent) feeling it was very important.
Very Important : 28 (93 per cent)



Important : 1 (3 per cent)



Quite important :
1 ( 3 per cent)

Not at all Important : 0 ( 0 per cent)

Here are just a few of the comments made. “Incredibly so. I can’t express how important it is. Huge, Huge thing. Not just for the person, but for their family as well.” “It’s very important. You don’t realise just how important until it happens to you.”  Whilst people with good family support were less ebullient than people living alone or without quality support, this is not straightforward. Even people with strong family relationships were glad that this support came from outside the family network. This person extolled the virtues of the support being independent from family and friends. “It’s no use talking to someone about being scared when they are scared themselves.” Once again people described how hard it is to adjust to sight loss, and so how important it is to be supported through this process.
Changes to the service

Few people were able to pinpoint any significant changes they wanted for the service. Mostly participants were very positive about the service they received. Opinions about change centred on two issues, publicity and number of sessions available. In terms of publicity, five people suggested that the service needs greater promotion. Radio advertising, talking newspapers and even talking books were suggested as possible avenues for promoting the service. This extra publicity is mentioned within the context of raising people’s awareness of the service. The intention here is to reduce the amount of a stress and anxiety participants suffer in the immediate aftermath of hearing bad news. As this woman recalled, “I went to my doctor in a complete panic, but all he could say was ‘I don’t know about sight loss’, but he didn’t know who to recommend either.” Another wondered if a crisis service could be set up whereby support workers visit individuals in a crisis 

situation. For example, a visiting service for people living on their own, without family, visiting in the immediate aftermath of significant sight loss. 

Six people (20 per cent) specifically raised the number of sessions received within the context of what people would change about the service. One person said “decisions about lime limits [on number of sessions] should be more flexible…made on a case by case basis.” Another went so far as to say emotional support should be “open ended”, which another felt more money and support for the service may allow for greater flexibility. Only one person made a comment about the quality of the support work itself. They felt the support workers should be partially sighted themselves. Some more practical information and perhaps first hand experience would have been useful during her sessions.

Number of sessions

Twenty people (67 per cent) said the number of sessions they received was ‘about right’. Contented customers come from all ages and range of sessions received (varying between two and eleven). There are no links between the number of sessions received and the degree of happiness with the service. The key factor is the quality of the service received in relation to each individual’s expectations. In most cases one or other party had detected an improvement in the participant’s mood and outlook. Often this resulted in a cessation of support contacts by ‘mutual agreement’. “The lady thought I sounded more positive, but said I could phone again if I needed her.” People described no longer having much to add, feeling as if things had come to a natural conclusion. Mostly this was positive, but on occasions this was tinged with sadness. “She had done her job, completed her job. So fine. But I was very upset. I was sad to stop but it was right.” Likewise, two more people suggested they would have liked to go on longer, but within the context of having received the right number of sessions. “I would have liked to have gone on for longer. The counsellor was nice, it helped me to talk but it was fine. The service is always there if I need it in the future. It worked very well.”
In most cases, participants were clear about the number of sessions they could possibly receive. Many mentioned being prepared by the counsellor that the initial number was six, with some flexibility built in up to a maximum of twelve. “They offered to continue but the initial thing I contacted them for was over so..” Two people described how they noticed a change in their situation, “so it was time to stop”. In both cases the support process gave people the strength to start going out once again. One of these women celebrated being able to tell her counsellor the improvements she had made when they spoke for the last time. “My life has turned around completely, from being so  low and down… It was the combination of attitude and practical advice that really helped.” 
Almost ten people made a point of informing me that the service remained open to them, which was a great comfort. “I didn’t feel it was ‘that’s it, go away’”. “We’re here if you need us” was a frequently repeated phrase. Of these, four people called a halt to the service themselves. “She said she would call back, but I said it wasn’t necessary. If I needed more I would call.”   Whether the service is indeed open to these individuals is a discussion point beyond the remit of this report. The key point here is that these people perceived that the service remained open to them, and this gave them the courage to move on. Two people described not wanting to deprive someone else of getting help as the catalyst for finishing sessions. It may well be that an improvement in emotional well being enabled these individuals to be magnanimous. Another said it was the right time to leave because they wanted long term one to one counselling. However not everyone who said they had received the right amount of sessions was positive. One person had different perceptions about the service on offer from the service delivered. This man’s expectations were different. “I wanted practical information, not ‘how do you feel?" 
Ten people (33 per cent) said they felt they did not receive enough sessions. Again, not everyone who said they wanted more sessions was negative about the service. Of these, four people said that they did not feel emotionally vulnerable but simply that they enjoyed the sessions and would have liked more. There is a blurring of categories here; they are similar to the three people 

described earlier who said it was ‘right to stop’. “I couldn’t emphasise how positive they were. I was going through an exceptionally difficult time. I didn’t want it to end. But professionally I understood it must. Another couple might have been helpful, but  was on the up. It was explained I could use the service again”. In at least two of these cases it seemed as if the support worker began to take the place of absent friends or family. “I looked forward to another call. I asked if I could ring privately but she said no”. “I would have liked to have gone on…she would listen to me but in the end said we need to stop. I said ‘I’m gonna miss you’”.

Two people rued that they had just started to get to know the counsellor when they were told it was time to stop. “I was just getting to know the person when I was told the next session would be my last.”  Three more said they still didn’t feel settled, and therefore couldn’t understand why the counsellor felt it was time to stop. This sub-group includes a woman whose comment was said with much pathos. Describing how she would be pleased if she [the counsellor] rang today, she mused “In some ways I want more, in some ways not. I have to move on, don’t I?”  One person was upset when he was told that he could receive a maximum of twelve sessions. He felt each case should be reviewed on an individual basis, and questioned what happens if someone is at a certain stage emotionally after twelve weeks. He felt clients should be told that there would be six sessions available, which would then be reviewed after each additional block of six sessions. Interestingly, no one said they had too many sessions.

Discussion points

The key message from this report is just how beneficial the Emotional Support Telephone Service is to its clients. These results should re-affirm the important role this work has to play in amongst the myriad of other support services for people who are blind or partially sighted. There are however one or two additional points to emerge from this survey that may be worth reflecting upon.
Expanding the service

Sufficient numbers of people mentioned the invisibility of ESTS to raise this point here. This is not the first time this complaint has been heard during RNIB service evaluations. Yet there does seem to be something particularly opaque about ESTS, not least because there seems to be little or no outside promotion of the service or indeed any way to speak with ESTS directly. It is a regrettable contradiction that such an empowering service in the eyes if its users is so hard to get to. Several people mentioned broadening the range of publicity, although at present the service works at full capacity with minimum publicity, in order to manage demand. The challenge of coping with the consequences of greater publicity is meeting the likely increase in demand with additional resources. Otherwise stretching the service to breaking point could undermine the work of ESTS. That debate is beyond the remit of this report. What is clear, however, is the demand for this service. Many people in this survey contacted RNIB in a state of desperation; not knowing where to turn but at the same time not realising a counselling support service existed. Just imagine what would happen if people actually knew about it?  The five British Gas referrals are instructive here. None would have sought out ESTS independently but, having been told about the service, all made tremendous use of the support available.

Being able to contact ESTS directly raises the same issues of empowerment, access, resources and demand as increasing publicity. Thirty-five percent of participants in this survey would have liked a direct telephone number for ESTS. This doesn’t mean sixty-five percent of participants were against the idea. Merely that the vast majority of people were unable to reconnect with how they felt at the time of seeking support from RNIB or others, and so were unable to comment in any meaningful way. Perhaps thirty-five per cent will be sufficient to instigate this move. However, if more substantive figures are required a further survey via the Helpline should be carried out. This would yield more accurate results. A less robust method would be to ask all new referrals to ESTS if they would have liked to telephone ESTS direct at the point they are taken on by the service. 

Number of telephone sessions

Two-thirds of participants said they received about the right number of sessions. When added to four individuals who said they were no longer emotionally vulnerable but would have liked more, this makes four in five people satisfied with this aspect of the service. It is worth reiterating here that we are only talking about the number of sessions received, and not people’s satisfaction with the service as a whole. Those statistics are far higher and even more impressive. Nevertheless, if twenty percent of survey participants are unhappy with the number of sessions they received then this should give pause for thought. The issue is whether anything can be done to maximise customer satisfaction for this minority without compromising a system that works perfectly well for the majority of service users. Again it is beyond my remit to debate how the number of sessions on offer is decided and managed. The current system does appear to work well. Clients are told they could receive a minimum of six sessions, up to a maximum of twelve if necessary. Counsellors then have discretion to offer above and beyond twelve if they feel this is necessary. Despite this, it is worth considering if the current system can be improved in the light of these findings. It is important to acknowledge however that this is a balance between resource issues and counsellors’ assessment of what can usefully be provided. 

Conclusion

The Emotional Support Telephone Service is doing an excellent job. Almost every participant in this survey found the counselling and emotional support helpful, whilst the vast majority said the impact of this support was continuing to have a positive effect in their lives. When the service passed on information, it was always accurate and up to date. Almost three-quarters of survey participants took action as a result of this information that directly improved the quality of their lives. Indeed one person claimed that the ESTS intervention completely transformed her life. These are important findings, given the high incidence of depression reported by those interviewed. All the qualities that callers hoped for in a counsellor, namely a friendly disposition, an ability to empathise 

and a non-judgemental approach were found in abundance. Two-thirds of participants said they received the right amount of counselling or emotional support whilst four out of five participants said were no longer emotionally vulnerable when the support ceased. Everyone in the survey said they would recommend the service to a friend. These are exceptional results which demonstrate the RNIB is delivering an effective model of emotional support and counselling for people affected by sight loss.
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Appendix 1 : Interview questions 

Version Three
11 May 2005

Accessibility of service

11. How did you find out about the Emotional Support Service?

12. How easy it was it to contact the Emotional Support Service in the first place? 
Score: Easy, Quite Easy, Difficult, Really Difficult
13. If answer if ‘Difficult’ or 'Really Difficult’
What problems did you encounter?

Effectiveness of emotional support

Background

14. Why did you contact ESTS [or RNIB?] at that time in your life?

15. Did you consider going anywhere else?

16. In general terms, what kinds of things did you want to talk about?

Experience

17. What was most helpful when talking to the ESTS counsellor?

18. What was least helpful?

19. What impact do you feel the telephone support had on your situation?
[eg health (physical and mental) / social relationships / identity or sense of self]
20. How do you know this?

21. What was the most important thing about the person you spoke to on the telephone?

Information

22. Were you offered specific information? [eg  about local services]
23. If ‘Yes’, did you use any of the information or take any action as a result?

24. How accurate was it?

25. Where did you go for that kind of information beforehand?
Evaluation

26. The ESTS offers people some time to talk about their sight loss and offers information about local support services if they do exist. Do you feel that the listening support you received from the ESTS was:
Score: Not at all helpful, Quite helpful, Helpful, Very helpful
27. How important do you think it is that emotional support is made available to people adjusting to sight loss?
Score: Not important, Quite important, Important, Very important
28. What would change about the service?

29. Would you recommend the service to a friend?

30. Would you say the number of telephone sessions you had were:
Score: Not enough, About right, Too many.

Appendix 2 : Interview questions

Version Four
20 July 2005

Accessibility of service

31. How did you find out about the Emotional Support Service?

32. How easy it was it to contact the Emotional Support Service in the first place? 
Score: Easy, Quite Easy, Difficult, Really Difficult
33. If answer if ‘Difficult’ or Really Difficult’
What problems did you encounter?
34. Would you have liked to be able to telephone the Emotional Support Service directly yourself?

Effectiveness of emotional support

Background

35. Why did you contact ESTS [or RNIB?] at that time in your life?

36. Did you consider going anywhere else?

37. In general terms, what kinds of things did you want to talk about?

Experience

38. What was most helpful when talking to the ESTS counsellor?

39. What was least helpful?

40. What impact do you feel the telephone support had on your situation?
[eg health (physical and mental) / social relationships / identity or sense of self]
41. How do you know this?

Information

42. Were you offered specific information? [eg  about local services]

43. If ‘Yes’, did you use any of the information or take any action as a result?

44. How accurate was it?

45. Where did you go for that kind of information beforehand?

Evaluation

46. The ESTS offers people some time to talk about their sight loss and offers information about local support services if they do exist. Do you feel that the listening support you received from the ESTS was:
Score: Not at all helpful, Quite helpful, Helpful, Very helpful
47. How important do you think it is that emotional support is made available to people adjusting to sight loss?
Score: Not important, Quite important, Important, Very important
48. What would change about the service?

49. Would you recommend the service to a friend?

50. Would you say the number of telephone sessions you had were:
Score: Not enough, About right, Too many.
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