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1. Introduction

This report documents the overall findings of RNIB’s first dedicated face-to-face counselling service for people with serious sight loss, as piloted at RNIB Bristol, from September 2001 to August 2004. The report includes a profile of the client group, referral routes, looks at the efficiency of delivery, the clinical effectiveness and the therapeutic themes for the lifetime of the project. It then concludes with an overview of the project from the counsellor’s perspective, and proposals for the future development of the service.

2. Summary and recommendations for future development 

2.1 Summary of project 

In response to an identified urgent need for counselling and emotional support services for older people with serious sight loss, RNIB bid successfully for Department of Health Section 64 Funding to pilot a three-year counselling project at RNIB Bristol. The project sought to develop an evaluated service model for the delivery of emotional support and counselling particularly to blind and partially sighted people, aged 50 and over, which could be replicated in other settings.

A part time counsellor was employed to develop, promote and deliver face-to-face, time conscious counselling to up to eight clients per week. Counselling was provided either at RNIB Bristol or in peoples' homes within a 10 mile radius of Bristol City Centre. Referral routes were developed and publicised, and the service ran at full capacity throughout the project. The service received 83 referrals over a three-year period, of whom 68 received counselling ranging from 1–24 sessions. The average number of sessions per client was 10.8.

Qualitative and quantitative data was generated and recorded throughout the project and six-monthly written reports were produced for the Department of Health. Data was recorded using CORE-PC, although problems were experienced in utilising this tool, as it was not deliverable in alternative formats. CORE-PC outcomes achieved include quantitative data for all clients, counsellor qualitative data for all clients, and client qualitative data for a sample of 13 clients.

2.2 Summary of findings 

The first three years of the Counselling Service at RNIB Bristol have demonstrated the demand for and effectiveness of accessible counselling for older people with sight loss. Despite growing recognition of the psychological impact of sight loss, emotional support and counselling services for blind and partially sighted people remain very scarce :

· Time limited counselling has been shown to significantly reduce suicidal ideation, and feelings of depression, loss, anxiety and stress as reported by clients.

· Further reported benefits include increased self-esteem and confidence, increased participation in day-to-day activities, improved relationships with others and a reframing of attitudes to disability.

· Additional social benefits may be anticipated such as reduced pressure on primary care and social services resources – as a result of a reduction in depressive and anxiety symptoms, less psychosomatic illness, and less need for medication. 

The need for a client-driven flexible approach has been demonstrated by the need for counselling to be offered in people’s homes where appropriate.

· The common perception that older people will not utilise counselling has been found to be a myth. 

· The findings must be balanced with the limitations presented by the use of CORE-PC as a monitoring tool for efficacy of counselling for blind and partially sighted people.

Using the statistical and qualitative evidence obtained, a sound working platform has been created which can inform an expanded service and become a source of reference for other professionals in the development of integrated services for blind and partially sighted people. 

2.3 Recommended developments for service development 

Funding is currently being sought via the Department of Health Section 64 to continue and expand the service using volunteer counsellors in partnership with a local university. If successful it will be possible to build on the current platform using reflective and evidence based practice to inform the service :

1. Further integrate the service within RNIB Bristol with clear referral routes with the low vision and rehabilitation pathways and build on current position within the RNIB Bristol Community Services Team.

2. Increase the diversity of client groups : 

· Promote to younger age group, ie 18–50 age group.

· Continue to build upon links with local Black and Minority Ethnic Organisations (BME) groups raising awareness and identifying barriers.

3. Promote the counselling service city-wide to generate further referrals :

· Promote service to Primary Care Trusts.

· Deliver presentations to team meetings at GP practices and other voluntary sector organisations. 

· Build on existing partnerships with social services and the Bristol Eye Hospital.

4. Increase promotion of counselling services directly to older people to assess whether older people would seek counselling independently if they knew about such services.

5. Develop partnership working with local universities to supply counsellors on volunteer placement : 

· increased number of counselling sessions available

· develop model of utilising volunteer counselling to increase cost effectiveness.

6. Develop a 'toolkit', for national dissemination, which can be used to inform other counselling services on practical and emotional needs of blind and partially sighted clients so that mainstream counselling services are more accessible and user-friendly.

7. Promote education around the emotional support needs of people experiencing both new and congenital sight loss.

8. Promote a more proactive RNIB approach to the emotional needs of the individual. 

9. Liase with CORE-PC to support improvements to accessibility of this evaluation tool.

10. Develop a more 'user-friendly' evaluation tool that is accessible to all clients. The assessment tool should include both a quantitative and qualitative element, which would produce statistical data and client feedback to inform this and other emotional support services.

11. Consider extending counselling services to other RNIB regional locations.

3. Background

The project was conceived as the result of an urgent need for counselling and emotional support being identified for people with serious sight loss. This need was highlighted in a research project undertaken by RNIB – 'The Individual Support Needs of Older people with a Serious Sight Loss' (Nelson 1999), and in Social Service Inspectorate Reports including 'Sharper Focus – An Inspection of Services for Adults who are Visually Impaired or Blind' (1998). Research has shown that rates of depression are at least twice as high among people with sight loss than in the general population (Burmedi, Becker et al : 2002).

Both the aforementioned RNIB project and the SSI report noted that the little emotional support and counselling provided for this group, was often unevaluated and haphazardly targeted. The SSI report recommended that this be addressed.

Since the project began, The National Standards of Social Care for Visually Impaired Adults (ADSS 2002) has recommended that, under Standard 13, counselling and emotional support be offered on a continuing basis to facilitate a positive adjustment to the client’s changed circumstances (Appendix 1). However, despite recognition of the need, availability of counselling for this client group is very low. Counselling services for people with sight loss are very scarce and 'mainstream' counselling is often inaccessible. For example it is estimated that only 50 per cent of GPs provide generic counselling and many services have long waiting lists (Counsellors in Primary Care Trust 2002). Even where counselling is available, few counsellors have specific knowledge of sight loss issues.

In an RNIB survey 41 per cent of older people with serious sight loss interviewed (Nelson 1999) stated they would use a counselling service. There is no evidence currently available as to the proportion of people who actually access such support.

4. Aims of the project 

This innovative project sought to develop an evaluated service model for the delivery of emotional support and counselling particularly to older blind and partially sighted people, which could be replicated in other settings. A successful bid for Department of Health Section 64 funding enabled the project to go ahead, although on a smaller scale than originally proposed. Although project funding has now ended, further funding is being sought to enable the service to continue and develop. 

5. Overview and delivery of service 

A BACP (British Association of Counselling and Psychotherapy) accredited counsellor has been employed on a part time basis (0.6 FTE), to develop, promote and deliver a cost effective counselling service for people with serious sight loss. As a member of RNIB’s Emotional Support Service, the counsellor has also contributed to wider service development. On joining RNIB, the counsellor underwent an induction period to become familiar with the organisation and to receive training in visual awareness. 

The primary target group for the counselling service (in line with Department of Health Section 64 funding criteria) were those aged 50 and over who were newly diagnosed and or registered as blind or partially sighted. The Service was free to users and provided face-to-face counselling on a weekly basis, with the number of sessions being negotiated between the counsellor and client. There was a maximum caseload of eight clients at any one time. 

The Counselling Service that has developed is unique in that counselling is delivered both at RNIB Bristol, Bedminster, and as outreach in the client’s home, within a 10 mile radius of the city centre. 

A room at the RNIB centre in Bedminster, Bristol, was specifically designed to meet the needs of the client group, with sympathetic 

lighting, contrasting colour design, and appropriate décor. There were also practical considerations around making the room and the counselling process accessible, and translating creative tools, ie using scented colour pens, tactile objects for representation, contrasting media of dark paper and bright chalks, large print, using metaphor, symbolism, use of visualisation, etc.

The outreach component evolved as it became apparent, very early on in the project, that clients may be affected by multiple factors such as age / frailty, multiple disability, underlying illness, and loss of confidence. Mobility and orientation is problematic for many older people with serious sight loss and many clients would simply have not been able to get to a central location. Transportation services were explored, as was the use of volunteers to accompany clients to the centre, but the most cost effective, client-driven and reliable way forward was for the counsellor to provide the sessions in those clients’ own homes.

To provide a more integrated approach, the counsellor became part of the RNIB Bristol Community Services Team, which delivers direct services locally alongside the local Rehabilitation team. This was an important move towards making emotional assessment an integral part of the initial assessment of customers.

5.1 Publicity and service promotion

As a new service offered by RNIB Bristol, the counselling service initially needed to be promoted locally to relevant agencies that might make referrals, and to potential clients.

Presentations, referral guidelines and leaflets (in a range of accessible formats) were used to promote the Service to a range of services, agencies and clients including :

· RNIB Services at Bristol

· Bristol Eye Hospital

· Other hospital-based eye services, ie The Artificial Eye and Outlook, the disfigurement Support Unit

· Bristol Social Services

Bristol Occupational Therapy Team 

· Age Concern and the Dementia Care Trust

· Local GP surgeries, including attending team meetings 

· Local NHS walk-in centres

· The Disabled Living Centre 

· West of England Centre for Inclusive Living 

· Local branch of the Macular Degeneration Society

· Local branch of the Retinitis Pigmentosa Society 

· Care Forum and DIAS, the Disability Information and Advice Service. 

An article was also included in the local 'What’s On' RNIB magazine and an interview given by the Head of Emotional Support on Radio Bristol. Other Bristol based counselling and befriending services were also contacted so that appropriate onward referrals could be made where necessary. In Year Two, a Newsletter was also produced to feedback and to raise awareness of the service. 

5.2 Referral routes and assessment

Potential referrers were given simple guidelines about how to make a referral, how they might discuss this with clients and a referral form which specified client consent. Clients could also self-refer. Whilst agencies outside RNIB were positive and encouraging about the counselling service, few direct referrals were made. The majority of referrals came from the Social Worker at Bristol Eye Hospital, other RNIB services and by self-referral.

On receiving a referral, the counsellor would contact the client via telephone to arrange an initial appointment. The client would then be sent information about the service in an appropriate format, directions to the centre if applicable, and an outline of the service.

The initial appointment offered an opportunity for a mutual assessment of whether counselling was appropriate for the needs of the client. Further information about confidentiality and its limitations, session timings and cancellations were also given. Agreement for counselling to commence included agreeing a regular 50 minute weekly session. 

The length of the counselling process was time conscious and was negotiated with the individual client, dependent upon their presenting and underlying issues. Generally clients were initially offered six sessions and the opportunity to review and continue if appropriate.  

The counsellor was supported by two hours clinical supervision a month, with a British Association of Counselling and Psychotherapy Accredited Supervisor. 

6. Monitoring and evaluation of the project

Qualitative and quantitative data was generated and recorded throughout the project and six monthly written reports were produced for the Department of Health.

Data was recorded using CORE-PC, a computer based data analysis system, which has the potential to give both quantitative and qualitative statistics. CORE-PC was chosen because it was the interactive tool of choice used in NHS Primary Care Counselling Services for evaluating the efficiency of their services. Where possible, a benchmark comparison is given using National Core Comparative Performance Indicators (NCCPI) which are based on statistics from Primary Care Counselling Services. 

The CORE outcomes achieved include :

· quantitative data for all clients

· counsellor qualitative data for all clients

· client qualitative data for a sample of 13 clients.

Using CORE-PC both the counsellor and client complete standardised pre- and post therapy assessment forms and these are fed into the software programme and analysed. What quickly emerged, as the project developed, was the inaccessibility of the client questionnaire. The forms are designed for sighted, 18–65 year old clients to complete independently and are not available in alternative formats for partially sighted or blind clients. Although a large print version was developed by the counsellor, not all clients could fill them in unaided, and a taped version was not found to be feasible. 

The need to consider the accessibility of questionnaires to clients with disabilities was fed back to CORE-PC. The developers of CORE advised that where the form was inaccessible to clients, only the counsellor should complete a pre- and post-counselling questionnaire, and this limitation to the data should be noted.

Therefore quantitative data and counsellor based qualitative data was obtained for all clients, and qualitative data was obtained for the 13 clients who were able to complete large print questionnaires independently. However the counsellor pre- and post therapy assessments is by nature based upon client reporting as well as counsellor observations, and additional qualitative feedback from clients is also shown in this report under a separate heading from the CORE-PC outcomes. 

7. CORE outcomes

7.1 and 7.2 show outcomes for all referrals, including clients who did not go on to receive counselling. All other CORE-PC outcomes (other than 7.5.4) shown are for the 68 clients who did attend counselling. The data in 7.5.4 shows outcomes only for clients who were able to independently complete a client questionnaire pre- and post therapy. 

7.1 Client status 

· Promotion of the project to potential referral sources has been limited in line with resources available, to avoid stagnant waiting lists.

· The project has consistently run at full client capacity with limited publicity. 

· The weekly client caseload has not fallen below eight, with a waiting list at any one time of 1–4 clients.

· As professionals’ understanding and knowledge of the service has increased over time, the 'quality' (ie appropriateness) of referrals from third parties has improved. 

· The number of self-referrals has increased over time.

7.2 Number or referrals

PRIVATE
Client Status 
Number of clients 

Closed 
60

In Progress 
8

Referred to other counselling service
4

Did not require counselling at this time
4

Did not attend initial appointment
5

Waiting list 
2

Total 
83 

· Over the three year period, a total of 83 referrals were made : 68 of the 83 referrals resulted in an initial meeting with the project counsellor. 

7.3 Fair access to service 

· The service targeted people aged 50 and over, this being the largest growing group of people losing their sight. It is estimated that four out of five people with sight loss are aged 65 or over (RNIB data).

· In order that the service accommodates more fully the needs of this group, outreach counselling was offered to those unable to access the Service in Bristol. This was due to factors such as age / frailty, multiple disability, underlying illness, and loss of confidence, difficulty travelling independently.

7.3.1 Frequency of gender

PRIVATE
Gender 
Clients 

Female 
64 per cent 

Male 
36 per cent 

Total 
100 per cent 

This reflects a national trend of a larger uptake by women of counselling services.

· This is in line with the NCCPI which is 69 per cent female, 31 per cent male.

· This may also partly reflect the older client population, ie that life expectancy is higher in women.

7.3.2 Frequency of age

PRIVATE
Age Group 
Clients 

20–29 
8 per cent 

30–39 
8 per cent 

40–49 
9.33 per cent 

50–59 
14.67 per cent 

Older than 59 
60 per cent 

Total 
100 per cent 

· The primary target group was aged 50 and over, hence 75 per cent of clients fall within this age range. 

· There is potential to expand to the service more fully to the lower age groups.

7.3.3 Frequency of ethnic origins

PRIVATE
Major 
Clients 

Black or Black British Caribbean 
1.47 per cent 

Other White 
1.47 per cent 

White (English / European) 
11.76 per cent 

White British 
82.35 per cent 

White Irish 
2.94 per cent 

Total 
100 per cent 

These statistics are on a par with NCCPI which indicates an average 82 per cent White British uptake of counselling services nationally.  

· RNIB Bristol has developed links and undertakes outreach work with local Black and Minority Ethnic Organisations (BME) to raise awareness of available services. The project utilised these links and opportunities early on to market the counselling services to the BME population. Ongoing work is being undertaken by RNIB Bristol to consult the BME groups about the barriers to taking up RNIB services.

7.3.4 Frequency of employment

PRIVATE
Major 
Clients 

Full time paid employment 
4.41 per cent 

Part time paid employment 
1.47 per cent 

Part time student 
4.41 per cent 

Receiving sickness / incapacity benefit 
20.59 per cent 

Retired 
60.29 per cent 

Unemployed 
8.82 per cent 

Total 
100 per cent 

· These statistics are reflective of the predominantly older client group.

· It is significant that, of the 40 per cent of clients that are of working age, less than 6 per cent are in paid employment. As counselling was available only during normal working hours people who were in employment may have had difficulty in using the Service. However this outcome may also reflect RNIB research that indicates three in four blind or partially sighted people of working age are unemployed.

· These statistics reinforce and support the need for accessible, free counselling as private counselling can cost upwards of £30 per session. Most clients were either on a low income or in receipt of a pension. 

7.3.5 Referral sources 

PRIVATE
Referrer 
Clients referred

Family member 
  1  

Friend or acquaintance 
  1

Other 
  1

Other NHS  
  2 

Consultant Bristol, Eye Hospital 
  1

Self 
14 

Social Services including Bristol Eye Hospital Social Worker
22

Voluntary organisation (inc. RNIB)
26

Total 
68 

(For referrals which resulted in an initial meeting and / or counselling with the counsellor).

· The pattern of referral reflects the pattern of promotion – with most referrals coming from social services and voluntary organisations (ie within RNIB). 

· Once referred, clients were given full information and choice about whether they wished to take up counselling. The fact that the majority of clients referred did take up the counselling available indicates that older people are open to using counselling services if they know about them.

· Initially all referrals were made by a third party, but as information was disseminated via leaflets, word of mouth and peer information, self referrals significantly increased.

· There is the potential to increase promotion to the Primary Care Trusts.

7.3.6 Social situation

Social SituationPRIVATE
 / relationship 
Clients 

Caring for children over five years 
7.59 per cent 

Full time carer (of disabled / elderly) 
2.53 per cent 

Living alone 
43.04 per cent 

Living in institution / hospital 
6.33 per cent 

Living in shared accommodation 
1.27 per cent 

Living with other relatives / friends 
3.80 per cent 

Living with parents / guardian 
5.06 per cent 

Living with partner 
21.52 per cent 

Other 
8.86 per cent 

Total 
100 per cent 

· The majority of clients seen lived alone or in a nursing home / sheltered accommodation, again reflecting an older client group.

· Living alone was found to often compound the physical and social isolation experienced by the client who may feel initially unable to access the social outlets they would have attended prior to losing their sight. 

· For those living alone, a frequently reported fear was becoming dependent and a burden on others. 

· For those living with a partner, there were varying reports of the conflict or support the relationship provided.

7.4 Efficiency of the service 

· The service is delivered both in a purpose designed room within the RNIB building, and as an outreach service in the clients’ own home / nursing home. 

· The service has continually run at full capacity, with a manageable waiting list. 

· As most clients are newly diagnosed / registered, it has been important they be seen at the earliest opportunity. In an RNIB survey 60 per cent of people attending eye clinics stated they would have liked someone outside of their family to talk about their feelings and experiences of sight loss (Bruce and Baker 2002).

7.4.1 Average wait for first assessment (days)

PRIVATE
Site 
Average 

Home 
21.95 

Centre 
12.87 

Average 
18.84 

· The NCCPI for Primary Care indicates an average wait of 61 days prior to assessment, which means that the service has been working efficiently in providing an assessment 60 per cent sooner than the national average.

· Because the project employed only one part time counsellor,  promotion was limited to help manage demand. This has meant that waiting times have been kept to a minimum. 

· The geographical logistics of home visits has meant that clients requiring outreach counselling have a longer wait – an average of three weeks.

· Clients able to access the centre independently, or to arrange their own transport, were seen on average within two weeks. 

7.4.2 Assessment outcomes

PRIVATE
Assessment Outcome 
Clients 

Accepted for therapy 
48.00 

Accepted for trial period of therapy 
7.00 

Assessment / one session only 
3.00 

Referred to another counselling service 
1.00 

Unsuitable for therapy at this time * 
9.00 

Total 
68.00 

· All clients were initially offered a first appointment where a clearer understanding of the counselling process was established, and a counselling contract negotiated where appropriate. 

· Where necessary, the client may be referred to a more appropriate service. This may be done prior to an initial assessment if, for example, the client is outside of the geographical remit or seeking counselling for a specific issue, eg addiction.

'Clients unsuitable for therapy at this time *', indicates a negotiated mutual decision, where clients have been either referred inappropriately, ie they may be wanting practical help as opposed to emotional support or they may feel unable to engage in the counselling process.

7.4.3 Number of sessions attended / unattended

PRIVATE
Attended / Unattended 
Sessions 

Sessions Attended 
79.48 per cent 

Sessions Unattended 
20.52 per cent 

Total 
100 per cent 

· This is on par with the NCCPI which indicates an average of 78 per cent of sessions attended.

· It might have been expected that cancellation rates would have been higher than average, as clients often had to cancel sessions due to factors such as hospital appointments, illness, and other multidisciplinary input such as home visits by care agencies.

· There were more cancellations from those attending the centre than at home.

7.4.4 Average length of therapy (number of sessions)

PRIVATE
Site 
Average 

Home 
11.66 

Centre 
9.19 

Average 
10.83 

· The average number of sessions for those clients seen at home was higher than those seen in the centre. 

· The majority of clients in the review reported long lasting significant change when they received 12 sessions of counselling. 

Where clients have other complex underpinning issues, longer term work may be required. Examples include other unresolved losses, simultaneous loss such as the death of their spouse, and where the crisis of sight loss had restimulated unresolved issues such as child abuse. The counsellor allowed for two longer term clients at any one time to manage this need. 

7.5 Clinical effectiveness 

· As the project employed only one (person centred / humanistic) counsellor, it is not possible to compare the efficacy of different therapeutic approaches. 

· Drawing on the counsellor’s integrative training it has been possible to tailor the counselling process to the individual’s needs, incorporating strands of cognitive behavioural and psychodynamic models. 

· Creative work was also used in the form of visualisation, metaphor, poetry, anxiety reducing tools such as breathing techniques and grounding tools, and artwork.

7.5.1 Problems at assessment 

· The graph in Appendix 2 represents the presenting issues as identified by the counsellor and client at the initial assessment session, and recorded by the counsellor in her pre- therapy CORE assessment form.

· These statistics show a cross-over picture of client issues, ie each client presenting more than one issue. 

· The three prevalent presenting issues are depression, bereavement / loss, and anxiety / stress; other key issues being physical problems and low self esteem.

Further research would help identify if this reflects the pattern of presenting issues for the majority of clients who are dealing with newly diagnosed sight loss. 

7.5.2 Pre- and post therapy clinical data 

As part of the exploration with the client of their reasons for coming to counselling, clients were asked to name the issues that were causing them the most difficulty, and to 'score' their severity on a scale of 0-4. The counsellor recorded this on the CORE assessment forms and this process was repeated at the end of the therapy with each client.

The three most common problems identified by clients were feelings of depression, bereavement or loss, and anxiety or stress. The following tables show the occurrence and severity of these three presenting problems pre- and post counselling :

A. Depression

Pre-counselling

Severity 
Clients 

2 mild 
8.93 per cent 

3 moderate 
75.00 per cent 

4 severe 
16.07 per cent 

Total 
100 per cent 

Post counselling

Severity 
Clients 

0 no 
18.18 per cent 

1 minimal 
56.82 per cent 

2 mild 
13.64 per cent 

3 moderate 
9.09 per cent 

4 severe 
2.27 per cent 

Total 
100 per cent 

B. Bereavement / Loss
Pre-counselling

Severity 
Clients 

2 mild 
7.55 per cent 

3 moderate 
75.47 per cent 

4 severe 
16.98 per cent 

Total 
100 per cent 

Post counselling

Severity 
Clients 

0 no 
2.63 per cent 

1 minimal 
63.16 per cent 

2 mild 
18.42 per cent 

3 moderate 
13.16 per cent 

4 severe 
2.63 per cent 

Total 
100 per cent 

C. Anxiety / Stress
Pre-counselling

Severity 
Clients 

2 mild 
11.76 per cent 

3 moderate 
72.55 per cent 

4 severe 
15.69 per cent 

Total 
100 per cent 

Post counselling

Severity 
Clients 

0 no 
18.92 per cent 

1 minimal 
62.16 per cent 

2 mild 
10.81 per cent 

3 moderate 
5.41 per cent 

4 severe 
2.70 per cent 

Total 
100 per cent 

Using the counsellor assessments, it is possible to track an indication of clinical improvement in most clients.

· While (as one would expect) presenting issues have not been totally eliminated, the evidence in most cases is that there has been a reduction in their severity and hence a reduction in the negative impact on the individual’s quality of life.

7.5.3 Assessment of risk of suicide or self harm  

The Department of Health had identified older people as a higher risk client group in setting objectives for Section 64 funding. Research has shown that suicidal ideation and the risk of suicide has been shown to be higher among older blind and partially sighted people than among the general population (Waern, Rubenowitx et al 2002).

The counsellor is trained in recognising indicators of suicide, assisting clients in exploring feelings of self-harm and in responding to suicide risk, for example referring on to medical or psychiatric services if appropriate. Indicators of suicidal or self-harming thoughts were identified and explored as appropriate by the counsellor as part of the therapeutic process.

Risk Assessment

Pre-counselling

Risk Level 
Clients 

None 
48.53 per cent 

Mild 
45.59 per cent 

Moderate 
4.41 per cent 

Severe 
1.47 per cent 

Total 
100 per cent 

Post counselling

Risk Level 
Clients 

None 
95.83 per cent 

Mild 
4.17 per cent 

Total 
100 per cent 

Pre- therapy assessment shows that over 50 per cent of clients expressed some level of suicidal thoughts or ideation. The degree varied between : Mild, ie expressing not wanting to live any more, “There’s no point in going on”; Moderate, ie talking about suicide but no indication active intention; and Severe, ie suicidal thoughts and plans. 

· Post therapy assessment shows a significant reduction in suicidal ideation, with only a small percentage identified as at mild risk.

· This important outcome indicates the value of counselling in reducing the risk of self-harm and suicide amongst this client group.

7.5.4 Clinical and reliable change 

This outcome is based on the sample of clients who were able to complete pre- and post assessment forms independently. 

· Clients completed detailed pre- and post therapy questionnaires about their emotional state, which gave an outcome measure score.

· Using the questionnaires, it was possible to plot the clients pre- and post outcomes score on a graph, with a high score indicating increased difficulties. A client can be said to have reliably changed if their core scores move significantly (as defined by the CORE-PC system).

· The outcome measure scores for all of the thirteen clients in the sample were all significantly lower following counselling. This indicates that counselling resulted in reliable clinical improvement. 

8. Other indicators of change

In addition to the outcomes recorded on CORE-PC, the counsellor noted feedback from clients and themes that emerged during the counselling process. 

8.1 Reported benefits

· Clients regularly reporting feelings of increased self esteem.

· Increased confidence – clients reported an emotional sense of inner strength and a purposeful conquering of physical barriers, ie finding new and creative ways to do everyday tasks, maintain hobbies.

· Better relationships with others. Within the counselling process, whilst the primary focus was loss of sight, underlying unresolved issues are necessarily addressed, thus enabling the individual increased self insight into relationship with self and others. The benefits of this was demonstrated in deeper levels of acceptance of self and others, and closer relationships with family and friends being described by clients.

· Internalised prejudice towards disability was often alleviated. Individuals displaying their own prejudice towards disability inevitably find disability unacceptable in themselves, seeing it as 'being faulty', being weak or flawed. By exploring and opening up their own views and myths, clients were able to empathise more with self and others.

· Improved quality of life. Very often losing sight was seen as the “worst thing” that could have happened, “life’s not worth living” “what’s the point?” etc. Through counselling and by grieving their loss, many clients were able to discover new and deeper meanings.

· Positive moves towards confident living. Clients reported new challenges and activities they had taken up, for example learning braille, where perhaps they had denied there was anything wrong with their sight. Joining groups, starting new activities, joining job clubs, and retraining were other examples of change.

The RNIB Rehabilitation Team reported that having access to the service was “a key feature of adjustment for many blind and partially sighted clients and their families” and “enabled a holistic approach in the practical and emotional adjustment to sight loss”. The Team confirmed that counselling had increased the confidence and motivation of clients, enabling them to more 
effectively take up new skills and practical ways of dealing with sight loss. Positive feedback was received from the Rehabilitation Team from clients who appreciated the space away from family and friends to explore their feelings.

· Reduced incidence of chronic depression. Many clients who had felt “at the bottom of a black pit” reported that by using the counselling as a vehicle to express their dark feelings, anger, rage, fear etc helped reduce their depressive symptoms.

· Also recorded on CORE-PC, clients reported a reduction in the need for anti-depressants / tranquillisers following counselling.

· Less 'psychosomatic' illness. Some clients demonstrated an array of unexplained physical symptoms, such as headaches, nausea, dizziness, insomnia or appetite loss. As counselling progressed and expression of feelings was encouraged clients, reported their physical symptoms reduced.

8.2 Social benefits

Such benefits point towards reduced burden on health care and support services with social and cost benefit implications. Examples of potential benefits include :

· Less burden on primary care and social services resources – as a result of a reduction in depressive and anxiety symptoms, less psychosomatic illness, and less need for medication.

· Reduction in suicide risk in a high risk group, as demonstrated by CORE-PC statistics.

· Reduced pressure on specialist mental health services including managing referrals from Community Psychiatric Nurses.

· Service contributing to a range of services supporting older people and their carers to maintain optimum independence for as long as possible.

9. Theory into practice from the counsellor’s perspective 

This section offers a personal overview from the counsellor’s perspective and explores the themes that emerged during counselling. 

The primary client group was clients aged 50 and over who had experienced recent serious sight loss. Faced with a unique client group, it was important to research existing services that provided counselling for older people and blind and partially sighted people, in order to be aware of the issues, pitfalls, and challenges that might present, and so to incorporate best practice. This involved contacting and visiting local and national agencies, and reading numerous articles. 

It was also important to examine and challenge any myths or prejudice around counselling older people and around disability that might present in both myself and in others who might come in contact with the service. As a sighted counsellor, this process of 'demystifying' visual impairment as a counselling issue, and providing counselling for a previously poorly represented group was the most significant learning curve for me, and one which took both research and hands-on experience to comprehend.

To make the counselling process accessible, I needed to think about the room and the space, and to use creative tools, ie using scented colour pens, tactile objects for representation, contrasting media of dark paper and bright chalks, large print, using metaphor, symbolism, use of visualisation etc.

Another major challenge was the outreach work, providing counselling in a client’s own home, which has very obvious and pertinent challenges. Using a local agency, I was able to utilise their experience of home counselling, and learn to evolve a 'contract' with the client in order that boundaries and flexibility be negotiated without 

loss of the containment of the ebb and flow of the counselling process. This included flexibility in the length of sessions, as well as ways of minimising interruptions and creating a 'safe space' for counselling.

Then it came to a way of working. The use of traditional loss theory (Kubler Ross 1969) in counselling relating to disability is often contentious, as it appears to be in opposition to the social model of disability (Marks 2002). Loss theories predominantly identify sight loss as the individual’s problem alone, to be grieved and mourned on par with a bereavement, whereas the social model (Oliver 1996) identifies society as disabling, as it is responsible for the social barriers that prevent people from fully participating in society. Simply put, the 'cure' for the difficulties in the first theory lie with the individual to resolve, and in the second with society who should restructure and accommodate. 

Transitional Theory appears to be more sympathetic to the social model as it cites transitions as being a natural process by which humans respond to trauma and change, and is a process that seems to affect everyone in most cultures, after major life events. If the individual’s experience is understood and properly supported, these events can be turning points and opportunities. If not they can lead to serious errors of judgement, depression, breakdown, broken relationships and sometimes suicide (Williams 1999). If understood from this perspective, emotional support during the transition of serious sight loss is essential. 

Although to access the counselling service, clients had to have some degree of significant sight loss, loss of sight was not always the central issue. If, after initial assessment, it was felt that a local counselling service might provide more appropriate counselling, ie on relationship breakdown, sexual abuse, young people’s counselling, they would be referred on. If, however, their sight loss was felt to be the underlying theme of their current difficulties then a counselling contract would be entered.

It was important to hold an awareness of theory to support the 

counselling process, rather than impose a theoretical template on to the work with clients. What felt most important to remember was that the client is unique and individual, and ultimately through a facilitative process would be able to find their own answers. As my experience of the client group developed, I was able to work more in an evidence-based and reflective way and began to identify a number of therapeutic themes that commonly emerged. Themes that emerged include :

Relationship with self-identity / self-image

There maybe feelings of difference and isolation : 

· Feelings of no longer belonging to peer group and yet not belonging to the 'disabled group'. “I’m embarrassed to eat in front of my friends”. “I don’t need a white stick I am not that blind”.

· Internalised prejudice resulting in shame about disability, seeing it as a weakness / unacceptable. “I pretend to read it, then get my magnifier out when no-one is looking”.

· Loss of physical ability meaning loss of confidence, safety and loss of self-esteem. “Oh no I couldn’t go on a bus any more”.

· A struggle that was often seen in older people experiencing serious sight loss was that between despair and coming to terms with life and their own mortality. Clients often displayed despair, particularly early on in the counselling process – “What’s the point in living, I can’t even see my grandchildren grow up”. “I’d be better off dead”. “There is nothing to look forward to”. “Just waiting to die now…”. “I must have been a bad person to have deserved this”. As part of the counselling process, clients were encouraged to look back at the course of events, the choices made, and their life as they lived it. This enabled many clients to accept and reflect on their life, in a more positive manner.

Relationships to others

· Fantasies about other’s perception of their disability “They walk into you on purpose”, “They see you as an easy target”.

· Fear of dependency – often related to childhood or earlier experiences of how acceptable it is to depend on others “I didn’t have kids so that they would have to look after me, why would they want to be bothered with me”.

· Fear of pity, “If I carried a white stick, they would think look at that loser”.

· Role / identity changes were often highlighted within long-term relationships, where change and adaptation can be difficult for both parties “My husband is really angry that he has to get the meals now”.

· Loss issues present in significant others, as the whole family may choose to remain in denial, may be angry, etc. 

Relationship with society

· By self-stigmatising it is possible to feel socially stigmatised.

· Many clients report feeling dislocated from their usual social group.

· Loss / change of social status / role.

· Less likelihood of gaining / maintaining paid employment.

· Social vulnerability, more prone to mugging, burglary, fire, etc.

· Experience of disabling barriers – inaccessible formats, transport difficulties, unemployment, discrimination.

The majority of the clients who attended counselling following recent serious sight loss did appear to move through a process of grieving for what had been lost. Whilst clients rarely followed these stages in 'textbook' fashion, being aware of these overlapping stages was often useful for normalising a client's experience of their sight loss as a process that they can move through. Examples of stages of loss and transition that emerged include :

Shock

· Early on in the counselling process, many clients reported a 'numbness', disbelief, often with symptoms such as shortness of breath, palpitations, loss of appetite and insomnia, general anxiety. 

· Clients often described feeling as if things happening around them were not real, ie feeling disconnected, or perhaps the loss may not have sunk in. 

Denial 

· Non-acceptance of realness, permanence or deterioration of condition, sometimes taking the form of inflated hope attached to each hospital appointment. 

· Searching for 'miracle cures' – on the Internet, in other countries, enlisting the help of others in this quest. 

· Seeking 'alternative' treatments such as dietary supplements and alternative therapies. This can help avoid acceptance of disability. 

Anger

· When there is no sign of improvement, the client may feel angry. This may be projected at professionals : doctors about their manner, their lack of expertise, their failure to help them; the NHS for being below par. Relatives and friends for being unsupportive, not understanding. Maybe anger at the counsellor for not being able to make them better. Also anger at self – blaming themselves for not taking better care (particularly for clients with diabetes), or anger at God. 

· Some clients got 'stuck' and found it difficult to move beyond feeling anger toward feeling the pain of their sight loss.

· Anger was often triggered by the frustrations of insensitive attitudes, lack of services and waiting times for appointments by various services.

Bargaining

· “Why me?” “What have I done to deserve this?” a feeling of being “punished”, looking back over their lives for reasons.

· Feelings of guilt : perhaps if I had looked after myself better, perhaps if I hadn’t smoked / drunk / been a bad parent... .

Depression 

· Despair, “life’s not worth living”, expressions of suicidal ideation, feelings of being useless, biologically, physically or at work. 

· Feelings of shame, hiding and overcompensating for their disability. 

· Feelings of hopelessness, “What’s the point?” worthlessness, “neither use nor ornament”, a burden to others “I don’t want to be a burden to my children”.

Acceptance

· This was often the client’s goal and the therapy end, whereby the client was able to have grieved their loss and reached a place of acceptance of self, of others and of the condition. 

· Clients may reach this place through social acceptance for example gaining employment, learning braille, joining a society.

· The degree of acceptance attained through counselling was very individual, reflecting the uniqueness of each client and, as such, meant different things for different clients. So it was essential to establish and respect the client own goals, and not work towards what might be seen as a social or stereotyped view of acceptance of disability. Thus acceptance could vary from being able to ask for help when they needed it, to being 'overt' about their sight loss, to fully embracing a non-sighted existence. Some clients struggled to attain any form of acceptance, seeing it as 'giving in', or 'giving up'.

In moving through this process, clients often connected with other issues of loss including :

· Loss or reduction of independence.

· Loss of ability to drive, read, watch TV, hobbies, work.

· Loss of ability to see family milestones – weddings, christenings, birthdays, children / grandchildren growing up.

· Loss of ability to recognise others.

· Facing other illness and own mortality.

The 'spiritual crisis' of losing sight often resurrected echoes of past losses including :

· Death of partners, friends, relatives, children, miscarriages, and terminations. Loss of friendships, relationships.

· Loss of pets, guide dogs.

· Loss of good health, youth, other senses.

· Loss of employment.

As the majority of clients who attended counselling had only recently experienced varying levels of sight loss and had previously identified with a 'sighted” world' it is perhaps not surprising that issues of loss were prevalent. 

However it is important to note that there were significant differences found when working with clients who were congenitally blind or partially sighted, and further research is required to explore these differences further. Despite an array of presenting issues, the therapeutic themes while not general, and not exhaustive, were not issues of loss but tended to be around identity, isolation, difference, assertiveness, bullying / vulnerability and societal discrimination. Issues of chronic low self-esteem and inferiority were also prevalent. 

There also seemed to be a direct correlation between how the client’s disability was treated within the family unit and how they perceived society’s view of them. Much of the counselling process centred on personal insight and affirmation, nurturing positive self-image in order to improve relationships and societal positioning. 

The differences that emerged suggest that whilst loss and transition issues may be very pertinent to people newly diagnosed as having permanent degenerative sight loss, clients who had lived all or much of their life with a disability may potentially cite their difficulties as being primarily societal. There is of course a cross-over, as with the first client there may also be or develop a sense of society not accommodating their new way of being, and with the second client there may be layers of loss, ie “what might have been”. 

10. Summary and recommendations 

The first three years of the Counselling Service at RNIB Bristol have demonstrated the demand for and effectiveness of accessible counselling for older people with sight loss. Despite growing recognition of the psychological impact of sight loss, emotional support and counselling services for blind and partially sighted people remain very scarce : 

· Time limited counselling has been shown to significantly reduce suicidal ideation, and feelings of depression, loss, anxiety and stress as reported by clients.

· Further reported benefits include increased self esteem and confidence, increased participation in day to day activities, improved relationships with others and a reframing of attitudes to their disability.

· Additional social benefits may be anticipated such as reduced pressure on primary care and social services resources – as a result of a reduction in depressive and anxiety symptoms, less psychosomatic illness, and less need for medication. 

· The need for a client-driven flexible approach has been demonstrated by the need for counselling to be offered in people’s homes where appropriate.

· The common perception that older people will not utilise counselling has been found to be a myth. 

· The findings must be balanced with the limitations presented by the use of CORE-PC as a monitoring tool for efficacy of counselling for blind and partially sighted people.

Using the statistical and qualitative evidence obtained, a sound working platform has been created which can inform an expanded service and become a source of reference for other professionals in the development of integrated services for blind and partially sighted people. 

Funding is currently being sought via the Department of Health Section 64 to continue and expand the service using volunteer counsellors in partnership with a local university. If successful, it will be possible to build on the current platform using reflective and evidence-based practice to inform the service. 

10.1 Recommended developments 

12. Further integrate the service within RNIB Bristol with clear referral routes with the low vision and rehabilitation pathways and build on current position within the RNIB Bristol Community Services Team.

13. Increase the diversity of client groups : 

· Promote to younger age group, ie 18–50 age group. 

· Continue to build upon links with local BME groups raising   awareness and identifying barriers.

14. Promote the counselling service city-wide to generate further referrals :

· Promote service to Primary Care Trusts

· Deliver presentations to team meetings at GP practices and other voluntary sector organisations 

· Build on existing partnerships with social services and the Bristol Eye Hospital.

15. Increase promotion of counselling services directly to older people to assess whether older people would seek counselling independently, if they knew about such services.

16. Develop partnership working with local universities to supply counsellors on volunteer placement  :

· increased number of counselling sessions available

· develop model of utilising volunteer counselling to increase cost effectiveness.

17. Develop a 'toolkit', for national dissemination, which can be used to inform other counselling services on practical and emotional needs of blind and partially sighted clients so that mainstream counselling services are more accessible and user friendly.

18. Promote education around the emotional support needs of people experiencing both new and congenital sight loss.

19. Promote a more proactive RNIB approach to the emotional needs of the individual. 

20. Liase with CORE-PC to support improvements to accessibility of this evaluation tool.

21. Develop a more 'user-friendly' evaluation tool that is accessible to all clients. The assessment tool should include both a quantitative and qualitative element, which would produce statistical data and client feedback to inform this and other emotional support services.

22. Consider extending counselling services to other RNIB regional locations.
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Appendix 1 : Standard 13 providing emotional support

Taken from the ADSS National Standards of Social Care for Visually Impaired Adults

Outcome


Service Users adjust positively to their changed circumstances.

Standard


The department provides counselling and emotional support from the point at which a person is told they have a visual impairment.

13.1  The department should liaise with the local ophthalmic unit to ensure that people who are newly diagnosed as blind or partially sighted receive immediate counselling and support if they need it. The offer of counselling and emotional support should be repeated at the initial assessment.

13.2  Counselling and Emotional Support should be offered on a continuing basis (eg at subsequent reviews or referrals and any time that a change in circumstances or behaviour suggests that this kind of support might be helpful).

13.3  When planning and commissioning services the department should consider how it will meet the emotional needs of visually impaired adults, particularly those whose sight loss is newly diagnosed. Professional counselling services should be provided but these may be complemented by a range of alternatives such as :

· Rehabilitation groups

· Telephone help-lines, telesupport or befriending schemes

· Local self help and service user-run disability groups

· Peer support and counselling schemes

· Visual impairment forums.

13.4  The department should support initiatives that promote personal development, such as :

· Self-representation, assertiveness and confidence training.

· Opportunities for further education and life-long learning.

Appendix 2 : Problems identified at assessment CORE-PC

The list below represents the presenting issues as identified by the counsellor and client at the initial assessment session, and recorded by the counsellor in her pre- therapy CORE assessment form. These statistics show a cross-over picture of client issues, ie each client presenting more than one issue.

Presenting issue : number of clients
Addictions : 2

Anxiety / stress : 51

Bereavement / loss : 53

Cognitive / learning : 3

Depression : 56

Eating disorder : 1

Interpersonal / relationship : 32

Living / welfare : 4

Personality problems : 7

Physical problems : 36

Psychosis : 1

Self esteem : 46

Trauma / abuse : 8

Work / academic : 4
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