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Emotional Support and Counselling Services in Low Vision and Eye Care Pathways

1.Introduction 

The value of emotional support and counselling for people with sight loss is being increasingly recognised as an important component in the delivery of eye care services.  It is therefore important that Low Vision Services Committees develop a 

multi-disciplinary strategy for the delivery of emotional support within low vision services.  Primary Care Trusts, Eye Hospitals, Social Services and community Low Vision Services need to clearly define responsibility, funding, and pathways for emotional support and to ensure that this information is known by each of the services involved in the delivery of eye health services. 

The need for such provision is now recognised in national standards and guidelines:

· Low Vision Services – Recommendations for Future Service Delivery in the UK. Standard 4.3.7 Emotional support  

See Appendix 1

· Progress in Sight National Standards of Social Care for Visually Impaired Adults Standard 13: The Department provides counselling and emotional support from the point at which a person is told they have a visual impairment.

See Appendix 2

· Department of Health National Service Framework for Older People Standard 7: recommends access to integrated mental health services.

See Appendix 3

· The Department of Health: Clinical Guidelines for Treatment Choice in Psychological Therapies and Counselling states that patients who are adjusting to life events, illnesses, disabilities or losses may benefit from brief therapies such as counselling

· NHS National Institute for Clinical Excellence (NICE) Depression: Management of Depression in Primary and Secondary Care recommends psychological therapies such as counselling as one of a range of interventions for mild, moderate and severe depression. 

2. The role of counselling and emotional support

When facing recently diagnosed or deteriorating sight loss, many people will need to express their feelings, fears and anxieties. Often people will want to ask for further information about their eye condition and what help is available, may be worried about how they are going to cope, and may have many conflicting feelings to deal with.

Responding to these reactions by offering time and space to talk, reassurance, and information can be termed ‘emotional support’.  Absence of such support at an early stage can be associated with an increased risk of depression and isolation.

The need for emotional support should be reviewed regularly with clients. For example, if sight loss is gradual or progressive, or related life events such as loss of employment impact upon emotional well being, further emotional support or counselling may be needed. Emotional support can be provided in numerous ways and is generally less formal than therapeutic counselling.

Depending upon a number of factors some clients will benefit from counselling. Counselling is a more formal psychological therapy, which provides a non-judgmental, confidential setting in which to enable clients to gain perspective and a better understanding of their situation, and to develop more effective ways of dealing with potential problems in the future. Counselling may be face to face, by telephone, individual or in groups. 

Accessibility of both emotional support and counselling is key as some older clients may have difficulty in travelling to services independently.

3. Why is this type of support necessary?

There is substantial evidence to show that rates of depression are at least twice as high among older visually impaired people than in the general population (Burmedi, Becker, Heyl, Wahl, Himmelsbach 2002). People with depression have been found to be 64% less likely to use any rehabilitation services, and how the individual experiences sight loss together with the availability of social support, appears to be of greater importance than the actual severity of sight loss. (Horowitz, Brennan, et al 2003). 

This may be due to a number of factors including attitudes of others, societal discrimination and difficulty in accessing appropriate support and services.  Suicidal ideation and the risk of suicide has also been shown to be higher among older visually impaired people, especially amongst men, than among the general older population. (Waern, Rubenowitz, et al 2003). 

4.Evidence of demand 

There is often an assumption that older people -a substantial proportion of clients served by eye care services- will not wish to talk about their feelings. This is a myth, which should not be depended upon as a reason to ignore the needs for emotional support and counselling services.  Older people with sight loss are consistently requesting emotional support and counselling services:

· Telephone based emotional support and counselling Services provided by agencies such as the Macular Disease Society and the RNIB are inundated with requests for such support each year

· Where counselling projects have been set up for example at Newcastle and Gateshead Sight Service, and at Bristol RNIB there has been a consistent demand.

· The National Low Vision Implementation Officer frequently receives requests from LVSC’s about developing emotional support services. 

This need is also supported by the outcomes of research carried out by the RNIB  (Nelson 1999)

· 60% of people attending eye clinics (surveyed) said they would like to talk to someone outside of their immediate family about their feelings and experiences of sight loss 

· 83.3 % of people interviewed said they had not been offered any emotional support from a professional resource

· 96.6 % of people (surveyed) said they would use hospital based information and support services

· 41% of older people (surveyed) stated they would use a Counselling Service if it were available

· 56.7 % (surveyed) would use a telephone support service

5. Potential Benefits

What benefits do such services bring to clients and to multidisciplinary eye care services? 

The outcomes of counselling projects for clients with sight loss have shown there are significant benefits. Reported benefits include: 

· a significant reduction in feelings of depression, anxiety,  stress and feelings of loss

· increased self esteem and self confidence

· improved quality of life

· positive moves towards confident living

· more effective use of rehabilitation services

· less need for anti depressants

· less psychosomatic illness 

· less need for primary care services

· reduced sense of stigma and shame

Benefits to eye care services that can be anticipated include:

· clear referral route for professionals resulting in less pressure on their time

· less demand on primary care services

· reduced medication costs

· better take up and use of rehabilitation services

6. A Suggested Framework for Emotional Support and Counselling Services  

Although local conditions, resources and provision will vary widely, it is essential that the development of a framework is multi disciplinary to enable existing assessment, referral and resourcing systems to be incorporated.  Any framework should seek to address the following requirements:

· A multi disciplinary mapping exercise of existing assessment systems, resources and referral routes for emotional support and counselling should be carried out.

· Training about the psychological impact of sight loss should be provided for all staff and professionals working within eye care services.

· There should be a designated member/s of staff located in eye/community low vision services to provide timely emotional support and information and a clear route for future follow up and support. Where this is combined with other roles it is important that adequate time and resources are available to the post holder to deliver emotional support. 

· Counselling provision with clear referral pathways should be available.

· Evaluation of low vision provision should include specific reference to emotional support and counselling

6.1 Mapping and Evaluation of Existing services

The development of Low Vision Services Committee’s offers a real opportunity to identify current provision and what gaps exist. There may well be partial provision, for example someone that provides first level information at an eye clinic, but without counselling resources being in place. In some areas there may be a general belief that counselling is available at GP surgeries without any actual data about availability, waiting times, or training needs for counsellors regarding sight loss. 

It may not be clear at what stage/s assessment of need for emotional support takes place or whose responsibility it is. Referral routes may be unclear to many of the staff involved in the delivery of eye care services and this may result in clients being given conflicting or insufficient information.

The first step is to map not only what currently exists but also the level of availability and demand, referral routes, and whether existing services could sustain demand if they were well known. One of the risks is that by simply identifying where a resource exists and improving communication or publicity, that the service is quickly overwhelmed, and therefore ceases to be effective.  

Mapping should take account of as wide a range of potential referral resources as possible, for example GP and clinic based counsellors, educational psychologists, school and college counselling services, Community mental health services, local voluntary counselling agencies, local and national societies, charities and organisations who offer emotional support or counselling. Where potential referral resources are identified it is important not to assume that it can meet local demand without additional funding. 

6.2 Training on the psychological impact of sight loss

An understanding and awareness of the psychological impact of sight loss is essential if low vision and eye care services are to be customer focussed. Increased awareness can help to inform client centred practical and administrative systems, and will assist staff in responding to client anxieties and concerns. Training input on the psychological impact of sight loss should therefore form an essential part of the low vision/eye care services training/staff development programme. 

Training workshops are a time effective method of raising awareness and allowing cross-disciplinary discussion about the issue. One current example of such training is on the programme of the RNIB/City University Eye Clinic Support Studies Course.  Training need not be lengthy- a one-day workshop would offer time and space for professionals to consider the issues. 

6.3 Emotional Support and Information 

Within eye/community low vision services it is of course important that all staff are aware of the emotional impact of sight loss and are sensitive to the feelings of clients. However it is also necessary to identify specific responsibility for the provision of emotional support and information, with a clear route for future follow up and support. 

It is therefore preferable to have a named person to provide a first level of emotional support including information that will help a person with sight loss understand what is going on, and what to expect. This includes sufficient time to allow people to ask questions and to come back for further support if required.   

Emotional support can be provided in a number of different ways and a number of models have been developed which can be implemented or adapted according to local conditions and resources. Existing models of emotional support include:

· ECLO posts (Eye Clinic Liaison Officer) working within eye clinics offering time and space to talk, explanation of the ‘system’, information and signposting to other services within the eyecare pathway.
· Local Societies offering peer support and information in some eye clinics. Such partnerships may need to be formally recognised with increased support, training and resourcing. 

· Low vision support groups that integrate rehabilitation and emotional support, for example the INSIGHT model that has been developed in Hampshire.

Whichever model is adopted, it is important that a database of information about sources of further support is developed and maintained and that staff are sufficiently trained to recognise when additional support or counselling may be required. Examples of additional resources that clients could be signposted to include: local and national societies, befriending services and Tele-support services.

6.4 Counselling provision with clear referral pathways

A small but significant number of clients who experience sight loss require professional counselling support over a period of time to assist in adapting to their sight loss and to help cope with the very powerful emotional impact. 

Development of professional counselling provision should include consideration of training issues, referral routes, links with psychiatric services, and accessibility. Services should adhere to the British Association of Counselling and Psychotherapy Guidelines for Ethical Practice.

Counselling might be provided in a number of ways for example:

· A part time counsellor attached to eyecare/low vision/rehab services offering face to face and/or telephone counselling. The post might be combined with an emotional support and information role. The advantages of a counsellor being located within low vision/rehab services is that they would quickly develop expertise on sight loss issues and would have a good understanding of the eyecare pathway and would be able to develop systems appropriate to the clinic. Confidential space would be a requirement for counselling sessions to take place.

· Referral to counsellors attached to GP surgeries. The Counsellors in Primary Care Trust estimate that 50% of GP surgeries now provide professional generic counselling services. This model makes good use of existing services, where systems for referral, appointments and professional standards will already be in place. However this system relies upon all GPs in the locality having access to counselling services, and that services can respond within a short time frame. As GP counsellors often have long waiting lists it is likely that additional funding might be required to resource extra demand. GP Counsellors would also need to be fully briefed on low vision services and the issues facing clients with sight loss. 

· In some localities there are well-developed and highly professional volunteer counselling services. Services may be generic or focussed on specific groups or issues such as drugs and alcohol, sexual abuse, young people, older people. Referral systems may already be in place with local Community Mental Health Teams (CMHT) or GP services. Contracting such services to provide counselling may be an option although again as counsellors will probably not be familiar with sight loss issues and services, training may be required as part of the development of such a contract.

· National or local sight loss agencies may be contracted to provide counselling services. A small number of societies and sight loss charities are in the early stages or have already developed exemplar counselling projects offering either face to face or telephone counselling. These services already have considerable expertise in sight loss issues and in the delivery of flexible accessible services. Where local eye care services rely on local or national agencies contract funding may be required to secure future provision.

Examples of agencies who are piloting or running services include the Macular Disease Telephone Counselling Service, Sight Service Gateshead and Tyneside, Woodspring Association for Blind People, Birmingham Focus, and the RNIB Emotional Support and Counselling Service.

6.5 Evaluation of emotional support and counselling

Low Vision Services should be developing monitoring and evaluation systems including consultation with Service Users. It is important that this includes client’s experiences of emotional support and counselling. Such information and feedback can be used to develop and improve services over time.

Consultation and monitoring should include client experiences of both the availability and the quality of emotional support and counselling. Counsellors are increasingly being required to evidence efficacy of counselling and there are a number of evaluation models that may be used.

Appendix 1

Standard 4.3.7. Emotional support

The onset of eyesight problems and subsequent eyesight changes can be emotionally traumatic for the individual, their families and those associated with them. Most people will need someone to listen and provide support. In some instances a professional counselling service and facilitated peer support services may be necessary. Those providing low vision services should be able to offer the level of support required for the individual and recognise when referral to specialist services is required. These services are more likely to be effective if first offered at an early stage although the need for them may continue.

Low vision services - Recommendations for future service delivery in the UK. Published on behalf of the Low Vision Services Consensus Group by RNIB
Appendix 2  

National Standards of Social Care for Visually Impaired Adults (Progress in Sight 2002) 

Standard 13 Providing Emotional Support

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 liase 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 (e.g. 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 3 

Department of Health: National Service Framework for Older People Standard 7

Aim

To promote good mental health in older people and to treat and support those older people with dementia and depression.

Standard 

Older people who have mental health problems have access to integrated mental health services, provided by the NHS and councils to ensure effective diagnosis, treatment and support, for them and for their carers. 
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