Notes from the meeting looking at People with learning disabilities and low vision – October 13th 2004

Attendees

Gordon Illett – Optometrist

Gill Levy – RNIB 

Mary Bairstow – LVSIG

Pretty Garrett – Orthoptist

Tom Fagan - Seeability

Introduction
Mary began by explaining the notion that a special sub-committee is set up to look at the needs of people with learning disabilities. The group is intended to work on behalf of the LVSIG and to report back to this group. In addition it should be responsible for informing and creating standards for working with people with learning disabilities

The key issues

After some discussion it appears that two key issues emerge

· Access to eye care services generally

· Uptake of and access to LV services

Eye Care services for people with learning disabilities

It seems, according to the members present, that over recent years there has been significant progress in ensuring that people have access to Primary care – though community optometrists and orthoptic assessment.

There are still some issues about how to enable people to get specialist assessments and also a reliance on individuals committed to this work.

Some basic eye care issues are still not given enough attention.

From a LVSC point of view work that would support further development would be:

· Acknowledgement  that this is a high risk group in terms of the likelihood of a person having low vision

Q Can the LVSCs be supplied with data about people with learning disabilities ?

· A wider recognition that awareness of a persons visual impairment can have an impact on their quality of life

· Attention to blindness prevention. Self-harm is a significant issue for some people with learning disabilities

Q Should LVSCs be responsible for producing publicity about these issues? 

Low Vision Services

In general this seems an area for concern. All members agreed that despite an increase in access to eye care many people are not being offered low vision services.

Some of the barriers are thought to be

· Some people still take an out-dated uni-professional view that services are about devices and to a large extent ‘reading tasks’

· People that are working in the community are not always aware of the role of low vision services and particularly how these could be beneficial 

· Specialist workers do not always appreciate the value of lv services. This would include people that might be ‘expected to know’ such as ophthalmologists and rehab workers

Q  Should this national sub-group be responsible for producing some guidance as to what LV services are and how important it is for them to be available for people with learning disabilities?

What service?

There was considerable discussion about the need to develop specialist services. Because of the very nature of these services it seems that there might be value in developing more prescriptive guidance.

The group members are aware of examples of good practice but it was clear that often the ‘model’ is different for people with learning disabilities. In particular, as discussed previously, there is a need to pay particular attention to basic eye health. It is also more usual for these low vision services to pay more attention to use of eyesight and seeing strategies (LV therapy) than devices. 

It was acknowledged that the whole issue of lv devices is difficult. Many people assume that devices are for reading only. 

While discussing possible models the group agreed

· Any model must be multi-disciplinary and include specialist professionals from health and social care

· There is a need for specialist centres to develop expertise

· There may be a role for a community link person to have a 

 role between community optometry , hospital  eye care and  

 these new specialist centres

It was acknowledged that some of these suggestions would require specific funding?

Q. Can local LVSCs be expected to enthuse local PCT commissioners to fund new developments ? Should the DOH be approached for advice about funding on a national basis ? 

(Mary B has e-mailed Derek Busby at the DoH about this)

Agenda For LVSIG – Sub Committee People with Learning Disabilities

1) Welcome the news members

2) History of the group   

group and hip to include (by correspondence if  not by attendance)

· Rob Gregg – Director of Valuing People

· Michelle Chinnery – task force chair

· An DoH representative

· An ophthalmologist with specialism / interest in this area

· Professionals currently involved in ‘exemplar’/gold standard services (and if possible linked to local LVSCs)

Including representatives from

-    Sheffield community project

-    Bradford Centre for people

· B’ham Focus Elizabeth Gunn Centre

· Judd St LV centre

· Lewisham care services

· Oakhill College

· Redhill College

2) To work specifically on the following tasks

· Guidance for LVSCs regarding membership (It is likely this will suggest at least one member is identified as having an interest/ knowledge of the issues facing people with learning disabilities)

· Advice and information for LVSCs (It is likely that this will be in the form of an advice sheet outlining key statistics)

· Guidance on ‘Eye Health’ issues for people with lv for each LVSC to ‘sign-up’ to implement

· Service model guidance specific to people with learning disabilities

3) The group will meet again early in 2005. Mary Bairstow will work with Gill Levy and Pretty Garrett to ensure that the additional members are invited. Travel costs and expenses are only available for service users and not professional representatives.

(The date of the next meeting is Wednesday 16 March 11.30am (RNIB Falcon Park) to ensure new members have sufficient notice)

Mary Bairstow December 30th 2004

