LVSIG – Sub-Group looking at Children’s issues

Notes from the Sub-Group meeting 5th Nov 2004

New Members

The meeting began by introducing new members and welcoming them to the group. The three new members were

Judy Sanderson- Education (Surrey) 

Megan Barley – Education (Stockport) 

Chris Kersey – Orthoptist (Sheffield)

Attendees

Mary Bairstow

Rasmeet Chadha

Alistair Fielder

Pretty Garrett- did not attend
Jo Steen

Patsy Terry- did not attend
Evelyn Westwood

Kay Wrench

Apologies

Mary Guest

Gillian Rudduck

Wendy Sainsbury

Background Information

View

Megan reported on the past history and activities of View.

She explained she is the treasurer, Kay is the secretary and Julie Sweeting is chair.  Over the last 3 to 4 years they been trying to resurrect View and give the organisation some momentum. They are keen for anyone to join who has an interest in eye care.

It was also noted the Journal of Visual Impairment is being published by another organisation (SAGE).  Mary noted that Mike Tobin had been in contact with her about this and wanted to stress that articles would be welcomed.  He mentioned that there is a willingness to share information.

Vision 2020

Mary explained that the LVSIG had been borne out of the LV Consensus Group .  This group had been set up by organisations that formed the foundation of V2020.  In view of this the LVSIG reports to the V2020 group.  Mary suggested people visit the V2020 website to find out about the group and encouraged people to join the Children’s forum and the LV forum sites.

She explained that there is a Children’s group that meets from V2020.  Mary did not want to ‘reinvent wheels’ but noted that this group is specifically set up to effect change in LVSCs.  As such she expects work to be very practical and informative.  Members agreed with this aim.

The website is:  vision2020uk.org.uk
Individual roles on LVSCs

Megan noted that it has been a learning curve for herself and LVSCs.  It had been useful to identify that the needs and roles of Children and adults are very different.

Also identified the need to ‘stick at it’.  Tony Bowyer who originally had been involved in the Tameside work had explained that it was by remaining with the LVSC that eventually they were able to develop Children’s services in his locality.

Judy had been taken a back as to how little the LVSC understood about children’s needs.

Evelyn informed us that the  LVSCs don’t really have any other representatives from other aspects of children’s LV.  One problem with this is that she is expected to cover all children’s matters

Chris noted that Sheffield have set up a separate sub-group for Children but, in actual fact services in Sheffield are very good.

Extending the group

Parents of children

The group discussed the need to involve parents of children.  Judy had been invited and was able to suggest possible members.  One concern was the issue of where the meeting is to be held.  Mary agreed that LVSIG would cover expenses for user reps. However wondered if venues vary should user reps vary?  Alistair is keen to encourage more than one parent and also for these reps to be a permanent one to ensure that they develop a relationship with the group.

Action:  Judy will invite her contacts.  All other group members to consider other parents that could attend.  Mary will also try and identify representatives through contact with LVSCs.

Social Services representatives

There was general agreement that involvement from Social Services is crucial. Many people noted difficulty in getting Social Services to be involved with their children.  Judy outlined a situation in Surrey where a child was thought to need Social Services assistance and that despite her best efforts intervention from Social Services had not been secured.

Judy wondered whether this because children do not feature on any health based performance indicators . That is they get over looked as far as service provision is concerned.

Mary and Alistair did not feel that this could be the case.  Rasmeet and Jo both noted that as far as they knew their performance records include both adults and children and do not differentiate.

Action: Mary will ask Derek Busby at the DH just what departmental returns are required relating to service provision for children

Action: Mary is attending the Association of Directors of Social Services looking at Sensory Services on Tuesday.  She will see if they can recommend a representative

Voluntary organisations

Alistair agreed that he can represent LOOK as well as giving a view of an Ophthalmogist.

Mary asked the group if they were happy for Wendy Sainsbury to attend now she has moved from Look to NBCS.  It was agreed that Wendy has a wealth of experience in this field and would be a useful member of the group.

Action:  Mary will copy meeting notes to LOOK (explaining Alistair is attending) and inform Wendy of future meetings

Charter

The group agreed to adopt the Charter developed by the team at Oxford Brookes.  Evelyn noted that the Charter has been included in the EPS documentation and that by adopting it the LVSCs will add weight to it. 

The group also agreed it is useful to accompany the charter with a short paper indicating how this applies. 

Alistair noted that the additional information is helpful to assist in bringing the charter to life.  If asked, most professionals would say that they ‘put child at centre’ but if parents and children are asked how they feel this is not the reality.

Action: Mary to ask Mary Bolton for case studies etc to illustrate LV issues

Action: Charter and additional examples will be circulated in a pack including, additional guidance about professional involved in LVSCs and report from SENSE

Guidance on involvement of people representing Children’s issue

Make clear that it is expected that some professionals such as voluntary sector and optometrists to be on the LVSC representing broad (Adult LVSC issues)

Involvement of Paediatric Ophthalmologists
There was some discussion about how to involve Ophthalmologists.  Alistair is keen to know exactly how many Ophthalmologists are involved. Mary guessed that about half the LVSCs  would have an Ophthalmologist involved. In order to get a more accurate picture she agreed to investigate this further.  She explained to the group that various professionals ???

Action: Mary to circulate LVSCs with questions about Ophthalmologists involvement

Out of area information

This seems to be a feature of children’s services.  Particularly as children may be travelling out of area to attend specialist services.

Megan explained that there is no local paediatric speciality locally. Children go to Manchester for eye care.  Although delighted with 

the care and the reports that the children receive, she feels that a local LV service would be much better.

Judy noted that many of her children attend Moorfields.  One solution she has found has been to ask parents to request copies of letters and reports from the hospitals. 

Alistair noted that communication is a two-way issue and sometimes he is disappointed by how little information he receives from other professionals working with a child.

Rasmeet and Jo noted that they are piloting the use a form that goes into the child’s shared records to  enable information to flow between different professionals.

It was agreed that a ‘shared record’ or ‘permission to share information’ letter should form part of the guidance going to LVSCs. 

Action: Mary will receive different examples and will also supply ‘LV passports that have been developed by LVSCs’

A children’s information pack

This was a difficult issue for the group as it soon became clear that some foundation work needs to be done before this work can progress.

In particular some ‘process mapping’ is likely to be useful in supporting the group’s work and identifying ‘stakeholders’ and ‘end-users’ of the pack.

There were strong views about who should be and who is the ‘keyworker’ involved with children and families and much discussion around this area.

It was agreed that it would be useful to use some example case studies to facilitate some thought around this area.

Action: Alistair agreed to circulate some case studies (Mary in hindsight wondered whether she might ask Matt Watson from the NHS Modernisation team to attend the meeting as he has much experience of process-mapping techniques – Mary will discuss with the group) 

The future of the project

Mary requested feedback for the National LVSIG on the future of the project.

Megan and Judy felt that the value of the work is based on the concept of integrated/ multi-disciplinary working. 

Judy felt that services locally were improving because of the LVSC.

Megan felt it is important to recognise that without funding the strength of the LVSCs is limited. She described issues regarding lack of funding in local services.

Chris Kersey explained that she was very fortunate in that she is acknowledged to have a good service with adequate funding. 

Update on v2020 issues

Covered earlier in the meeting

Update on the LD and emotional support work

Mary informed the group that the LD sub-group is likely to come up with some specific service information

Members agreed that services for children with LD need some attention

In addition Mary again explained that Mary Norowian from RNIB is producing some guidance on Emotional Support. This should inform all aspects of work including that with children.

The meeting closed with an agreement from members to meet on a quarterly basis just before the LVSIG. The dates of these will be set at the next meeting of this group on the 19th of November. Mary will contact members with dates for the year.

Mary Bairstow

Low Vision Services Implementation Officer

November 2004 

