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Standard Setting for Accessible Information

Advisory Group Meeting 23 October 2014

Minutes  

Present:

Philipa Bragman, Director, CHANGE

Diane Bullman, Informatics Development Manager, Developing Informatics Skills and Capability (DISC), Health and Social Care Information Centre (HSCIC)

Catherine Carter, Trainer, CHANGE

Toto Gronlund, GP Systems of Choice Lead on Benefits and Patients, HSCIC

Hugh Huddy, Policy and Campaigns Manager, Royal National Institute of Blind people (RNIB)

Dr Howard Leicester, Patient and Public Involvement (PPI) Member
Sarah Marsay, Public Engagement Account Manager, NHS England 

John Taylor, Patient and Public Involvement (PPI) Member 

Giles Wilmore, Director for Patient and Public Voice and Information, NHS England (Chair)

Chris Wood, Senior Research and Policy Officer, Action on Hearing Loss

In attendance:

Gerry Firkins, Management Information Domain Lead, Independent Standards Appraisal Service (ISAS), HSCIC

Ozcan Kasapoglu, Service Manager, ISAS, HSCIC

Jessica Weller, Future of Health Conference Support Officer, NHS England 

Apologies:

Olivia Butterworth, Head of Public Voice, NHS England 

Matthew Birkenshaw, Head of Social Care Informatics and Outcome Policy, Department of Health 

Dr Ira Laketic-Ljubojevic, Informatics Development Lead, Developing Informatics Skills and Capability, Health and Social Care Information Centre (HSCIC)

1. Welcome, introduction and apologies 




Giles Wilmore welcomed everyone to the meeting and explained that Olivia Butterworth (Head of Public Voice) had sent apologies as she was presenting to the Fulfilling Potential Forum on the accessible information standard. 
Giles in particular welcomed Hugh Huddy, who was replacing Natalie Doig as the RNIB representative, and Diane Bullman who was attending in place of Dr Ira Laketic-Ljubojevic. A round of introductions followed.
2. Minutes of the previous meeting

The Minutes of the previous meeting, held on 11.06.14, were approved.
3. Matters arising 

Noting the number of actions recorded as part of the Minutes of the previous meeting, and the time which had elapsed since, Giles Wilmore invited Sarah Marsay to briefly summarise key completed and outstanding actions, with members invited to seek clarification on any other points of interest.  

Howard Leicester welcomed this approach and highlighted the difficulty in reviewing documents using a screen reader, as page numbers were not recognised. 

Key completed actions:
· Information about the accessible information standard had been shared with colleagues in NHS Wales and NHS Scotland. 
· Key documentation associated with the standard had continued to be published, including all of the Draft documents associated with the standard. 

· The Report of Engagement activity had been published. 

· Draft stage documents had been submitted and the standard had been approved by the Standardisation Committee for Care Information (SCCI) at Draft stage. 
Outstanding actions, to be carried forward by Sarah Marsay: 

· Contact to be made with Think Local Act Personal (TLAP) colleagues and the Coalition for Collaborative Care.

· Steps to be taken to highlight the accessible information standard as part of NHS England business planning processes.   
· Learning and feedback from the engagement phase to continue to be promoted and shared. 

· Inclusion of the standard as part of the annual clinical commissioning group (CCG) reporting process to be explored.

· Opportunities to influence JSNA / JHWS guidance to be identified.
4. Membership of the Advisory Group 

Noting previous developments, it was confirmed that the Terms of Reference for the group would be amended to include Matthew Birkenshaw, Head of Social Care Informatics and Outcome Policy, as the Department of Health Social Care representative and Hugh Huddy, Policy and Campaigns Manager, as the new RNIB representative (replacing Natalie Doig who had moved on from the RNIB). 

Action: Sarah Marsay to amend the Terms of Reference accordingly 
Sarah Marsay explained that there remained a ‘gap’ for a representative from the Association of Directors of Adult Social Services (ADASS), despite a number of attempts to identify a member. Discussion ensued, with members contributing a range of suggestions and contacts.
Action: Philipa Bragman to contact Andrea Pope-Smith and Hugh Huddy to contact Paul Baubank with regards to involvement with the group

Chris Wood informed that Action on Hearing Loss had been invited to present to ADASS about issues for people with hearing loss, and he would endeavour to ensure that this included reference to the accessible information standard.
Action: Chris Wood to highlight the standard as part of relevant discussions 

With regards to the membership of the group, Sarah Marsay highlighted the gap with regards to membership from an organisation representing deafblind people, and pointed to the support provided to the standard to date by Sarah White, Policy Officer at Sense. Members agreed that given the unique communication challenges presented by deafblindness and her input into the standard to date, Sarah White should be invited to join the group.
Action: Sarah Marsay to invite Sarah White to become a member of the group

A debate ensued about the need to ensure effective consideration of the views and needs of d/Deaf people who use British Sign Language (BSL) as their first or preferred means of communication, noting that this group was not currently represented as part of the membership.

The need to balance engagement with practical considerations about the size and scope of the group were acknowledged, as were the opportunities for groups and individuals without membership of the group to input via other means. 

It was agreed that there should be a d/Deaf BSL user on the group and that Sarah Marsay would liaise with relevant members outside of the meeting to agree how best to approach this.
Action: Sarah Marsay to progress with identification of a d/Deaf BSL user to join the group
With regards to the involvement of other voluntary and community sector (VCS) groups, it was agreed to include a discussion paper on this topic as part of the agenda for the next meeting, with members also being asked for suggestions in advance. The important role which could / should be played by the VCS in supporting the effective implementation of the standard was noted. 
Action: Sarah Marsay to prepare a paper on the role of the VCS and seek ideas from members
5. Update on current position and next steps 

Sarah Marsay highlighted the current position of the standard and next steps, including the following key points:
· The standard was approved at Draft stage by the SCCI on 27.08.14;
· Consultation on the draft standard is currently underway, closing on 09.11.14; 
· Piloting has been delayed due to internal process issues, and is now anticipated to begin in mid-November;

· New terminology / codes associated with the standard were released on 01.10.14 and work is underway to secure additional terminology / codes for inclusion as part of the next release (on 01.04.15);

· It is hoped that participants in the ‘benefits assessment patient survey’ will begin to be recruited shortly. 
Discussion about the consultation and pilot phase followed. The need for engagement with IT system suppliers was noted and it was agreed that Sarah Marsay would chase relevant contacts for input as part of the consultation. 

Action: Sarah Marsay to contact the GPIT New Requirements Group again to encourage input from members, and verify that other IT system suppliers had been invited to contribute to the consultation 
Noting the delay in commencement of the pilot phase, the resultant delay in the anticipated submission of the standard at Full stage was acknowledged. The revised expected approval date for the standard is now spring 2015, most likely May or June. 
Action: Ozcan Kasapoglu to advise the Information Standards Delivery team

It was suggested that piloting should involve people with disabilities as well as health and social care organisations and IT system suppliers – perhaps as ‘mystery shoppers’ – and that applications which included the involvement of relevant patient / self-advocacy groups should be selected to proceed. 

Action: Sarah Marsay to feed members’ comments into the pilot process
6. Supporting effective implementation of the standard 
a. Developing e-learning to support the implementation of the accessible information standard
Sarah Marsay and Diane Bullman highlighted key points from the paper including outlining the eICE (Embedding Informatics in Clinical Education and practice) programme, and invited comments, suggestions and questions from members.

Members were supportive of the proposed development of an e-learning module covering accessible communication and related issues. Suggestions included ensuring that the eICE system/module was accessible and easy-to-use, linking the module to the Royal College of General Practitioners’ website, and ensuring that how to effectively guide a person with sensory loss was included in the content. 
Recognising, and supporting, the role played by e-learning, members also highlighted the importance of also looking at other ways to improve training and education of NHS and social care staff in the needs of people with disabilities. 
Suggestions for additional aspects to explore included:

· Inclusion of the standard in mandatory training for NHS staff; 

· Looking at ways in which people with disabilities can be directly involved in training staff and students; 

· Linking to training on consent, choice, privacy and dignity; 

· Contacting Health Education England, relevant royal colleges and professional bodies with a view to inclusion in curricula and in Continuing Professional Development (CPD); 
· Considering how to raise awareness amongst PALS (Patient Advice and Liaison Service) staff;

· Training for Care Quality Commission (CQC) staff and inspectors.

Action: Sarah Marsay, Dianne Bullman and Dr Ira Laketic-Ljubojevic to progress with developing e-learning for the accessible information standard 

Action: Sarah Marsay to progress other actions with regards to staff training 
b. Assessment of compliance with the accessible information standard: questions or ‘proxy measures’ 
Sarah Marsay introduced the paper, putting it in the context of ongoing discussions about how to assess or ‘enforce’ compliance with the standard. Members’ views on the approach to monitoring were invited, with specific comments on the questions or ‘proxy measures’ to be sent outside of the meeting. 
Key comments included:
· The need to raise awareness and understanding about the standard with local Healthwatch and CQC;

· Inclusion of the standard in contracts and as part of national reporting requirements;

· Using ‘mystery shoppers’;

· Broadening the Patient Led Assessment of the Care Environment (PLACE) programme to explicitly include the needs of people with disabilities, and to include people with disabilities as part of assessment teams;

· Quality checking or assessment of ‘easy read’ information;

· Including compliance with the standard at an individual professional / clinician level, for example as part of revalidation and appraisal, as well as at organisational level;

· Raising awareness amongst staff of ‘the problem’ – drawing attention to the lived experience of people with communication disabilities;

· Linking accessibility with saving money and the prevention agenda;

· The need for a full ‘suite’ of tools to support effective implementation.
Action: Sarah Marsay to take forward suggestions around assessment of compliance with the standard

Action: ALL to share views on the proposed questions or ‘proxy measures’ 

c. Spreading best practice and developing a network of peer champions to support the accessible information standard
Giles Wilmore introduced this item by highlighting the need for positive incentives to encourage behaviour change and adoption of the standard.

Suggestions from members included:
· A role for NHS England area team staff in promoting the standard, including having a nominated person to lead its adoption in their area – following the approach taken to support the adoption of the NHS number as the unique identifier;

· Identifying a ‘local champion’ within the NHS to co-work alongside a person from a user-led organisation to support adoption of the standard in a locality;

· Establishing clear mechanisms for organisations to share best practice;

· Changing the name to avoid the term ‘champions’ which has been over-used;

· A high profile, senior figure in NHS England to publicly ‘lead’ the standard (the need for NHS England to improve its own approach to accessible communications was noted);

· Embedding the roll out of the standard within disabled people’s self-advocacy organisations, funding quality checkers and people who could support NHS and social care organisations to successfully implement the standard, including assessment of progress;

· Ensuring that any identified ‘champions’ do not detract from the fact that the standard is ‘everyone’s business’ and the responsibility of all staff;

· ‘Champions’ or nominated leads should be about a symbolic commitment to the standard at a high level, with a high profile and raising awareness in the media and through networks.

Giles Wilmore summarised the key points from discussion on the preceding three items, pointing to the consensus on the need for a holistic approach to ensuring effective implementation, including training and development, assurance and enforcement, identification and spreading of good practice, and awareness-raising. A key action would be the development of a more comprehensive implementation plan which brought together all of the related workstreams. 
Action: Sarah Marsay to develop a more comprehensive implementation plan for consideration at the meeting after next

7. Date and time of next meeting
It was agreed that the next meeting should take place in January 2015.

Action: Sarah Marsay to arrange the next meeting
8. Any other urgent business

Gerry Firkins advised that due to changes in the information standards delivery and assurance process, he and Ozcan Kasapoglu had transferred into ‘assurance’ roles and so would not be involved in the development of the standard going forward. The Information Standards Delivery team should be in touch with Sarah Marsay, as the Developer of the standard, to advise as to next steps. 
Howard Leicester informed members that the accessible information standard had been included in the Government’s Accessibility Strategy. 
Howard Leicester had set up a demonstration on the use of an encrypted file sharing website with a screen reader; however, this presented a number of accessibility challenges. As there was not enough time to properly consider this issue, it was agreed to include it as a substantive agenda item at the next meeting. 
Action: Sarah Marsay to include a demonstration on file sharing and website accessibility as part of the next meeting 

9. Close

Giles Wilmore thanked everyone for their contributions and closed the meeting. 
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