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Foreword from Forum Leads
It continues to be a privilege and an honour to be involved as NICaN PPI forum leads.  The strides that PPI has made under NICaN’s umbrella in the last year are so encouraging and never cease to motivate us onward and upward in our quest to enhance both the patient/carer and the health professional experience as together we work for a better health service in the area of cancer.  Our presence on the NICaN Board gives a measure of how NICaN view the contribution of PPI to its work.

Nicola Porter & Alex McGuiggan: Regional Forum Leads 

Introduction

2009/10 has seen a number of strategic drivers which have ensured that Patient and Public Involvement continues to expand as an integral aspect of health and social care.  These same drivers have also served to strengthen the mandate of NICaN PPI Forum.  
The first of these was the 2009/10 Priorities for Action target on patient experience which sought to embed “Standards for Improving the Patient and Client Experience” (DHSS&PS, 2008) into practice.  By September 2009, Trusts were expected to:

“adopt Patient and Client Experience Standards in relation to Respect, Attitude, Behaviour, Communication, and Privacy and Dignity, and to have put in place arrangements to monitor and report performance against these standards on quarterly basis.”

Secondly, we saw the replacement of the four Health and Social Services Councils with a single Patient and Client Council (PCC) for the region.  The PCC aims to ensure a strong patient and client voice at both regional and local level so that we can improve the way that people are involved in decisions about the planning and commissioning of health and social care services. 
A Regional PPI Forum tasked with coordinating PPI regionally has been established led by the Public Health Authority. In addition, an accredited course on PPI at Queens University, in conjunction with Warwick University, has been developed. 
Finally, within cancer services we have seen the introduction of peer review of cancer multidisciplinary teams to lung, colorectal, breast and gynaecological cancer services.  The peer review measures focus strongly on the patient experience of care encompassing issues such as: the role of the key worker; provision of a permanent record of consultation at which diagnosis was given; provision of patient information; and the need for teams to undertake patient satisfaction surveys and to reflect on the results.

Key achievements 2009/10
This section highlights the key achievements of the NICaN PPI Forum across the seven key work strands identified in the PPI Strategy.

Communication: 

· Regional networking
The Regional Forum continues to expand with the addition of 10 new groups to the Forum membership, all of which are included in the Directory of Cancer Services. 
· Recruitment of PPI representatives
This year we have tried to enhance recruitment of new members through the development of NICaN PPI leaflets.  The leaflets which are distributed regionally via both the statutory and the voluntary sectors, tell people about the work of NICaN PPI Forum and how they can become involved.
· Presentation at regional conferences 
The work of the PPI Forum has also been highlighted through presentations given by the Regional PPI Co-ordinator (e.g. GAIN conference, RQIA workshop, Cancer Choices Women’s Health event).  

· Long Term Conditions Association (LTCANI) 
The Regional PPI Coordinator is an Associate member of the LTCANI. This enables NICaN to engage in partnership working with a range of agencies that are working to highlight the needs of individuals affected by long term conditions.  The LTCANI liaises closely with a range of government departments and provides the opportunity for awareness raising of cancer as a long term condition to political bodies.
· Training for Partnership:

The patient training programme which commenced last year to support PPI representatives engaged in all Network activities continued in 2009/10 with Ms Sally Campalani presenting on the topic of ‘Decision Making in Cancer Services in Northern Ireland’. A further session allowed PPI Representatives to discuss their involvement in NICaN to date and support required.  
The Network has been working with the Patient and Client Council to see how the work already undertaken by NICaN in relation to patient training might help to inform the development of a regional PPI training programme. 
Developing Cancer Services:

PPI representatives have contributed to a number of service developments within individual tumour groups.  Just some examples include:

· Contributing to the development of colorectal, haematology, prostate and ovarian patient information pathways.

· Work by Dr Celia McCrea, PPI representative on the Regional Melanoma & Complex Skin Group, to raise public awareness of skin cancer prevention and detection.  Celia has also liaised with the Psychology Department at QUB to encourage research into this important area.

· Work by Maureen Walsh of Angels of Hope to develop awareness of the early signs and symptoms of ovarian cancer through GP education events delivered in partnership with NICaN Gynaecological Cancer Regional Group. 

PPI representatives have made significant contributions to the Living With & Beyond Cancer agenda.  In July 2009 NICaN, in partnership with Macmillan, QUB and the Patient and Client Council, held a PPI conference which invited professionals to hear directly from patients and their families their experience of living with and beyond cancer.  The workshop highlighted the need to look at new models of post-treatment follow-up which better meet the needs of patients.  This work resulted in the establishment of a regional working group to look at new models of review.  Two PPI representatives make an active contribution to that group and have been key in the planning of a regional workshop aimed at raising awareness of the National Cancer Survivorship Initiative and the need for new approaches to post treatment follow-up.  The workshop, which is being planned in partnership with Macmillan, QUB and the University of Ulster, is scheduled to take place in April 2010.  The PPI perspective will be central to the conference.

Service Provision:

· Directory of Cancer Services
The 2nd edition of the Directory of Cancer Services has been produced and dissemination is currently underway.  The directory is now an integral part of all regional patient information pathways

· Lung Cancer Support Groups
Two pilot lung cancer support groups have been established using the Roy Castle Foundation model.  The groups have been very positively evaluated and it is hoped that groups will be established Iin the remaining trusts in 2010/11. 
Planning and Commissioning:

· Cancer Service Framework Consultation

Patient and public involvement was key to the development of the service framework.  When the framework consultation was launched in December 2009 NICaN undertook further work to ensure that patient and public representatives were able to provide feedback on the document.  Firstly, it hosted a regional consultation event with invites sent to all regional cancer related voluntary organisations.  This was then followed by invitations to all local cancer-related voluntary organisations to meet with the Regional Coordinator as a way of raising awareness of the consultation process and explaining the process for providing feedback.  Feedback received at these meetings was collated into a single PPI response which was forwarded to the DHSS&PS in February 2010.

· Peer Review of Cancer MDTs

14 PPI Representatives have been trained as lay reviewers the peer review process and will take part in reviews of the colorectal, lung, breast and gynae cancer services in April 2010.  The results of peer review will help to inform the planning and commissioning of these services over the next 2-3 years.

Patient Initiated Prevention and Health Promotion Projects:

· Laryngeal training
Mr Alex McGuiggan, NICaN PPI Lead and programme developer for the Laryngeal training, was awarded a BUPA Lifetime Achievement Award in December 2009 for his work in this area.   Alex continues in his aim to make the programme more widely available and to refine it through ongoing evaluation.  
· Patient narratives project
This recently established group, consists of five PPI Representatives. The aim of the group is to raise awareness of what matters to patients/carers through patient narratives, which will be posted on the NICaN web site.  
Involving Patients in Evaluating Cancer Services

· A number of PPI representatives have been trained in patient audit.  A regional audit panel has been established and its first project, a Patient Information Audit, successfully completed.  The results of the audit will be used to better inform how we develop and implement cancer patient information.  Again, NICaN’s work in relation to patient audit is being shared with other agencies as a model of good practice.
· Links with the R&D office have been developed to explore how we can better involve patients in this area. 
Key challenges for 2010/2011
One of the key challenges for the group is the current uncertainty regarding the future funding of the Regional Co-ordinator post.  PPI needs to be effectively planned and supported with the need for co-ordination and linkages with individuals and organisations both regionally and nationally. Lack of sustainable funding for this post presents a significant risk to the continued development of PPI within the Network.   

A second challenge will be to optimise the partnership opportunities afforded by the establishment of the PCC and the PfA in order to ensure a coordinated approach to PPI training and development and, in an era of budget constrictions, to make best use of available training resources. 

Other key challenges will include:
· New Models of follow up -  there is a particular remit for PPI in this aspect of care. It will be vital to expand the PPI links into this work over the forthcoming year.
· Developing PPI in ‘hard to reach communities’ - this is identified as an important part of ensuring equity of services across Northern Ireland. It will be important to focus upon this aspect in the forthcoming year.
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