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Royal College of GPs Northern Ireland response to the PHA/HSCB consultation on ‘Valuing People, Valuing their Participation’

Mr Alan Braiden, Chairman of the RCGP NI Patients in Practice Group:
1. Have we made it clear what Personal and Public Involvement is, what benefits it can bring and why we think it is important?

If yes, have you any further comments?

If no, where do we need to provide further information?

We feel that more emphasis should be given to the objective that public involvement would become an inherent element of all that is done in Health and Social Care. While we appreciate this is still a work in progress, we firmly believe that when patient involvement becomes fully integrated within Health and Social Care that there will be no need to promote it as a separate initiative. Patient involvement must in our view be fully integrated into service design rather than becoming a feedback mechanism. Involvement means more than consulting and informing. It includes engagement, active participation and partnership working. On reading the two documents, it is also important to note that the ‘easy to read’ version afforded substantially more clarity to our lay members in terms of understanding and defining the subject matter at hand.

2. We identified six priority areas to take PPI forward. Are there other areas that you think we should consider?

The six priority areas that have been identified are comprehensive, inclusive and also challenging in terms of timeframes, commitment and effort required. These six areas give the strategy its foundation but they should also been seen as its starting point and one that should be subject to ongoing review. For instance, the Patients in Practice Group is anxious to identify ways of measuring the impact which patient involvement has on service planning and delivery. Whilst patient involvement is a laudable aspiration it needs to contribute to the delivery of safer and more effective services of ever increasing quality. In order for patient involvement to have optimum effect, the public needs to be empowered to make a meaningful contribution – this will though undoubtedly have resource implications.

3. The detailed recommendations under each key area will form the basis of the actions we need to take to deliver on these areas. Do you think that they will help us do that? Are there other things we need to do?

The recommendations pertaining to training and skills development are very inclusive and extensive, requiring intensive and detailed attention to specific goals to be achieved for successful strategic outcomes. It is though important that the training is as guided towards members of the public as it is the staff of the Health Service – this will assist in developing involvement. However, we do again note that these recommendations should be seen as a starting point and that patient involvement should be fully integrated into service design within this strategy. 

4. Can you identify any outcomes that will demonstrate how PPI has made a difference in health and social care?

Patient and Public Involvement is a very worthwhile concept. There is a lot of anecdotal evidence to support the view that public involvement makes a difference. The Patients in Practice Group is currently trying to identify what expertise there is in this field with a view to applying any knowledge/expertise to our own work in GP Practices. However, we are aware of several outcomes: patients have assisted greatly in developing new services within Oncology, the community neurological services led by patients to the Expert Patients Programme, which has demonstrated a reduction in NHS services through patients and healthcare professionals working together to help those with long term conditions better manage their health. We would also like to bring to your attention, with specific regard to the care of children, to how the harnessed power of parents and carers in the process of identification of needs and failings in the provision and delivery of services has enhanced on the ground service delivery. 
NOTE: More information on the work of the Patients in Practice Group is available via this link. 
5. Have you any examples of good practice in PPI at any level that you would be willing to share with us for possible inclusion in the Strategy?

Two members of our Patients in Practice Group would like to draw your specific attention to two examples:

Ms Loretta Jones – Parents of children with cancer and blood disorders such as haemophilia and sickle cell disease campaigned with the support of friends and professionals in the early 1980's to have dedicated facilities and services at the Royal Belfast Hospital for Sick Children, when hitherto none had been available, the charity formed, namely The Northern Ireland Children's Cancer unit Fund still exists to support the needs of the children, their families and the professionals involved in their care.

Ms Jillian Beggs - I have worked with the Expert Patients Programme and seen PCT's in England take major steps to transform services with the provision of combined patient and healthcare professional led programmes. One good example is NHS Oxfordshire who are currently transforming services for those with long term conditions and their carers at all levels from A+E, to pharmacy, to GP and to community care; focusing on access to services and patient/professional education programmes.

6. Is there any area of the Strategy that could be improved/needs further explanation? If so, please tell us about it.

Whilst there is undoubted merit within the development of this strategy it must be followed through. The Patients in Practice Group is heavily engaged in developing patient involvement from the bottom up and would welcome assurances that its efforts are in line with the priorities of the Northern Ireland Assembly, DHSSPS, HSCB/PHA and the Trusts. We would also like to see more in the strategy as to how you plan to educate the general public as to the importance of their role in personal and public involvement to convince them of the relevance for same. At this point in time the reality is that a very high percentage of the Northern Ireland population have never heard of the PPI initiative and that the general public have little interest in how Government Department’s and public bodies deal with such initiatives internally. More people may become interested in how these bodies will go about actually engaging with them and thereby involving them, but this must be done in an enthusiastic and realistic way. 
7. The PPI Strategy has been equality screened. The results of the screening are available for you to consider. We have concluded that the Strategy promotes equality and human rights. What do you think? Are there other actions we should consider including?

Whilst the patient involvement strategy has been screened for equality and human rights issues there will always be debate about how members of the public are selected and, once engaged, to what extent they are representative of the entire community. We are however concerned that there is a risk of excluding marginalised individuals/groups eg. Those with a learning disability, mental health problems, and vulnerable age groups such as children, young people, the elderly, the disabled and those excluded for social reasons.

8. Have you any other comments that you would wish us to consider in relation to the PPI Strategy?

We would be interested in having reports of audits and progress related to the patient involvement strategy developed and made public. This strategy is significantly important to the health and wellbeing of our society and does therefore deserve to be subject to regular and ongoing review. We also believe that any progress reports should have external input from the public and should not be solely conducted within the two bodies, behind closed doors. 
