Collaborative service re-design

Many medical conditions, and long-term conditions especially, have social and familial consequences that are significant, embarrassing or demanding to deal with (for self and others) – and sometimes all three.

These day-to-day, non-medical consequences are rarely the subject of conversations between the GP or consultant and the patient. Those conversations happen more often – if at all – with specialist nurses. But in the main, the NHS does not have time to address these consequences; nor are a priority for GPs and consultants who are supported only to focus on the medical aspects of the condition. 

There is growing recognition within the medical community that these conditions should be viewed as chronic conditions requiring long-term management (rather than just a diagnosis and prescription). That recognition is not always easy to convert into practice within primary care.
As a result, patients are left up to their own resources and ingenuity. They value information and contact with other sufferers, and often develop elaborate practical coping mechanisms on a day to day basis. 
In summary, patients present at GPs with needs which are more than medical. Apart from patient support organisations, the NHS is seen as the primary source of help that patients can access. Yet these needs are not part of the package of needs that the NHS is equipped to respond to. More often than not, low-cost or no-cost solutions are all that is required to go a long way to meeting those needs.
During a series of focus groups on the experience of patients with four bowel conditions 
, patients frequently retold incidents of feeling powerlessness. Some examples:

· One patient talked of nearly committing suicide after experiencing a particularly thoughtless attitude by the consultant. 
· One GORD patient would wake up regularly in the night with regurgitated food in her mouth, but when telling her GP “… I could see him thinking neurotic elderly woman so I haven’t been back”.
· One said, “unless I develop some new symptoms I will just go on muddling along in my own way.” 
· A patient’s test results didn’t arrive, but the patient didn’t feel able to ask for them. 
· One patient described how she puts off visits to family over embarrassment about her toilet needs.
Where there are significant social or psychological consequences for the patient, two elements are necessary to ensure a rounded and supportive response to the patient’s needs. Without them, treatment may not succeed. 
· A whole person approach, responding to the condition as it manifests itself throughout the patient’s body, mind and personal circumstances
· Having the patient as the professional’s ally: discussing, agreeing and implementing from a range of treatments which complement each other and are fully agreed to by both ‘experts’

So in improving GP care, the search should not just be for reorganisation of service delivery or provision of extra resources. As also demonstrated by research on behalf of the National Association for Colitis and Crohn’s Disease, on Improving Standards of Care, patients value:
· Communication (GP <> patient, GP <> hospital)
· Relationships

· Time

· Support

To provide these, professionals need to have awareness of the condition’s non-medical consequences, and attitudes which prioritise an interest in them. The GP may well not be the best source of help (not least from an NHS resources point of view), but they are best placed to discover if the patient is struggling.

Good organisation is required, but this can often be through reallocation of resources rather than additional funding. And once it is created, any organisational system will function properly only if there is the willingness of the human elements to engage in them.

A starting point is for the professional to really understand the service from the patient’s view point. This can be done by via interviews, patient diaries, visually mapping the journey through the service, and/or video storytelling – and by professionals attending as peers in patient discussion groups 
. 

To define a patient’s experience of a service, key questions to ask are:

1. What is their understand of the service they are encountering?
2. How do they feel whilst they are using it?

3. How well does it serve their purposes?

4. How well does it fit into the context (personal, social) in which they are using it? 

A more radical step is then to jointly design changes to services. There are barriers to making this step a genuine process, but also many ideas for overcoming them. The results may not be as resource-intensive or blame-laden as professionals may fear them to be 
. One illness or condition could be taken as a starting point, which limits both the numbers of people who might be involved and the implications for the practice as a whole.
The outcomes are likely to be greater satisfaction for both patients and professionals, more rewarding consultations, and fewer complaints. 

The process is likely also to result in changes that the practice will actively commit to implementing, because they have had a stake in designing them as opposed to having had them enforced or recommended from outside.

Measuring improvements to health outcomes should also be relatively straightforward. Patients’ perspectives can be measured before, during and after the change. An additional option is to survey some of the practice’s patients who continue using non-redesigned parts of the GP service, and who can thus act as a control group. 
This combination of process and activity – a peer, patient-involving redesign of one or more aspects of the practice’s services and led from a whole-person perspective – offers an exciting opportunity for collaborative service creation. 

John Gray 

19 March 2008 

john@framework.org.uk
www.framework.org.uk
� Image Project, led by the Primary Care Society for Gastroenterology � HYPERLINK "http://www.kcl.ac.uk/gp/image" �http://www.kcl.ac.uk/gp/image�


� Your Experience Matters: Designing Healthcare with Citizens, Lynne Maher, pp108-9 (Chapter 8) in The Collaborative State: How Working Together Can Transform Public Services, Ed Simon Parker and Niamh Gallager. Demos Collection 28, 2007.


� Ibid, Chapter 12: Overcoming the Hidden Barriers, Henry Tam, p113.


� Freelance organisational consultant. For more information see � HYPERLINK "http://www.framework.org.uk" ��www.framework.org.uk� 





PAGE  
1

