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Introduction 





While the recent rapid development of paediatric gastroenterology in Wales and Scotland have resulted de facto in Managed Clinical Networks (MCNs) emerging in each country, the long-standing relationships and greater complexity of the larger English health care system have presented a greater challenge to this new way of organising multi-disciplinary patient-centred care. Children’s liver disease is a sub-specialty of paediatric gastroenterology, but organised and funded separately in three National Paediatric Liver Centres in London, Birmingham and Leeds by a Department of Health grouping for rare conditions – the National Specialist Commissioning Advisory Group (NSCAG). Paediatric liver services in the UK have developed with adult services driven by surgical innovations, including liver transplantation, but made possible by medical developments in immuno-suppression (anti-rejection treatments) and endoscopy. Paediatric liver disease care throughout the world is often practiced as part of paediatric gastroenterology. While the two have a certain amount in common - such as endoscopy, nutritional care and some aspects of immunology/infectious diseases - they also have major differences in intensive care (ICU) involvement, the timescale for necessary clinicians’ responses, and staffing levels. Paediatric liver diseases are all uncommon and some are very rare. It is impossible for every paediatric gastroenterologist to be a completely competent hepatologist. In the UK paediatric liver services have been organised nationally (supra-regionally) through NSCAG which aims to help patients by improving access to services for rare conditions (typically less than 50 cases per year) whilst seeking to sustain high levels of expertise by preventing proliferation of too many centres. It aims to help local commissioners by smoothing-out risk, and remove from them the responsibility to plan for the un-plannable. It helps hospitals by assuring a cash flow to support rare and expensive treatments. It actively encourages providers to seek patients’ opinions on services.





King’s College Hospital has been funded for paediatric liver disease care since 1985, Birmingham Children’s Hospital since 1989 and St James Infirmary, Leeds since 2000.  In total, approximately 400 new children are referred for care in the three centres each year and 90 children undergoing care progress to liver transplantation. The numbers involved are approximately 400 new patients and 90 new liver transplants per year treated by thirteen whole-time equivalent paediatric consultants, seven consultant surgeons and their teams. Outcomes have been transformed radically since 1985 when up to 40% of children died. Currently mortality rates are less than 5% overall and 5-8% for liver transplantation. The majority of patients have long-term health needs, and families develop considerable expertise and confidence. As their role has increased in recent years, and as the social environment with respect to professionals and consumerism have changed, their expectations and contributions have become very sophisticated, representing a further layer of complexity to the system. The majority of patients referred will develop some degree of chronic liver disease entailing long-term medications, interactions with liver services, and effects on quality of life (QoL).  There are no comparative data for QoL relative to other chronic illnesses, but QoL after liver transplantation may be compared to diabetes mellitus with need for medications, regular contact with services, and outcome related to factors such as family and social support, and to level of understanding of the condition in practice – the ability to act as an expert patient. Patients with chronic liver diseases probably have a QoL related to severity of symptoms and inverse to social adaptation. QoL improves after transplant close to that of the general population. Mothers particularly indicate a deep impact of the child's illness on their own QoL, and the need for psychological support. (Mastroyannopoulou et al, 1998; Manificat et al, 2003). Life expectancy, while not yet measurable, is probably also nearly normal but shortened - also comparable with the situation for diabetes.�


Managed Clinical Networks (MCNs)





All three Centres are working to (or beyond) bed capacity, despite resource allocation greater than the average for the NHS, and in response have developed means of supporting local services with joint or outreach clinics, Sharecare, ‘Liver Direct’ the Birmingham telephone service and programmes of local education. Parents and local paediatricians are very clear in their preference for services to be provided as close to home as possible where appropriate, and to develop skills and confidence in local facilities. Nevertheless, the focus remains institution-centred with developments planned and led from within the three Centres. Managed Clinical Networks (MCNs) are:-





“linked groups of health professionals and organisations from primary, secondary and tertiary care working in a co-ordinated manner, unconstrained by existing professional and existing [organisational] boundaries to ensure equitable provision of high quality, clinically effective services” 





They are seen as one way of ensuring that organisations can work together to improve access to the service, the quality of the service, and seamless care across the primary, secondary and tertiary interfaces. They also represent the opportunity to achieve this within a multi-disciplinary forum, despite the need to sustain appropriate levels of clinical skills and expertise particularly with increasing sub-specialisation amongst the medical staff.   





“The concept of Managed ClinicalNetworks hopes to address the dilemma of centralisation of skills but de-centralisation of care by concentrating specialist activity, while dispersing expertise through the medical community” (Boon 2004) 





In practice, the term is seen as permitting a variety of arrangements operating at different possible scales:-





- Within a Primary Care  Trust





- Across primary, community, and acute care within a health district





- Across a number of health districts, or a larger geographical area





The exact nature of an MCN depends on its rationale and purpose. (NHS Executive, 2000). 	MCNs have been initiated successfully many times within the NHS. Mental health, cardiac services, palliative care, diabetes and paediatric oncology are a few of the possible examples. Their long-term effects remain to be evaluated, with apparent lack of productiveness a concern.  (Ferlie & Pettigrew, 1996). Resource implications are often seen as a major obstacle to initial development or progress towards targets. The formal, informal, semi-permanent and emergent relationships of the three National centres with each other and with other multi-disciplinary groups and with user individuals as stakeholders seemed to correspond well to Watkins and Cooperrider’s ABC Model For Organisational Inquiry (see Figure 1) (Magruder-Watkins & Mohr, 2001). Given the complexity of the current situation, the rarity of liver disease, potential conflict with other services and absence of new resources - rather than attempting to create a new organisational structure that might conflict with preferences, practices and institutional politics - we wanted to establish a continuous dialogue to create alignment in core values and mission among participants in order to accommodate changes, ambiguity and imperfection in the organisational structure, while re-focusing the current relationships and practice toward better communication and patient-centredness.





Figure 1.
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The need for special skills and technical knowledge in paediatric liver services tends to amplify central influence. In recent years attempts to decentralise care have been made as described above and some gradual progress has been made. An excellent example from King’s College Hospital is the nurse led Share-Care programme illustrated in Figure 2. �	


In this cyclical process, patients whose conditions are suitable for Share-Care who require frequent modifications to medication doses are identified before discharge from hospital. Following discussion with the family, the specialist nurses contact community, primary care and hospital-based agencies to request co-operation and provide the protocol. Families attend for a blood test at a time convenient to themselves (1) and the specimen is sent to be processed (2) with the result forwarded to the specialist nurses, usually by fax (3). The specialist nurses decide if it is necessary to discuss the result with a designated consultant according to a protocol and their discretion (4). The nurse contacts the family by telephone to discuss the result and formulate a plan, including changing the medication and when to repeat the blood test (5). The nurse notifies the General Practitioner of any change in medications in writing (6) and the GP changes the prescription (7).  Key features of the process are the short-cycle time (of approximately 48 hours), the closeness to home (including much of the discussion taking place by telephone within the family’s home thus reducing travelling to a minimum), the role of the family in co-ordinating the appointments locally (to give least possible inconvenience and maximum control), the contribution of professional expertise as necessary on each cycle, and the possibility to include discussions about other aspects of care and the condition during the discussions about medications. The process is therefore family-centred and has potential for communication, including feedback and learning built into it. The previous alternative involved frequent visits to the outpatient clinic in London. 


The concept of clinical micro-systems describes a small group of people with clinical and business aims, linked processes, a shared information environment, producing shared performance outcomes and who work with a discrete sub-population of patients (Nelson et al, 2002) They are complex adaptive systems and as such most do the primary work associated with core aims, meet the needs of their own members, and evolve to maintain themselves over time. It is helpful to see them as embedded in macro-organisations and the community and as part of care pathways. They are seen as building-blocks of health care and absolutely key to improving quality with patient- centred care, patient choice, and other characteristics of quality measurable and managed at this level. The Share-Care programme described above is an example of a clinical micro-system in action. 


The relationships between individuals and institutions involved with children’s liver disease are not embedded solely in the direct interactions around patient care. If they were, the three national centres need not interact formally at all. Apart from personal or established professional relationships, areas where important common ground or differences may arise include professional academic research and standards organisations such as the European Society for Paediatric Gastroenterology, Hepatology and Nutrition (ESPGHAN) and the British Society for Paediatric Gastroenterology, Hepatology and Nutrition (BSPGHAN) of which the Liver Steering Group undertakes regular discussions of areas of common interest. Both societies have multi-disciplinary membership, although medical and non-medical memberships are relatively separate, and the non-medical members are secondary. The College Speciality Advisory Committee (CSAC) of the Royal College of Paediatrics and Child Health undertakes training supervision, to which at least one hepatologist contributes. That representative has to canvass the views of the other UK hepatologists. The Department of Health promotes a dialogue through the Liver Transplant Advisory Group of UK Transplant that includes user representatives. It would also like to see consensus among professionals over standards and facilities. The Children’s Liver Disease Foundation (CLDF) supports research with a strong bias towards medical projects based in all three national centres. Thus, there is complex on-going dialogue about the nature of services and research that is predominantly (but not exclusively) medical in agenda and language. While it involves some multi-disciplinary professionals, there is currently little direct user input, nor any plans for any increase.





The NHS And The Context Of Managed Clinical Networks





As we have seen from the definition, the concept of MCNs seeks to create a “seamless” experience of care for patients when several agencies or institutions are involved simultaneously or sequentially. The definition focuses on interactions at the boundaries between these agencies and institutions, aiming to enhance levels of expertise, roles and responsibilities on the side of the boundary close to users, including a focus on resources and accountability to users.  Paediatric oncology is an excellent example of a MCN established by “conventional/traditional” i.e. top-down means. Centres wishing to be accredited as providing a level of defined service applied and were sent a very large and comprehensive list of criteria that had to be met. Protocols were provided from the central oncology centres. It was relatively explicit that there were too many peripheral centres then providing services and that those accredited would ultimately gain resources while some centres would inevitably lose the right to treat children with cancers and so lose resources. Evidence for meeting the criteria had to be provided in an unambiguous and verifiable form. Collecting it was a massive undertaking. Inspection entailed a day-visit from a multi-disciplinary team (including parent representatives) who endorsed those parts of the service which were functioning well but made recommendations for improvements for less successful areas.  The process is intended to be repeated in due course to determine progress on those recommendations.


	


The paediatric oncology process undoubtedly focussed departments on whether they were willing to make a significant commitment to paediatric oncology services in terms of (for example) on-call rotas and who within the department would be responsible for certain “protocolised” roles such as administering chaemotherapy.  However, since there were no resources directly attached to success there were no new means to remedy identified shortcomings, to buy new equipment or to develop any new roles identified as necessary. Since the inspections, the priority of oncology services within Kings College Hospital has returned more or less to its previous level. Significant changes are the increased availability of standard protocols, and chaemotherapy only being given by three accredited individuals. Thus this top-down approach is very resource-intensive in preparing for inspections; tends to focus skills on a small number of individuals within the department on whom the continuation of oncology services become completely dependent and draws attention to (many) deficits without the means necessarily to remedy them. It did not look at quality of communication or evidence of “seamlessness” as contributed by the peripheral centres. Its value may be that it allows the inspectors to determine the resources and commitment of the available centres in order to reject some of them. 


	


In September 2004 the Secretary of State for Health launched the massive and visionary 10-year programme of the National Service Framework for Children, Young People and Maternity Services (NSFC) (DoH, 2004). Key features are change in the culture of children’s services toward child- and family-centredness; the concept of the child’s journey; involving families in care and decisions; better information; communication; evidence-based services and quality assurance. There is also emphasis on the concept of many “small changes” implying responsibility and empowerment for gradual change at an individual or clinical micro-system level. The NFCS acknowledges changes emphasised in Shifting The Balance (DoH,     ), decentralising priorities and decision-making but excluding the possibility of central resources. Thus, while the Government requires highly ambitious changes in services, top-down control and central resources are being withdrawn. This is the ideal circumstance for service developments using the Appreciative Inquiry (AI) method, and one where the power of problem-solving is severely diluted.





Rationale For The Work: Background And Reasons For Using AI In This Situation





The NHS is undergoing a critical period.  Designed in the first half of the 20th century, from political and social principles developed at the end of the 19th century, it has been slow to change to provide the kind of services required by a 21st century society. Described as “drinking in the last chance saloon” (Timmins, 2002), it is receiving massive investment with organisational restructuring focused on outcomes as targets and on accountability to patients as users or consumers (King’s Fund, 2001) The entire process is known as “modernisation”.  This broad accountability to patients  (also known as “patient-centred care”) will be incorporated into the organisational structure of the new Foundation Hospital Trusts through patients being the largest stakeholder group on the Board of Governors. However, “managing” accountability into patient-professional interactions will be difficult. (Maddock, 2002). Professionals tend to show allegiance to professional groups and departmental groupings, such as their ward, rather than to their hospital or its management. Poor interactions between such groups are currently spoken of as evidence of the “silo culture” of the NHS that may be a feature of clinical micro-systems in a dysfunctional macro-system. For reasons we will consider later, the development of patient-centredness may be beginning to conflict with the current culture of the NHS - with the conflict detrimental to patient care. AI is an ideal strategy for managers to exert a positive influence on professionals within clinical micro-systems toward experiential quality in professional-patient interactions (Wright & Baker, forthcoming). It may also represent a means to move beyond current conflict between silos and arising between the interests of professional groups and institutions and also occurring with attempts to develop patient-centredness. We anticipated that when staff, patients and parents were invited to recount stories about, and reflect on, when their interactions together were successful, new and shared possibilities could emerge and be made into actions by continued AI conversations.


Alastair Baker had been delegated the management of a ward which was not functioning well and without resources. There were high rates of nurse vacancy and sickness, a poor environment (particularly for cleanliness) and many clinical errors.  He included ward staff in meetings including an away-day to discuss an approach to these problems, but with limited impact.  Appreciative Inquiry (AI) emerged in discussions with Martin Fischer of the Kings Fund. It intuitively seemed better than problem-solving and was worth trying.  He arranged coaching in AI from Anne Radford (editor of AI Practitioner) and embarked on a series of interviews with staff on the ward.  The interviews changed the atmosphere, the sickness levels and the people themselves.  They had an impact at both the micro- and macro level and he was inspired by the results.  (Wright & Baker, forthcoming). 





A different opportunity arose 30 months later when the annual meeting of BSPGHAN in Crieff provided a ready-made clinical situation to bring together AI and the current focus of the NHS on Managed Clinical Networks.  A time-slot of one and a half hours was all that was available.  Twenty-five people attended.  The Chief Executive of the Children’s Liver Disease Foundation was so impressed by the experience that she offered to support another meeting in Birmingham.  This was well-attended and included very few people from the first meeting, thus spreading the awareness and impact further. The “viral” characteristic of AI resulted in a third meeting in September 2004 in London where, for the first time, young patients of only 15 years old attended and energised the process. Reports from the first two meetings have caught the imagination of a paediatric gastroenterologist who has offered to host the fourth meeting. The process’ time line is shown in Figure 3.























Figure 3. 
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Initiating and Maintaining The Process - Crieff





The process was designed within the constraints of time, diversity of participants and their expectations, and developed based on feedback from participants focussing on the issues prevalent at the time and depending on the resources available. When the definition of a MCN was explained it was made clear that the system was already functioning as one. We compromised between a drive to activity to obtain results (a behavioural bias in health care!), and the need for dialogue to establish common meanings and collective change. The Crieff process and structure were developed and incorporated into the next two meetings, partly to initiate participants into the AI mindset and language and partly to provide information on the work done by the previous group(s).��1. As people came into the room we asked them to find someone they did not�know and to ask each other the following questions for a period of 10�minutes each:-





“Tell me about a time in this network that was a highlight for you.”


�2. Once sufficient people to create more than two groups had joined the meeting (i.e. about 12) Alastair Baker introduced Managed Clinical Networks giving the definition specified above. Margaret Wwight introduced AI as a way of talking and using questions, focussing on what worked, and which came from a desire to understand the other person’s perspective.  A recent article in People Management - the professional journal of the Chartered Institute of Personnel and Development (Passmore, 2003) was made available in which AI was explained as seeking to replicate what is best practice in an organisation by encouraging repeat successful behaviour.


�3. Participants were then asked to join a group of their choice to discuss�one of 5 topics that had been provided by email in advance. Questions relating to each topic were written on flip charts around the room and the group was asked to narrate stories of when each topic worked at its best and to note the core or essence. After 10-15 minutes participants were encouraged to distribute themselves amongst the other groups leaving one or two people to explain the discussions to new people joining the group.  There was one more opportunity for people to share the work of other groups. The five topic questions were:


�( When did interactions between parents, patients and professionals created the�   very best experience?


�( How did protocols and standards make healthcare work at its best?


�( When did Share-Care work at its best?


�( When did education and training work at its best?


�( When did you experience referral/access to services at their best?





Outcomes are shown in Figure 4.


�



Figure 4. Summaries Of Topic Discussions From Crieff.


��1. When interactions between parents, patients and professionals created the


�     very best experience.�Talk To Children�Easy Access To Services�Availability Of Knowledge (In 1 Place)�Being Involved In Process/Consult critical to informed consent�Quick- When You Want It�??- Inclusive, Don't Feel Bad About Asking.�Personal- Confident In Expertise, Self Diagnostics�Idea: Video Conferencing�


�2. How protocols & standards made healthcare work at its best?�Have To Exist – Create Them�Personal Opinion?  -Evidence Base vs.'This Is How I Have Always Done It '�Personal Prejudice�Vested Interest�Standards/Service Model. Child & Family Centred Rather Than Professional�Centred�Impact Of Protocol (Funding)-Organisation/Work Together�Parent Input: Protocol Development To Include All Stakeholders.�Idea: Standardisation Of National Protocols���3. When Sharecare Worked At Its Best �Use The Telephone!�Roles & Responsibilities - Clarity�Communication (Open Channels)�Patient Centred & Family Centred Approach�Accessibility To Healthcare and Information�Letters copied To All Parties�Team Roles�Key Central Coordinator/Key Worker�Counselling�Transition To Adult Services organised for optimum experience.�Parents Should Hold The 'Notes' So When Go To Different Hospitals can Keep People Informed.�Parents Can Correct Typos In Letters-Medication Taken, Results�Parents If Informed Can Arrange Convenient Family Arrangement 


�To Get Bloods taken At Night Time (after work)�Get Blood Results-Let specialist nurses  know To Chase blood level. Notes In Electronic Swipe Card�Idea: Negotiate With Parents The Package They Wish /Want/ Need.� ��4. When Education & Training Worked At Its Best?� Balance :Training/Service�Exposure To Case Mix�Responsibility�Maintaining Skills�Re-Evaluation�Idea: Support Through Networking��











�5. When You Experienced Referral/Access To Services At Their Best�Support From Clinical Nurse Specialists�GP supportive – knew Consultants Early Diagnosis From GP - Excellent GP Referral�Provision Of Information/Clinical Education�Outreach Clinics�Personal Welcome�Luck! 


Idea: Parents Involved In Care/Decisions��


�4. From each group we asked for “one key thing that everyone in the�room needed to know about the group’s discussion”, rather than full�reporting. (Figure 5.).�


 From each topic group we asked for one thing that everyone in the room�needed to know about the discussion in their group


Patient and Carer Experiences Parent Involvement – Inclusiveness - Family And Child-Centredness.


Protocols  and Standards - Clarity Of Communication�Sharecare - Open Channels


Training & Education- Balance Between Training, Service and Responsibility.�Referral and Access - Education At All Levels. Openness And Supportive.�� ���5. We asked “It’s 2007, what does this network look like, sound like, feel like?  What is happening as a result of its work?” We logged this on a mind map after the paired discussions. (Figure 6)





Figure 6. �


�A Mind Map Of The Future for 2007 





Strands Are:�-Heightened awareness of liver conditions-GPs + local hospitals ->Awareness of liver disease at all levels (training)�-Family accommodation @ specialist centres�-Seamless -no barriers�-Equitable ( & same level of care) ->Equity of access,  parent's voice & local infrastructure, open communication, local access.�-Child centred and Tailored to family ->Child's own situation�(transport/where relatives live/existing links etc)�-Lifelong learning/ communication�-Scottish (+ Northern Ireland) specialist centre�-Nationwide electronic notes + access by parents�-Unity of approach across 3 centres. ->Clear follow-up pathways agreed by all stakeholders� -Seamless transition of care child to adolescent to adult services via a�dedicated Scottish centre! Agreed!� -Opportunity to network with other families -perspective�Inclusive communications -> Parental access to information (quality/accurate/specific to case.)���
�6. Participants were asked to complete a feedback form including questions about their interest in further meetings and what they had found most useful. Feedback from all 3 sessions is summarised in Figure 7.





Figure. 7.
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Outcomes


The process to explore the interest in and initiate a MCN conforms to national specification but is better than alternatives, being user-centred and inexpensive in time and NHS resources. Parents can contribute as readily as doctors. The vision achieved was broadly agreed and without conflict. The work has attracted the interest of colleagues e.g. metabolic paediatrics. The Children’s Liver Foundation offered a venue for the next meeting. The format of this brief interaction was used with minimum change by Alastair Baker at the NHS Modernisation Agency Sharing Event for Critical Care in Birmingham on 5th March 2004, where the outcomes and interactions were strikingly similar.





Process Modification For Birmingham





The Birmingham gathering started at 10.00 a.m. and finished at 4.00 p.m. and continued the conversations and learning by focusing on the “dream” phase of the AI process. Differences from Crieff in relation to the process points as above were:-





Point 1.The greeting question was  “Tell about something that works for you and your part of the “system”. Something you are proud of!”


   


Point 5. Participants were then asked to find someone they did not know and to tell each other about this network working at its best.  Some pairs finished earlier than others and were asked to write one possibility they saw for this network in the future on a “post-it”.


 


Point 6. Participants were asked to select from 5 topics derived from feedback from Crieff written on prepared flip charts around the room. The participants divided themselves up amongst the following topics:-





Learning





Roles And Relationships





Share – Care and Liver Disease At Home





Access To Services – First Interaction





Standards, Protocols And Safety





One chance to move to another group was possible up to the lunch period.





Point 7. After lunch there was a brief introduction to the “Dream” phase of AI.  The participants were invited to split into two groups with as wide a spread of experience as possible by dividing themselves into one of these categories: Consultants, Parents, Specialist Nurses, and representatives of drug companies then distributing themselves to obtain a diverse representation.  A self-forming group identified themselves as “Miscellaneous”, consisting of a member of the CLDF, a ward nurse and an administrator, making two groups of 8 or 9 people in each.  They were asked to spend an hour and a half considering:-  





Ideal Best patient pathway





When something “wrong” meets a network that works and motors along


 


Or





A journey to “I know not where” with great company and wonderful images in a safe vehicle





At the end of an hour we asked both groups to focus-in on one aspect of the pathway and to add some more detail. We closed with a short comment from each group about their thoughts on this last session.  





A remarkably sophisticated patient pathway with clear pointers to areas of key experiential quality was constructed. (Figures 8a & 8b) A consensus over what represents the major priorities for the future, IT and customer services, was achieved. The Children’s Liver Foundation (who hosted this meeting) continued to be enthusiastically supportive and the process has attracted the interest of parents, professionals and the NHS Modernisation Agency. The following were agreed:- 





The process be continued to include more people and to move towards design and delivery.





The events to date to be evaluated by phone calls to follow-up the outcomes.





The results of the work to date be published and discussed as widely as possible. A paper has been published ( Baker & Wright, 2004).





The MCN to make its conclusions available to BSPGHAN both directly to council and through a new policy forum and indirectly through the Liver Steering Group to assist with policy and development.





Two group sessions after lunch looked for one hour at creating an ideal/better patient pathway from start to finish. Encouraged to take a “helicopter view” and not be overwhelmed but the size of the issue, one group chose to concentrate on first impressions, the other on the family/home. Group 1 chose guiding principles:





First impressions are a key story of the first day on the ward for a member of staff.





Close to home is a key guiding principle - for patients wanting treatment and care to be close to home and for professionals who would like their training and experience to be close to home.





Use of the Internet and cameras could mean that there could be consultations in the patient's own home. 





Accessibility is key to both for people, learning and records.





Communications are key – especially continuity of them. 





Interaction – between national centres - everyone needs to know and understand what is expected of them – there is an issue about standards.





During the discussion of quality in the patient pathway one parent stated that “When a consultant invites you personally into the consultation room your heart leaps.”  Several other people nodded assent. As a result of that feedback Alastair Baker now always invites families into consultations personally. Apart from the improved experience, no additional medical time is used as he would be waiting for a nurse to bring the family and the nurse’s time can be used for other valuable tasks. A small change has resulted in all-round improvements in effectiveness of the process and its’ experience.





The second group discussed the patient pathway as having the patient and family at the centre.  A GP would have an electronic database with the vital information on it flagged-up   There would be a family-tailored package and the family would have someone that they could consistently link with i.e. one linking person as the consultant, for example.  


	


Feedback from the day was taken by flip chart and is summarised in Figure 9.





Figures 8a&b





�
Figure 8a  Patient pathway
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Group 1. Key features of the experience of quality in health-care 


�


Clarity of care pathway


Right information at right time


Welcoming environment


Customer care - Pride in provision


Continuity of care – regularity/predictability








 





Group 1.  Patient Pathway


�
�
2. Comments














ANXIETY






































Finding out results

















Time to wait

















Patient pathway














Parents view


�


�Felt & saw didn’t look right’





���Mentioned several times (to professionals) 





Routine check





Community nurse


(calling more frequently)


�


���rechecked test ? for what abnormality?





Result sent by letter





Health visitor





�GP


���


Paediatrician





Blood test result





Liver disease diagnosed


Quality pointers




















Listen


Trust parents’ intuition




















? final answer


? explanation


? significance


Chance to query

















RIGHT TO ANOTHER OPINION























3. Comments








�Balance between close to home vs. knowledge, skill, and experience





�





��








? results given by phone or leave till meeting























listened to – told – information ‘sunk in’








excellent relationships




































































Patient pathway





GP


�


Local investigation 








Tertiary investigation


�





Blood tests – phone call in 1 week








Diagnosed





Trying to find out what it means








Asked friends, GP, surfed Internet








Liver clinic








Admission











Eight Disciplines





















































Pointers to quality





























Environment


Confidence


‘Looks right’


Met at door


Called in by name


‘Expected’


Customer aware


‘own home’


‘treat as like to be treated’




















�predict needs


Welcome pack


Food if you need it on arrival


In time – when you need it!


Timetable of events/investigations












































4. Comments





Sick babies – knew what to expect














�








�Dietician, 


specialist nurse 








HV - ? ‘What is my role?’


�











Vaccinations


Weaning


Medications


Weighing


Information


“Can she have Calpol?”

















�Access to system/know-how












































Patient pathway





��Admission





Assessment





Liver biopsy





��Best treatment


�����


Medicines





Feed regime














�Home











Administration of treatment at home

















Clinic follow-up









































Further treatment




















Pointers to quality





In touch with families carries into relationships in hospital








Time to talk, facts, scenarios explored, outcomes & problems anticipated 














�HV role





Specialist nurse visit at home – meets HV
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Specialised information
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Children’s Liver Disease Foundation



























































5. Comments
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What can parents expect?
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Patient Pathway
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��Access to services

















�Personalities
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Relationships

















*Partnerships










































































Pointers to quality




















�Guidance on what to do/say











‘Principles’ – how the system works














*CLARITY*
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Figure 8b


Group 2
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Liaisons         Shared Experience


��





�





Possibilities For This Network


���








National Results  Database                                               Proper National Guidelines


�








Electronic Notes  


�





Clear personal tailored package of care 








Figure 9. Feedback From Birmingham - Post-It Ideas For Service Development.


�


Outputs from Birmingham: April, 2004 - Ideas And Ways Forward.


Crucial role of GP-but none here today.


Educational programme for people to keep up to date with Liver knowledge and organisational information and practical procedures. 


Importance of IT to the whole system and to what people do. IT in-patient records and perhaps use of a Credit card approach-you put in the card and you get all the info re the record.


Video conferencing.  Could access via other agencies e.g. local schools have this and could build a relationship with the hospital and the school.


Apply customer care principle to Health providers. Be aware of first impressions - Call people by their name- first impressions arriving on a ward 


Families could have Medic Alert bracelets to alert healthcare professionals to their medical condition or treatment.  The data would be available by calling the number on the disk and giving the patient’s details.  This is a service for which people have to pay and puts it in the hands of the patients and not the medical system.


 ‘Message in a bottle’ a patient has crucial info re them and their health and medication in a glass bottle in the fridge- anyone can access it and they have a notice in a window of the house so that ambulance and other emergency helpers know where to find it and can act on it and save valuable time.


Training opportunities to tap into via the drug companies.-Pharmaceutical representative offered the opportunity to join in their training and also to get ideas from them re: data sharing etc.


Use existing communication pathways to share info e.g. drug companies to GP’s 


Use case histories to reach and influence GP’s -Network could use the patient and other stories they have gleaned from these events to educate.
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Possibilities After April 2004�


Proposals for BSPGHAN





Participants were asked to consider two messages to be taken to the BSPGHAN policy meeting of June, 2004 in Birmingham. They acknowledged that it was futile to ask for large amounts of resources but that emphasis on policy and perspective might yield major changes in outcomes. Their collective view was highly patient-centred and asked for the following to be considered:-





1.Customer Service Orientation





All participants, not only parents, expressed concern about hospital environments and lack of consistent customer service-oriented care. They wanted an emphasis on first impressions of environment and personal interactions, personalised care (including professionals knowing the name and history of patients), care as close to home as a principle for minimum travelling, and “no surprises” care - planned by negotiation, with plans adhered to.





2.IT Developments





Participants wished for more adventurous use of IT with videoconferencing allowing referrals, clinical discussions and education among professionals and ultimately “consultations in your own living room” for patients. This plan is in process toward fruition as the three supra-regional centres have obtained the funding for the equipment necessary. Communication between institutions, currently variable in quality, could be improved as a result. A National Results and Correspondence database with access by secure numbers would allow all professionals and patients access to appropriate results at any time. Nationally-accepted protocols would allow more care to be undertaken in hospitals closer to patients’ homes. BSPGHAN has asked Alastair Baker to review the protocols of the three centres to consider where they can be amalgamated to initiate this plan.





Process Modification For London





For the full-day London meeting elements 1 to 3 of the process were the same as for Birmingham except that Alastair Baker was able to describe eight successful outcomes of the process so far. (Figure 10). 
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At element 4 participants were then asked to write on a “post-it” any issue that was foremost in their minds.   Topics were clustered and a number identified for immediate discussion. It was explained that there would be the opportunity in the afternoon to address three other issues of Young Peoples Services, Short Gut Service and London Services.  Each group was asked to recount times when each topic worked best.  The initial time was 20 minutes. The participants divided themselves up amongst the issues /topics. The topic headings were:�


Referral And Access


Outreach And Peripheral


Personalising Care


Education /Information


Young Persons Services – held over to the next session – see Figure 12.


Results appear in Figure 11.
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In order to share their work and reflect on its value, participants were asked to feed- back their discussions as if to someone influential who was passing by and had just 5 minutes to spend in the room with us. 


At element 5, participants were asked find someone they did not know and look to the future together for 20 minutes in total (i.e. 10 minutes each).  “In 2007 there are no constraints on you or the service. What would you like things to be like?  What would you see hear and feel?” 


At element 6, after a break for lunch there was a short recap of the day to help the consultants who had arrived over lunch and who wanted to focus on intestinal failure/short gut services in the afternoon to acclimatise to the group.  This enabled everyone to see what he or she had achieved in the morning.


At element 7 the participants then had the opportunity to imagine the future of Young People’s services, London Services or Short Gut Services for 45 minutes in groups.  They were asked to flip-chart the conclusions as bullet points and to tell the others in the room briefly. Results for the Young People’s services are shown in Figure 12.
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�As a result of the London Services discussion an annual meeting is to be organised in a conventional, but multi-disciplinary, format - focussing on education and communication. The first taking place in January, 2005. The Short Gut/Intestinal failure group formed a London Short Gut Consortium who summarised their discussions as a brief paper for discussion at the NSCAG meeting 15 days later.


At element 8 everyone sat in a circle to consider “What one thing would give him or her hope that his or her ideas for 2007 would happen?”  They were also asked to consider what they individually could do to change things and to write this on a “post-it” note before they left.


The event closed with Alastair Baker thanking everyone for his or her time and hard�work throughout the day. Feedback forms were distributed and received. Everyone  subsequently received a report of the day.�








Summary Of The London Meeting





Most people were meeting for the first time. Participants included patients, community nurses, hospital nurses, parents, consultants, and a GP. Five young people attended, of whom three were less than 16 years old. Their presence changed the dynamic of the gathering, and their views were particularly valuable. Those providing the service heard them first-hand for the first time. 





Outcomes





A further meeting was planned for Sunderland in January, 2005 at the invitation of a local consultant who wishes to see and experience the process.  This will mean that in a 12-month period 4 different parts of the UK - Scotland, the West Midlands, the South East and the North East will all have had the opportunity to be involved. It has attracted the interest of patients, parents, professionals, the relevant charity and the NHS Modernisation Agency. Participants (especially parents and patients) have become enthusiastic supporters, are optimistic about what will happen and want to continue. 





The progress of the MCN was presented as a paper at the BSPGHAN meeting in  January, 2005. The aim is for this work to be the subject of action research commissioned by the Department of Health in the context of the National Framework for Children’s Services. The results of the current work to-date will be published and discussed as widely as possible, particularly the agenda for customer services and IT agreed in Birmingham.�� Summary Conclusions





This introduction of Managed Clinical Networks by AI brought many key players in health care together where they can build relationships and work to make a real difference to patients and staff. AI offers an opportunity and method for people to:-


 


Talk to each other in a new way, asking different questions and building relationships; identify positive aspects of their work and celebrate their achievements and successes.





Take time to review and reflect for themselves and collect evidence of their effectiveness in a sector where the focus is always on problem-solving for others and their needs.





Be reminded of their abilities to understand, imagine and create ideas in relation to their work environment, their work content and the way in which they do their work, thus building confidence and capacity.





Think and be creative about their work, taking empowering actions to change things and understanding that small changes can make a big difference.





Identify, in a short space of time, what is important to them and what common ground exists between them and others, so enabling partnerships to be formed.








The creation of Managed Clinical Networks aims to improve services by removing boundaries and extending knowledge and involvement. The AI process has the power to re-engage and re-energise many people at the service and organisational margins of the NHS who may currently feel excluded or dependent; to involve them in the development of their own services and to invite them to look beyond the boundaries that currently constrain the development of quality in the NHS.�


One parent sent us a schematised care system based on the discussions at Birmingham. It is transcribed in Figure 13.
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Feedback Interviews: What Do You Remember And What Difference Did It Make?


A random selection of those who had attended the first meeting in Crieff were contacted by telephone and email approximately 9 months after the event and asked “What do you remember?” and “What difference has it made?”. People remembered meeting other parents or professionals, and feeding-back to medical staff was particularly appreciated, as parents have little opportunity to meet-up with each other or professionals in the context of commenting on the service outside the specific needs of their child’s care.  They valued the lack of defensiveness if their comments might be seen as critical. The realisation that things do work in the current system and that there are good experiences was novel and very reassuring. Common views between users and professionals, for example the need for facilities for young people, was also recalled. Parents were struck by the realisation they were not alone in their experiences. This revelation of “Someone else knows how I feel.” seemed extremely powerful and almost liberating.  Professionals particularly valued hearing the opinions of parents directly and being reminded that parents’ and patients’ views were key to improvement. The realisation that this was part of a process rather than a meeting of a prescriptive kind was initially novel for some professionals. However even the most accomplished problem-solvers were thinking and inquiring appreciatively after about 20 minutes.  


What difference has it made? Respondents emphasised the following:


They feel more positive and less frustrated.  


They had not met anyone with a positive experience before.  


The professionals were approachable and the experience brought us closer together.


A realisation that it is incredibly informative and fruitful to have parents and patients there and to hear their views. 


A realisation that you need to express yourself differently depending on who is there.  


Having agreed with a particular professional the benefit of a particular service development, we found it easier to ask for it for our child. 


The possibility of the supra-regional services speaking with one voice, as opposed to being seen as centres competing with one another. 


A consultant now meets and greets patients personally at the clinic after hearing a story about what a difference this makes to parents and patients. 


The Emerging Future For This Managed Clinical Network And A Contribution To Other Clinical Networks 


There is a need to keep all those who have been involved in the information and activity loop. The means to do this may include:-


The BSPGHAN website can be used to post information about the meetings past and future and their conclusions/outcomes. 


The findings to-date can be published in relevant journals to increase awareness. 


A further report will be made available to the CLDF for their delivery magazine.


A seminar on Appreciative Inquiry and its’ application in health care could be held and include this work. 


A road-map for this MCN might include creating national practical guidelines that would help to define the network role and process as well as the role(s) of those taking part in it.   


Guidelines might (in turn) be of benefit to Managed Clinical Networks in other disciplines and fields. 


Making a modular CD video including many topics encountered in the care of children and young people with liver problems. This would involve professionals in the medical sense, but also patients and parents as experts in living with conditions and administering treatment with intimate knowledge of the way the system interacts to deliver the service.  


There may be an opportunity to use this work to contribute to the core curriculum for Inter-Professional Education (IPE) where there is discussion around communication and ethics. Alastair Baker is a facilitator on the Guy’s, King’s and St Thomas’ IPE course. 





Discussion


The first and overwhelming impression of the process so far is how robust it is. The introduction to AI as a 1.5 hour module of “Tell a story. Successes by themes. A mind-map of the future and Feedback” has been undertaken by us with various minor modifications on four occasions with three different professional/ parent/patient combinations with strikingly similar outcomes in terms of engagement and energy, outputs, feedback and conclusions. It was consistently fun, conflict-free and energising. A few individuals carried over some skills and outcomes from one meeting to the next but are not essential for this module. A very few other individuals had difficulty in engaging, either in leaving behind problem-solving, urgency for action or “that nothing positive ever happens in my experience.” They did not de-rail the process and were still included and contributed. We learned to incorporate the positive aspects of their comments in the agenda, either immediately or in the next session. It is important to channel the drive to act into planning towards an outcome to be fed-back to the group in the future, implying contact with their “real world” and creating new and functioning groupings based on the relationships created in the meeting. This module, which is relatively easy to facilitate, can create a practical vision of the future and engage many individuals with it. It is unlikely to contribute strongly to organisational structural change, but using AI as a tool can work well to help participants create a better achievable future that they own. Participants can begin to recognise that their contribution to their organisation is valuable, not only as a worker or passive recipient of care (i.e. a “cog in the machine”), but commitment beyond this in understanding, decision-making and in making “small changes” has a special value in terms of quality. Thus we have shown a valid and indeed powerful role for AI as a short intervention. We were moved to reflect that most humans are naturally good at AI.


We engaged individuals from diverse health care backgrounds and parents to generate data of extremely high quality. For example, the patient pathway drawn in Birmingham (Figure 8a) exhibits richness of experiential detail of quality of health care that could not be gained by process analysis from a group of professionals, no matter how diverse. Process analysis is usually considered the preserve of managers or consultants of considerable experience. Yet without such conventional “experts” a representation of an existing process combined with a vision for an idealised but achievable future was created and the participants owned and recognised it. It remains true to the principles of quality:- patient-centredness, efficiency, effectiveness, safety, equity and timeliness, (Institute of Medicine, 2001) - although participants were probably not formally aware of these principles (as most UK health professionals are not). Experiences of patient-centredness can only be truly represented in any process by including the perspectives of patients. Thus, “naïve” individuals, AI, diversity and enthusiasm produced an output and understanding that it is unlikely could be achieved by a management consultancy, however renowned, using “conventional” methods. The participants worked hard to achieve it and ran out of energy by the end. We speculated that if the AI process becomes externally tasked in this way, as opposed to emergent among the participants, it becomes de-energised. It remains to be seen if these hard working participants will be affected to pursue the vision they created. This also illustrates the general principle that much more energy is available for internally-motivated compared with externally-motivated tasks.


Over three meetings, families’ messages are remarkably consistent about what they wanted from services. Their requirements are reasonable and overlap with the ideals of the professionals, as illustrated by Figures 5, 6, 7, 8b, 12 and 13 - but given the method, inevitably focus on their experiences created by interactions with services, a perspective that professionals cannot know for themselves. From this data, families recognise the complexity of the system that treats their children. They accept the gradual technical developments underpinning care and are not pressing for instant massive progress. They want information and knowledge to permit involvement in decisions and to know what to expect, access to services and to be heard when they have concerns or distress, response to their concerns, trust in individuals and the system that it will work for them and it knows what is happening and what will happen. They want not to suffer unnecessarily, including from travelling or waiting - particularly waiting in ignorance. They want to feel that professionals and services recognise the unique nature of the illness and of their child and family, and respect them as individuals. They particularly want personal and equal human relationships with professionals, implying sharing power over what happens to their children. There is no evidence among these participants that they prefer dependence. They recognise that knowledge is power but also independence and promotes system reliability through accountability, and that knowledge comes from language, most easily and accurately acquired through talking, often at length, to someone whose knowledge is valued, hence they value communication. Most of these ideas are not new to health care professionals. However, they have a low priority when professionals design health care, but as we have shown, become the key principles when AI is used for system design among users. 


The NHS has no tradition and poor skills in creating experiences or being aware of the experiences it creates, i.e. its’ aesthetics. In fact, when professionals are presented with adverse experiential data they almost always respond with denial, arguing against its validity or relevance to themselves or their departments. Alastair Baker’s experience of feedback in the Birmingham meeting concerning how a short anecdote of inviting families into a consultation personalises care illustrates that AI is ideal for feedback concerning service experiences. There is no impetus for defensiveness as positive feedback is akin to praise (which does not have a strong tradition in the NHS either). The feedback was specific in terms of what behaviour made the difference, what effect it had and what future changes it idealised. It also illustrated what the parents valued in the interaction - with the possibility of creating more interactions with the same types of experience. It invited reflection on what represents excellence in health care interactions and how professionals can contribute to them. The answer in this case, as in many others, is a “small change” in behaviour brought about by a change in the professional’s mental models that may be large or small depending on the professional’s starting point. A major feature of these small changes (with big results) is the tendency for these changes to disregard or remove conventional boundaries. In this case the boundaries are about space and role. Alastair Baker was asked to come out of the consultation room and act as host to patients as personally recognised and esteemed visitors. Thus the professional’s perspective may be dependent on his/her ideas about such boundaries. “Small things make a big difference to patients” is a reflection that emerges from AI health care interactions. (Wright & Baker, 2004). AI helps us understand that many improvements in health care quality are already in our own hands, but may confront our sense of boundaries to our professional identity. The boundaries are therefore also inside ourselves and only we can remove them.


The concept of Managed Clinical Networks implies working beyond or despite boundaries where patients’ needs dictate. As it appears in the introduction to this chapter the definition does not seem very radical. However, the boundaries referred to are not only institutional (although those are difficult enough) but also inter-professional and those between professionals and patients erected to protect professionals from “sharing the anxiety associated with illness”. (Menzies-Lyth,  1959) These boundaries come about during health care education via the “hidden curriculum” that is largely unarticulated, unexplored and not subjected to reflection (Crib & Bignold, 1999). Thus, in their fullest sense of overcoming these boundaries MCNs are a very radical concept whose potential development asks profound questions about the nature of professionalism, patient-professional relationships and professionals’ sense of their professional identity. The families’ ideals echo these questions. Change at the level of personal and professional identity is often very difficult, especially when other vested interests such as power within and from institutions is involved. We cannot expect MCNs to be an instant success, despite their altruistic conception, and the engagement of those with a vested interest in the status quo may be a problem. AI, however, can be an optimal means to move forward. As shown in the feedback, differences between people and communication between professionals and parents are seen as intriguing and valuable. Discussions permitted common cause to be made. For example, better communication and the potential role of IT were seen as the key to a better future by 70% of all attendees. Thus AI questions current actions, roles and relationships - but without critique. It maximises the valuation of the contributions of all participants whom it values on civil equality. It answers the question “What has been done that is the best?” and invites the answers to “What can we do that is the best?” It moves beyond thinking of vested interest as a problem, to understanding that altruism and humanity, participating in effectiveness and wishing to be held in honest high esteem are important motivators to all humans.


Throughout the development of the MCN has run a strong theme of opportunism. Events occurred when and where participants could be available, by including those people who were interested and by working on themes that were generated by feedback or were in the current collective consciousness. Those topics became the agenda, but without becoming identified as problems to be solved. Funding was obtained from professional societies, a charitable source, pharmaceutical companies, a hospital and educational funds. Outcomes were aimed towards messages for available recipients such as imminent meetings of BSPGHAN, or NSCAG with respect to short gut syndrome. Thus the process has been very much “in the moment” and in and of the environment in which the participants were living and working. This approach is in keeping with the idea that one size does not fit all, in contrast to the centralised decision-making, planning, funding and execution of the NHS, with the strategy determined centrally to provide for centrally-perceived needs of patients as groups not as individuals. We also stretched the inclusiveness of the third meeting to patients, including adolescents. Five attended. Following a little hesitancy they readily contributed. Although one found it difficult, four contributed powerfully and led the agenda towards their experiences and concerns. Their ideas were simple but elegant and in no sense facile, unreasonable or irrelevant. They showed instant knowledge of how to use a mind map and could readily conceptualise a health care future. Even the young person who contributed little provided a strongly positive feedback form. It is clear that in using AI, young people (including children) can help design and create their own health care services.


A recent book (Surowiecki, 2004) argues that over time groups consistently out-perform individuals in decision-making in contexts of uncertainty, no matter how expert the individuals. However, to be so effective the groups must be genuinely diverse, with clarity of purpose and everyone must have a chance to speak. Our AI groups have been diverse by health care discussion standards. We have sought clarity of agenda, despite having partly negotiated it among participants, and it is in the nature of AI that everyone’s story is heard and recorded. As with the experience of the patient pathway the explorations by groups maintain their energy and momentum best if the groups have maximum latitude for discussion and decision-making. In leaving behind the NHS model of dependency on the knowledge of the professional expert, new possibilities became evident. They are based on real experiences so a vision of the ideal future remains close to the best of what already has existed. All participants having similar health care experiences can recognise some part of that vision and adopt it in some way into their version of reality. It is a vision just a few small changes ahead of the present, created and attainable through our own collective discussions and efforts, but it is never “unrealistic” unless we slip into seeing achieving it as a problem to be solved. Facilitators can help by reflecting that improvements will be incremental (small changes), developmental, and often unexpected. The allegory of a journey is often helpful, as it is to reflect on whose destination we are travelling toward.


While in the past the NHS was thought of as a monolithic or inert institution, it seems obvious now that UK health care is more helpfully considered as a complex adaptive system. It certainly exhibits many features of complexity with uncertain cause-and- effect relationships, recurrent and emergent patterns of human responses but unpredictability including error, failure of command and control, and outputs determined by the nature of the whole system. Further features of complex adaptive systems are emergence of novelty at the edge of chaos (Stacey, 2000) and autopoesis; self-replication based on recurring patterns in chaos called fractals seen at every layer from micro- to mega- throughout the system (Wheatley, 1994; Maturana &Varela,  1998). Ashby’s law contends that the part of the system with the most prolific repertoire of responses has most control over the system. (Ashby, 1956). Human society and the communities in which health care functions can also be helpfully considered as complex adaptive systems, the second embedded within the first. Therefore, in complex systems terms the NHS is embedded in UK health care, itself embedded in UK society embedded in human society. Society is changing faster than the NHS, and there is a real sense in which the social structures of the NHS no longer replicate those emergent in society. The NHS is more hierarchical, observes many, more rigid, unchanging boundaries, is capable of limited stereotypical responses and fails to respect diversity (both cultural and in accepting individual behaviours) more like British society of the time of its inception. Its’ information-handling is also well behind that seen in sectors such as retail, travel and banking. Thus, the NHS and its’ institutions are not very faithful fractals of modern UK society and have the potential to be in conflict with it, evidence of which is seen by many of us in UK health care, being particularly evident within or around clinical micro-systems where the two interact. From the mystical tradition (Gergen, 2001) it has been claimed that:-


“The NHS is the last great religion of the UK. Everyone wishes it well and worships at its temples from time to time. The trouble is that the high priests are losing touch with the congregation.” (Neuberger, 1999). 


There are good social and complex systems reasons for fearing for the future of the NHS without major change to mirror social changes.


The definition of clinical micro-systems (Nelson et al, 2002) places patients clearly outside their boundaries.  Two considerations bring this definition into question. We aim for patient-centred care or co-creation of care with patients, yet this definition inserts the boundary exactly where the central focus of our interactions should be taking place.  We also know that the costs of developments in medicine and health care are far out-stripping the capacity of all economies to pay for them.  In order to sustain such developments in universal health care most basic and low-tech health care will needed to be handed-back to patients and their families, with quality in their self-care facilitated by professionals.  In complexity terms we might think of clinical micro-systems as representing the fractal pattern at its smallest level, where the relationship between inter-personal interactions and effectiveness are manifest most clearly as co-creation of care. In this new model, patients and families are seen as inside clinical micro-systems, with professionals surrendering their dominance and patients their dependency.  These changes mirror those in relationships and professional identity alluded to elsewhere in this chapter.  During AI conversations we have shown that parents and patients can readily understand the complexity and limitations of health care services and delivery, and contribute to possibilities for a better future while professionals can enjoy empathising with families’ specific needs and create relationships that are equal in the AI process.  So far, we have focused on the nature of the delivery service.  We wonder if the same kind of process can be used to co-create individual care. 





To be successful, an emergent or autopoetic Managed Clinical Network would therefore need to replicate or at least reflect successful relationships and interactions from the social and micro-system levels. AI is an ideal way to recognise those interactions in practice and endorse them socially to be accepted as the benchmark for the current function of the MCN, and to ensure that they change as social expectations change. Certainly this MCN has emerged from pre-existing relationships with relatively little external effort. We shall see if it achieves a life of its own. If so, it may herald a different form of health care with greater flexibility and responsiveness, much looser “institutions” with negotiated rather than imposed boundaries between professionals and users. The interactions and relationships could be predicted to be much closer to those prevalent in society, possibly mirroring those of successful commercial, voluntary or social organisations. Management will be seen as facilitating the emergence of a collective vision among professionals and users and empowering its’ enactment, rather than dividing limited and shrinking resources among the competing problems with decisions based on critique or internal power in a vain attempt towards command and control.
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Time line for the MCN process
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Summary of the commonest response topics for all feedback to each of the questions from the end of all three sessions





What is exciting/important about the AI method?


-Diverse but inclusive, good for communication, 


What have you learned from the session?


-Feel the same as others -  professionals and parents – collective will to improve


What was the highlight of the session?


-Meeting new people, recognising common concerns


What would you like to see happen as a result?


-Development of IT for better communication


Things that are essential to strengthening this network


-Communication – replied by 70%











1





Often


talk +++





Health visitor


GP


DGH


Tertiary care





Figure 10              Managed Clinical Network successes





·	Children’s Liver Disease Foundation convinced – paid for a 


      meeting.


·	Asked for IT facilities between units at Birmingham – it has   


      been funded and will roll-out during next year.


·	Need for customer services to be prioritised presented to


      BSPGHAN – being considered at council level.


·	Out-patient interactions – greet and invite families into


      consultations.


·	Design and understanding of current and idealised patient


      pathway.


·	Access to GPs through pharmaceutical companies.


·	This work accepted for publication.


·	Revealed a way of working to involve young people in creating their own services





Education and Training





Keep it simple





e-mail





Info pack





Study day





MCN – identify consultants and involve them





REFERRAL&ACCESS





BEST EXPERIENCE!





Communication


-discharge letter etc.


speed of delivery





·	IT


-improvements


-standardised across centres





contact


-communication pathways


-named contact











*What works now*





PARENTAL EMPOWERMENT





COMMUNICATION BETWEEN CENTRES





COMMUNICATION BETWEEN DOCTORS AND PATIENTS





BOOKLETS/INFO





TECHNOLOGY – CAN HELP MEETINGS





RELATIONSHIPS - STAFF TO PATIENTS





PERSONALISING 


CARE


Positives


Treated as an individual


Child in an adult’s body – getting balance


Nursing staff who were interested in my life


Play specialists – very important role


Well prepared for transition to adult care


Flat – good bridge to facing outside world


Privacy











Idealised care





-I was allowed to stay with my child 


whenever I wanted to


-medical team very good at explaining 


information and news


-ALL procedures however small


   were explained


-had continuity of out-patient support





Idealised care





-Peer support





-groups ?facilitated by other patients? 





-treated normally





-not adult – not child





-supporting parents





Idealised care








To be treated as an


individual with compassion


respect and intelligence








Adolescents want to be


Treated as equal





-not as children/not adult








Workshops on ward


-teaching for parents of teenagers





teenagers don’t feel


appropriate to be on


ward with smaller children/babies





Privacy








Fig 13.Services designed by a parent





What would ideal services be like?





Other parent 


experiences





CLDF





Key person





Multi-disciplinary team
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Nurse        dietitian





Supra regional centre





NEW


SICK


CHILD





GP central to family





IT





Unified


communication





DGH





Regional centre





Electronic
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(for symptoms)





parents





Health visitor





midwife





NHS direct





School


nurse











