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Glossary

CTEPH- Chronic Thromboembolic Pulmonary Hypertension.

HB- Health Board

IHI- Institute for Healthcare Improvement

MDT-Multidisciplinary Team

NSCAG- National Specialist Commissioning Advisory Group

PAH- Pulmonary Artery Hypertension.

PAWP- Pulmonary Artery Wedge Pressure.

PH- Pulmonary Hypertension

PHA UK- Pulmonary Hypertension Association UK

PVR- Pulmonary Vascular Resistance

SBUHB- Swansea Bay University Health Board

SPVU- Scottish Pulmonary Vascular Unit

VBHC- Value Based Healthcare

WHSS(C)- Welsh Health Specialised Services (Committee)





Project Proposal

Background

I am submitting this project proposal for my leading service improvement project during my Welsh Clinical Leadership Fellow (WCLFT) year whilst hosted within Welsh Health Specialised Services Committee (WHSSC).

“WHSSC’s strategic aim is, on behalf of the 7 Health Boards (HB), to ensure that there is equitable access to safe, effective and sustainable specialist services for the people of Wales, as close to patients’ homes as possible, within available resources.” (WHSSC 2019))
 “Pulmonary hypertension (PH) is a rare disorder of the blood vessels in the lung, characterised by raised pressure in the pulmonary artery, which results in a range of symptoms and may be life threatening.” (NHSE 2015)
PH specialist services have been commissioned by WHSSC for patients in Wales since 2012. These services are delivered by tertiary centres across the UK, none within Wales. These centres provide patients with access to care from expert clinicians, extensive investigations, targeted drug therapy and opportunity for recruitment into clinical trials. The patient pathway is thus split between Welsh HBs and English centres.

Patients presenting with PH are a very heterogenous group and this presents significant diagnostic challenges and a wide range of possible pathways through which patients may enter a PH service. This pathway however can be broadly spilt into the following stages:

· Patient presentation to primary care.
· Primary care referral to secondary care. 
· Secondary investigation.
· Secondary referral to tertiary services.
· Ongoing management, surveillance within tertiary and secondary services. 
· Medication is provided via a homecare service from the tertiary provider.
· Referral to palliative care for end of life support. 

Understanding the pinch points within these pathways is key to enabling the development of a service within Wales.

WHSSC have recognised that there is a need to review the commissioning and provision of PH services to patients in Wales.

There are several drivers for this:

· The delays that Welsh patients experience during the diagnostic and referral pathway for PH.
· The distance travelled by many Welsh patients to receive tertiary care leading to potentially inequitable access to specialist care. 
· The recognition of a growing expertise base within Wales able to manage these patients locally. 
· A potential reduction in duplication of investigations that Welsh patients are undergoing. 
· The Welsh Government agenda of ‘A Healthier Wales’ aiming to provide specialist care closer to home for patients in Wales. 
· The potential to reduce the cost associated with this service and to retain some of this spending within Wales.

It is therefore proposed that “The aim of the project is to develop a model of care and patient pathways for patients with Pulmonary Hypertension (PH) in South Wales to enable WHSSC to undertake commissioning decisions relating to the proposed PH service.”

Ethical consideration

The review of the commissioning arrangements for this service is fully embedded within the WHSSC Integrated plan and has passed through the governance process for consideration. As such ethical approval is not required for this project.





Methodology

My initial approach to this project will be to identify all the key stakeholders involved and impacts on them, quantify the deliverables of the project and how these can be measured. It is also key to gain an understanding of the wider framework that governs commissioning of specialist services. 

Stakeholder engagement:


(Fig 1.)

Each stakeholder group will require different methods of engagement and evaluation   and how any potential models will impact upon them. 

Engagement of patients directly through WHSSC may not be feasible therefore clinician and possible third sector involvement may be necessary for this. 

To deliver the outputs of this project it will be necessary to review the current patient pathways to understand where ‘waste’ occurs and how this could be reduced.
This will be achieved through process mapping the current pathways and engaging clinician stakeholders in order to map the potential future pathway i.e. trying to identify what ‘good’ might look like.  

This process of waste reduction and reducing variation within pathways aligns with the principles of prudent healthcare, this may be demonstrated by reduced waiting times for patients and by providing care closer to home. Reducing variation enables greater equity and providing expedited care for the PH patients with the greatest need increases life expectancy. 

[image: Image result for prudent healthcare infographic]
(Fig 2. Welsh Government 2016)

In order to identify a model of care that may work within in Wales, it will be necessary to evaluate other models currently used for the provision of this care. This will involve site visits to some of the current providers and developing good relationships with them in order to better understand the pathways and explore what could be adopted in Wales whilst ensuring sustainability of any future service. 

In the context of the drivers for this project any new service models must increase the value to patients by improving clinical outcomes and quality of life, providing added value to the extended healthcare environment. This would be in alignment with the principles of value based healthcare. Commissioning decisions relating to PH may impact upon wider pathways within the cardiology services portfolio currently commissioned by WHSSC in Wales. 




Value Based Healthcare:

[image: Patient value by Michael Porter]
(Fig 3. Porter 2006)

When assessing any model appropriate for this project it will also need to fulfil the principles of IHI good commissioning and this includes an obligation to reduce or control the costs per patient. Assessing the potential financial cost of any future models will be compared against the current financial spend and may enable some cost reduction. 

Results

The project aims to deliver a proposed model or range of models that could be adopted through the commissioning process by WHSSC to provide a PH service to patients in Wales, supported by the evidence gathered through the above methods.

The timeline for the development of this model is one year, however any decisions regarding the commissioning and operational activity are likely to fall outside of this.









Project Report

Situation

In Autumn 2017, there was recognition by WHSSC alongside local health boards that there was a need to review the provision of pulmonary hypertension services for patients in Wales.

There were several drivers for this review:

· The delays that Welsh patients experience during the diagnostic and referral pathway for pulmonary hypertension. (PHA 2017)
· The distance travelled by many Welsh patients to receive tertiary care leading to potentially suboptimal access to specialist care. 
· The recognition of a growing expertise base within Wales to manage these patients locally. 
· A potential reduction in duplication of investigations that Welsh patients are currently undergoing. 
· The Welsh Government agenda of ‘A Healthier Wales’ aiming to provide specialist care closer to home for patients in Wales. 
· The potential to reduce the cost associated with this service and to potentially retain some of this spend within Wales.

As a consequence of this WHSS submitted an application to host a Welsh Clinical Leadership Fellow for the 2018-2019 Academic year. 

The role of the Leadership Fellow was to design a service model (or models) for patients with pulmonary hypertension in (South) Wales.







The aim of my leadership project:

“The aim of the project is to develop a model of care and patient pathways for patients with Pulmonary Hypertension (PH) in South Wales to enable WHSSC to undertake commissioning decisions relating to the proposed PH service.”

In order for me to effectively undertake my leadership role within WHSSC it was essential for me to understand the landscape within which I would be working. 

Understanding the Commissioning Landscape

Commissioning strategy:

To enable the outcomes of my project to support commissioning decisions it was important for me to work with the established WHSSC team to ascertain the process by which these decisions are undertaken within WHSSC for patients in Wales. 

The strategy for commissioning specialised service in Wales is laid out it the Integrated Commissioning Plan for Specialised Services for Wales 2019-2022. The foundations for this plan are the Principles of Prudent Healthcare and the Well Being of Future Generations (Wales) Act 2015, as such providing a positive change to current and future generations, through a 20 year vision for Specialised Services commissioning in Wales. (WHSSC 2019)

The Department of health in conjunction with the Care Service partnership have published guidance for developing a commissioning strategy in public care. This is laid out in a stepwise approach:
· A statement about the purpose and the commitments of the commissioning agencies in meeting the needs of the population. 
· An analysis of relevant legislation and national guidance.
· An analysis of the needs of the population, and how these will change in future. 
· An analysis of current and potential services and resources, and how they are likely to meet future needs. 
· A review of relevant research and good practice on services.
· A statement about the strengths and limitations of current services, the changes needed, and detail about the types of services which will and will not be commissioned in future. 
· Plans to monitor and review the impact of the strategy upon quality of services delivered, and the outcomes for the population. (Moultrie 2006)
My role leading this project has also required me to gain an understanding of the political landscape around health and specialist commissioning and this has required me to form links with Welsh Government to achieve this. 

Commissioning Cycle

The arena of specialist clinical commissioning was alien to me therefore gaining a wider knowledge of the frameworks that my project is embedded within was crucial. The commissioning cycle is the framework used for analysing, planning, implementing and reviewing this process. Fig 4 (WHSSC 2019) outlines all the elements of the WHSSC commissioning cycle. This model has been crucial in enabling me to identify the key stages in the commission process and to give an overall structure to the project. 
[image: ] (Fig 4. WHSSC 2019)



WHSSC is a non-statutory body and The Well-being of Future Generations (Wales) Act 2015, has enabled WHSSC to exert influence through:

  Cross sector collaboration including, sharing information, develop of services leading to horizon scanning.
 Engagement of service users leading to co-production.
 Identifying whole systems solutions, such as value based healthcare.
 Governance through quality and performance management
(WHSSC 2015)

The PH project was identified through needs assessment and horizon scanning and also through clinician interest and concern regarding patient access to the current provision. I have worked closely with the policy team within WHSSC to enable further horizon scanning with the arena of PH so that any service models align with the wider developments in PH.


Clinical background

As a clinician leading a project in the non clinical arena of commissioning it was essential for me to have a thorough understanding of PH and its impact. This enabled me to communicate with clinicians involved in patient care and to work collaboratively with the WHSSC team to aid overall understanding of the disease and therefore the needs of a future service.

What is pulmonary hypertension?

“Pulmonary hypertension (PH) is a rare disorder of the blood vessels in the lung, characterised by raised pressure in the pulmonary artery, which results in a range of symptoms and may be life threatening.” (NHSE 2015)




What is pulmonary artery hypertension?

This describes a group of patients with PH whose investigations demonstrate pre-capillary PH with a PAWP  15mmHg and a PVR >3 Wood units (WU), in the absence of any other cause of pre-capillary PH such as lung disease and CTEPH.  (Galie 2016)

PH can be classified into 5 groups, these are explained in Fig 5. (Galie 2016). 
Subtypes in group 1 are often the most rapidly progressive and debilitating, these patients are more commonly female in their middle age, when it has a devastating impact on quality of life. Sadly these women often have double the mortality rate at 5 years despite treatment when compared to women with treated breast cancer.



[image: ]
(Fig 5. Galie 2016)



Needs assessment: How common is pulmonary hypertension?

In order to develop new models for leading change in the way that this service is currently commissioned it was imperative that I was aware of the extent of the disease burden within Wales and this has been achieved by working collaboratively with clinicians involved in the care of these patients.

Galie (2015) quote that in the UK, “PH has a prevalence of 97 cases per million with a female:male ratio of 1:8”. Thus with a population of 3.125M people Wales could expect to have around 303 cases within the population of all forms of PH. Reporting of PH incidence data is poor internationally. This can also be reflected in the delays that are seen in diagnosis of PH not only in Wales but across the UK. 
This size of the disease burden is evidenced further within NHS England’s commissioning policy for targeted therapies for use in PH “The estimated annual incidence of diagnosed PAH in the general population ranges from 0.9 to 7.6 cases per million persons, while the prevalence of diagnosed PAH in the general population is between 6.6 and 26 cases per million persons (Frost et al., 2013, Humbert et al., 2006, Peacock et al., 2007, Ling et al., 2012, Hurdman et al., 2012). Incidence and prevalence rates may be underestimated as a result of missed and/or undiagnosed patients (Frost et al., 2013). From this it can be extrapolated that Wales could expect to have around 81 patients with PAH within its population.

The variation in reporting of PH in all forms poses a commissioning conundrum when extrapolating the size of the disease burden to commissioners. The data presented later in this section demonstrates the numbers of patients in Wales currently on treatment for PH and therefore patients in group 1 and Group sub classifications within Wales. 








The April 2017- March 2018 Pulmonary Hypertension National Audit reported in October 2018 outlines the following patient numbers:

	Managed patients with an active referral at any point during 2017-2018.
	9,913


	Active patients with an active referral on 31st March 2018
	7,670


	Active drug therapies include patients with at least one PH drug therapy being prescribed on 31st March 2018
	4,374




Understanding myself as a leader of change
Having gained deeper insight into the project content it was also necessary for me to better understand myself as a clinical leader within the project. The project was embedded within the planning team at WHSSC. However much of my work involved liaising with external stakeholders. 
Psychologist Daniel Goleman describes six types of leadership style: 
[image: Image result for Goleman's 6 leadership styles images]
(Fig 6. Goleman 2000)

Throughout the project I have utilised a wide range of these leadership styles depending upon the circumstances.  It has been key to generate a shared vision of what the project is aiming to achieve. This has meant working collaboratively with all parties to ensure that any model adopted provides the best outcomes for all stakeholders. Hank Rubin is a proponent of collaborative leadership “You are a collaborative leader once you have accepted responsibility for building - or helping to ensure the success of - a heterogeneous team to accomplish a shared purpose.” (Rubin 2017)  The adoption of a future model that provides excellent care for patients in Wales would be my aspirational outcome and this can only be achieved with ongoing collaborative leadership. 

Devising a methodology

Given that this project sits within the wider context of WHSSC’s commissioning portfolio one of the early outputs from the project was the submission of the project initiation document (PID) to WHSSC Management group. This outlined the agreed phases of the project. Phase 1 was the focus of my leadership responsibility, with phases 2 and 3 likely to occur outside of the 1 year timeframe. The components of phase 1 are outlined below:
Phase 1 – Identification of the current and future needs of Welsh patients with pulmonary hypertension. Review of current pathways and patients access to them. 

· Needs assessment and analysis of future population needs.

· Understand existing patient care pathways into current specialised services to identify the point at which patients could enter a Welsh service.

· Identify and review current PH specialised commissioning activity, identification of current contracts, financial position, and patient flow.

· Undertake scoping work to understand what infrastructure and service delivery framework is required for delivering a PH service.

· Stakeholder workshops to ensure stakeholder engagement and involvement in the development of potential models. 

· The information gathered through this process will inform the gap analysis, identifying where service developments are required and best placed to service population need. 

Establishing current practice and pathways

Pulmonary Hypertension services have been commissioned by WHSSC for patients in Wales since 2012. These are currently commissioned from several English providers and the patient pathway is split between Welsh HBs and English centres.

Patients presenting with PH are a very heterogenous group this presents significant diagnostic challenges and a wide range of possible patient pathways through which they may enter a PH service. 

With reference to formal commissioning arrangements tertiary PH services are currently commissioned by WHSSC as a specialist service, both within specialist cardiology contracts with most providers and on specific service contracts with others. Investigations performed within Welsh secondary care may also fall within both general secondary care work and specialist contracts. However, there is currently no formal contract with any Welsh provider for any pulmonary hypertension work. At present any PH service provided in Wales needs to be fulfilled within the current financial provision, with no new money available to pump prime a service. 
There exists across the UK a delay in the recognition and therefore timely referral of PH patients into tertiary services. This was highlighted in the PHA survey in 2017 which demonstrated that 48% of patients waited over a year after their first symptoms before being diagnosed and 40% saw 4 or more doctors before being diagnosed. One third of patients were admitted to hospital as an emergency because of their PH where they went on to be diagnosed. 
Understanding the Current Model and learning how to transform this.

I took the lead in developing the understanding of the current patient pathways. This has involved forming contacts and links with the national centres across the UK. It has involved open, honest and frank discussions regarding the potential future commissioning decisions. 
My time in MIT on the Implementing Enterprise-Wide Transformation influenced much of my perspective on motivating others to be open minded about potential service changes. Doug Ready provided me with the opportunity to learn of “The power of collective ambition” (Ready 2019). His work on the Transformation leader identifies not just the ‘doing’ aspects of leading transformation but also the ‘being’. It was imperative that from early on in these discussions with the national centres that these principles of ‘forming a collective ambition, honouring the heritage and keeping it fit for the future’ were paramount when addressing what a future service may look like. 
Currently patients travel to regional centres with long established expertise and are seen by experienced clinicians. The formal designation of these sites was undertaken by the National Specialist Commissioning Advisory Group (NSCAG) of the Department of Health in England in 2001
During the consultation and establishment of these centres it was acknowledged that Wales and Northern Ireland may develop satellite centres in the future. (Gibbs 2008) There remains concern amongst these centres that patients in Wales may be experiencing inequity accessing these services. 















[image: ]

(Fig 7. National Pulmonary Hypertension Centres of United Kingdom and Ireland 2018)

There are 9 specialist centres across the UK

	
· Golden Jubilee Hospital, Glasgow.
· Freeman Hospital, Newcastle.
· Mater Hospital, Dublin.
· Royal Hallamshire Hospital, Sheffield.
· Papworth Hospital NHS Trust, Cambridgeshire.
· Great Ormond Street Hospital.
· Hammersmith Hospital.
· Royal Brompton Hospital.
· Royal Free Hospital.







Currently patients from South Wales and South Powys are mainly seen by London centres although a few patients travel to Sheffield. North Wales and North Powys patients are mainly seen in Sheffield. Paediatric patients are seen by Great Ormond Street and within Congenital Heart Disease services. 

For the planning team to understand how a service in Wales could be structured the model I identified for analysis was that of the Scottish Pulmonary Vascular Unit (SPVU). This is a regional centre that provides care at a national level. There are geographical and population differences between Wales and Scotland that would prevent this model from being directly applicable to Wales. I organised a site visit to the Golden Jubilee Hospital. This trip gave invaluable insight into the service they currently provide and provided a vision of what a future service in Wales could look like. 

The Scottish Pulmonary Vascular Unit:
The SPVU is based in the Golden Jubilee Hospital in Glasgow with acute and inpatient beds in the Queen Elizabeth Hospital, Glasgow. This regional centre covers the Scottish population (approximately 5M people). The team comprises 3 Consultants providing 15 sessions per week of cover and a multidisciplinary team of 3 specialist nurses, 2 respiratory nurses physiotherapists, 3 clinical research fellows and a full-time data manager. The unit provides both inpatient care and outpatient investigation. Patients receive telephone support and the SPVU runs satellite clinics in Aberdeen and Edinburgh. 
The Golden Jubilee is a major regional and national centre for heart and lung specialties alongside orthopaedics and other services. (NHS Golden Jubilee 2019) This includes cardiac and thoracic surgical specialities and intensive care. Inpatients are housed within the Queen Elizabeth Hospital 7 miles from the Golden Jubilee.

In 2017-2018 Pulmonary Hypertension Audit for SPVU reported 472 patients with either CTEPH or PAH. Well over the audit standard of 250 adult patients in these categories expected to be managed with a PH centre. (PH Audit 2017)

There is a robust clinical research methodology embedded within this National service. This ensures that Scottish patients have access to ongoing PH related research and that all the SPVU data is fed into the annual audit of PH centres. There multidisciplinary input available within the wider medical specialities in the nearby  Queen Elizabeth Hospital. 

These national centres have established strong links with other medical subspecialties- e.g. rheumatology, HIV and surgical input in the surgical centres. This ensures that patients receive multidisciplinary support when managing their PH.
In principle they offer a “one stop shop” for patients- one admission for a bundle of investigations, diagnosis and initiation of treatment. Patients really value the service they receive at these centres.

Stakeholder analysis and engagement 

These site visits have been key in the process of stakeholder identification and engagement. There are multiple stakeholder groups involved in this service and it is key to engage them and identify the impact of this project upon them.

During the initial stages of the project it was vital to identify all stakeholders involved within the project and they are summarised in Fig 8 below. 


(Fig 8.)




Patients

Engaging patients as a commissioner is a challenging concept. Although commissioners hold patient data, GDPR regulations do not allow direct patient contact for canvassing. Patient experience and opinion of the current service has been gathered by The Pulmonary Hypertension Association (PHA UK) it is the only charity in the UK dedicated to people with this rare disease. (PHA UK 2019)

Direct patient interview has been possible utilising opportunities through local consultants and personal contacts. These interactions have provided a valuable insight into a patient’s perspective both of the disease and their experience of the current care pathway. 

PH is an uncommon disease but is associated with significant morbidity and premature death. Patient’s are often referred late having experienced multiple reviews from different specialties before accessing this service. The reasons for this are multifactorial but include insidious clinical presentation, low index of suspicion in primary care and potentially normal non invasive investigation results in secondary care in the early stages of the disease. Patients often appear to get stuck in cycles of investigation. This is demonstrated both tin the PHA Survey from 2017 and repeated in many conversations with clinicians.

However, what is also very clear from the survey is that patients value the excellent service they receive and that they are prepared to travel these distances to receive this care. 

Ham and Hartley (2013) highlight the importance of patients as leaders. Clinical commissioning has a requirement to involve patient groups within its decision making. The utilisation of patient leaders is likely to be key in any new service models proposed for Wales. The PHA and clinicians will be key in enabling this by providing a bridge between the patient and the commissioner. 

So the impact on patients from establishing a service in Wales could be significant. It would offer care closer to home reducing the need to travel. This would align with the Welsh Assembly Governments “A Healthier Wales” agenda, which may also align with other cardiology and respiratory care pathways. A Welsh service should speed up diagnosis and in doing so enable earlier treatment initiation and the increased life expectancy that comes with this. It must ensure however that the current service is enhanced .

Engaging with local clinicians and specialists

One of the key drivers in the inception of this project were local clinicians with a specialist interest in PH. One of the main outputs from the project has been to form a clinical working group. This group comprises a number of local consultants involved in the management of PH patients locally and the WHSSC Medical Director and assistant Medical Director for cardiology alongside the lead Cardiac planning. The model I have used in order to form this group and run the subsequent process mapping workshop was that of Kotter’s 8 step model for leading change along with much of the theory from Doug Ready at MIT. 

[image: Image result for Kotter's model]
(Fig 9. Kotter 2019)

Initial contact with clinicians was trying to provoke a sense of urgency. Coordinating 15 different consultants and their busy diaries required close collaboration with myself and planning support staff and communicating the need to meet in a timely manner was crucial. This communication allowed me to build a coalition, to enable greater guidance for the project. This coalition will ultimately be the clinicians responsible for the care of patients within any new service commissioned in Wales. 



This group was brought together through a process mapping workshop held in April 2019. I took the lead in organising this workshop with support from the planning administration team. This was a productive day that continued to build the coalition and enabled the formation of a strategic vision. The workshop itself was facilitated by 1000 lives national improvement service for NHS Wales. My role that day was to build upon the coalition already forming to motivate clinicians to step up to form a volunteer army.  

One of the main aims of the workshop was to build a closer and more open working relationship between WHSSC and the clinician body involved. Removing some of the preconceptions regarding how WHSSC is funded and it makes decisions was key in enabling action and allowing the project to begin to move forward. Any decision to commission a service in Wales needs to pass through the WHSSC governance structure and therefore generating short term wins was difficult. However, the production of an aspirational process map of what a future service might look like was an excellent end product of the workshop, identifying what good and ultimately great could look like. (Collins 2001)

The project is currently at a decision-making stage within the WHSSC governance structure. It is crucial that at this point the momentum is maintained, to capitalize on the work so far ensuring that the project can institute change. 

Engaging with National Centres

Establishing current practice has been a fundamental basis to the project. Following my site visit to Glasgow I have subsequently organized visits to the Hammersmith Hospital, The Royal United hospital in Bath and The Hallamshire in Sheffield. Each of these site visits has allowed me to assess the current care pathways of Welsh patients and has enabled me to identify opportunities for improvement. I have taken the lead in organizing these visits, building rapport with clinicians and gaining insight into their service. 






Leading the change

Due to the long-term time frame of this project, applying certain improvement models was a challenge. In the overall context of this project the Lean Change Management model by Jason Little provided a reasonable framework upon which to structure the change. 

[image: ]
(Fig 10. Little, 2019)

The starting point for this model is the generation of ‘insights’, much of the work I have lead on this year has been gathering these ‘insights’. Little describes many methods for collecting ‘insights’. I have employed the technique of lean coffee where I met with members of the planning team more informally to develop key areas within the project planning. We have held retrospective lean coffee meetings reviewing site visits and formal meetings. Force field analysis has proved useful in identifying the barriers to change identify ways to overcome challenge. 

 The options from the insights have identified a variety of model options for a possible future service. These are further outlined below in the product section. 


Strategic leadership and good commissioning

As commissioners WHSSC have a responsibility to ensure that any service fits the model for good commissioning. Recognition that transformational commissioning is needed to drive up safety, quality and sustainability. Commissioning is not purely a transactional arrangement between commissioner and provider.

Institute for Healthcare Improvement proposes the Triple Aim model as a mechanism for optimising health system performance. This model aims to balance 3 facets and aligns with the principle of Value Based Healthcare:

- improve the health of the population
- enhance the patient experience of care
- reduce, or at least control, the per capita cost of care

[image: Triple-Aim-Triangle_withTitle white background v3.jpg]
(Fig 11. IHI 2012)



Value Based Healthcare:

I have utilised the value base healthcare model in identifying where change could have the greatest impact. It was evident following discussion within WHSSC and the wider PH clinical
 community that addressing the delay in patient diagnosis would be a key deliverable in any future service model. This is in alignment with the second principle of VBHC of ensuring early and accurate diagnosis as a means to ensure optimal intervention and intuition of treatment. 


(Fig 12. Lewis 2019)


The practice of value based healthcare should ensure that through equitable resource allocation value is maximised for the whole population. When looking at resources for patients with PH it must be ensured that providing rapid access to tertiary services for these patients does not impact upon the wider population of patients with cardiac and respiratory disease within these pathways. Value must therefore be ensured between programmes, between systems within a programme and between interventions within each system.

Financial Impact Assessment

An assessment of the current financial impact of this service to WHSSC was essential. I have worked closely with the finance department to identify the volume of patients and the costs involved. Due to the sensitive nature of some of this data I have provided the following summary tables below. This data is provided in a wide range of reporting formats.  

	
	Imperial
	Brompton
	Royal 
Free
	Sheffield
	Papworth
	

	BC
	0
	2
	2
	72
	0
	76

	HD
	12
	2
	1
	0
	0
	15

	ABM
	31
	2
	2
	1
	3
	39

	CAV
	29
	2
	2
	1
	2
	36

	CT
	8
	6
	2
	1
	5
	22

	AB
	11
	7
	7
	2
	11
	38

	Powys
	0
	1
	0
	6
	0
	7

	Total
	91
	22
	16
	83
	21
	233


(Fig. 13. Welsh patient numbers on specialist treatments for pulmonary hypertension from WHSSC MAIR database 2017-2018)

During financial year 2017-2018 WHSSC spent £4,886,168 on these patients as identified with contracts associated with specialist drug spend. 









This can be broken down across providers into the following associated costs:

	2017-2018
	
	
	

	
	Drug
	Non Drug
	Total

	Royal Free
	186,339
	50,200
	236,539

	Brompton
	339,040
	244,958
	583,998

	Imperial
	1,774,537
	312,980
	2,087,517

	Sheffield
	659,375
	146,240
	805,615

	Papworth
	393,925
	778,574
	1,172,499

	Total
	
	
	4,886,168


(Fig. 14 Financial cost of PH treatment for Welsh patients 2017-2018)

Approx 2/3-3/4 of these costs are direct drug costs associated with the management of these patients, with the remaining costs attributable to investigations and outpatient costs. 

Deliverables and Outputs from the project:

Project Initiation Document
The first deliverable that was completed was the submission and acceptance of the project initiation document to WHSSC management group. I worked closely with the lead cardiac planner to ensure that the essential elements of the project were clearly defined within the document and presented this at management group where it received approval. 

Formation of the clinical working group
One of the main outputs from the project has been to form the clinical working group. This group remains criticall to the ongoing success of the project.

Process mapping of the current and future pathway 
I have included two examples of the process maps generated at the workshop. These have been fundamental in informing the proposed models to be put forward as an options appraisal. 
[image: ]
(Fig 15) Process mapping of the current pathway


[image: ]
(Fig 16) Process mapping of the future pathway

Pilot clinics
Following the work that has been carried out through the project. Swansea Bay University Health Board and Imperial College Healthcare NHS Trust have initiated a serious of pilot satellite clinics to be run in South West Wales. Currently there is no data available as to the impact of these clinics. 

The issues identified with the current model:

1) Currently there is no lead clinician in Wales and there is no multidisciplinary team (MDT) gatekeeper.  This means that patients in Wales can be referred to any English provider on suspicion of PH or with multifactorial disease that may benefit from tertiary input. There are currently clinicians with sub specialist interest in PH within SBUHB and CAV. SBUHB are currently running a pilot satellite clinic reviewing patients under the care of the Hammersmith.

2) There is significant clinical experience within current senior respiratory specialist registrar (SPR) cohort. This clinician is due to complete training imminently could be pivotal to establishing and supporting a Welsh service, however, a service cannot be structured around a single clinician in isolation. Job planning and recruitment needs to be considered to ensure workforce planning is being undertaken to support a PH service. 

3) There is currently no formal PH educational programme for clinicians in Wales. Establishing this provides an improvement opportunity and would support any future service by increasing the index of suspicion of PH.
 
4) There currently exists a disconnect between the management of PH in many Welsh patients and their other co-morbidities. Patients are often seen in their local hospitals for these other diseases. An MDT approach to these patients could be established at a local level. 

5) Patients undergo a variety of investigations before leaving Wales and many of these may be duplicated in tertiary units. 

6) Geographical inequity occurs across Wales for a variety of reasons: many patients present with insidious symptoms and at times there is a failure in referral to secondary care early. For some patients there is a reluctance to travel, especially in the elderly.

7) There exists a disconnect in support networks: when at home patients are far removed from the clinical network and if admitted to hospital the converse applies.
 
8) WHSSC have identified potential cost savings that may be brought about by creating a service in Wales.






Proposed models identified from the insight work 

1) Multidisciplinary team and referral gatekeeper
2) Formal satellite centre
3) Virtual clinics
4) Developing a stand-alone PH Centre for Wales

Impact assessment of the current and proposed models: 

No change to the current model
The issues outlined above would be ongoing.

Multidisciplinary team and referral gatekeeper:

This could encompass a central referral approach. This would ensure that referrals could be screened and either referred onto a current provider, or investigated and treated within Wales.

Benefits
· This would provide a designated single point of contact for referral.
· This arrangement could ensure equity of access for patients across Wales. 
· This would enable assessment of patients prior to referral to a tertiary centre.
· It may reduce the numbers of patients travelling unnecessarily.

Constraints
· This would not bring specialist care into Wales directly.
· It would have little impact on those who are diagnosed and require on going care. 
· It is likely that there would remain ongoing duplication of investigations. 

This is likely to be the first step in establishing a service in Wales and establishing the location for this would need to be key in its success. 



Formal satellite centre
There are several satellite clinics running across the UK already and they use different models and contracting arrangements. 

Benefits
· This would bring specialist care closer to patients in Wales.
· It would broaden educational opportunities for the clinicians in Wales that are based in the satellite centres. 
· It could be run as alternate North and South Wales clinics ensuring that patients across Wales have a geographically accessible service. 

Constraints
· The prescribing of all high cost drugs would remain outside of Wales.
· The educational opportunities and dissemination of expertise would remain limited to the satellite centres.
· It is likely that the duplication of investigations would continue.

A satellite model with outreach support from a designated National centre would enable the MDT model to expand into a service supporting patients closer to home in Wales. However, for this model to be sustainable and support patients in Wales it would require a dedicated PH team within Wales. This would need to comprise adequate staffing to support patients and would need to be antifragile, in its configuration. 

This model provided it is suitably resourced should enable the majority of Welsh patients to be managed in wales. It is likely however that those on intravenous medications or with complex disease may still need to travel to an English centre. 

Financial sustainability can be achieved through robust contracting arrangements with the provider centre. This would require a clearly defined governance structure of the service within the Welsh provider to ensure that the service was adequately resourced and the investigations required were ring-fenced. 



Virtual clinics:
It may be possible to support this model with a virtual clinic environment. This could allow the tertiary provider to provide additional MDT feedback regularly (ideally weekly/fortnightly) to allow discussion of patients. Health boards in Wales need to seek innovative approaches to delivering specialist care in Wales.

NHS Scotland has developed the ‘attend anywhere platform’ that allows NHS Scotland patients to access ‘NHS Near Me’. This provides patients from across Scotland the option of accessing NHS services not provided locally via a local digital hub. (SCTT 2019) 

I am not aware of any centres currently using virtual clinics for PH patients, although video conferencing for MDT meetings is fairly common place. They were not in use in Glasgow in Autumn 2018. Before establishing any service in this format, advice would need to be sought from the PH audit committee into how this arrangement would map into the audit standards, plus governance and quality assurance frameworks would also need to be developed to support this. 

Developing a stand-alone PH Centre for Wales

This could be an aspirational long term model. It would provide Wales with an inpatient facility allowing for the management for IV medications and the most unwell patients. It would however, take significant time to develop and resource.
During its infancy it would need very close links to a current tertiary provider. It would likely be an organic development from a satellite service if the case load and strategic appetite was present. 
There would need to be a robust and comprehensive governance structure in place to support the service. This would include the negotiation of drug contracts and tariffs and establishing a homecare service. The Scottish model operating as a national service from a single centre achieves excellent annual results, achieving compliance in 8 out of 12 areas in the 2017 National Audit (NHS England 2018). 






Conclusion and Suggested Next steps:

The potential models outlined above will be presented to WHSSC as a formal option appraisal. Further financial data is required in order to more formally assess the feasibility and cost impact of these models. I am keen to ensure that the momentum that we have gathered is maintained. The sense of urgency must continue within the project and clinical working group as the project moves in phase 2 and 3 in my absence. 
The pilot clinics that are in their infancy will provide useful data that may further inform the potential future model.
An education package and delivery programme is now under development following my work with one of the drug companies that support education and research into PH across the UK. 
My leadership strategy to affect change this year has culminated in the outputs described above. This now provides WHSSC with a platform upon which to further develop a PH service utilising the most appropriate model.
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