[image: Purple circles and circles with text

Description automatically generated]
Registered Charity 1159813
www.potsuk.org
Email: parliamentarycampaign@potsuk.org

Dear Ashley Dalton MP 

We are reassured to know that you and the Department of Health and Social Care acknowledge the lack of understanding of PoTS by doctors and that every person living with a long-term condition, and their families and carers, should receive high-quality, compassionate continuity of care. We would however like to raise our concerns about the content of your letter and ask for your support in order to move forward. 

Both the RCGP information about PoTS and the NICE CKS are cited within syncope resources (the majority of PoTS patients do not faint) and provide extremely limited information that is likely to reach a very small number of GPs. They do not provide sufficient information for GPs to comprehensively manage PoTS and, importantly, they are not a substitute for secondary care services. 

We agree that the NHS needs to change to better support people with long term conditions and complex needs but read nothing in your letter that reassured us that people with PoTS will be able to access these improved services. In theory, they should be able to access NHS healthcare under the current structure as ICBs have a statutory responsibility to commission services that meet the needs of their local population; currently there are no ICBs that provide equitable access to NHS care for affected patients. The DHSC does not appear to address this, despite having been alerted to it repeatedly over many years. We see no reassurance that this will improve in the future. 

The investment of £100 million in healthcare research is unlikely to be directed towards investigating PoTS. Currently the small number of PoTS specialists are unsupported and overwhelmed with work, they have no capacity to engage in or initiate significant research projects. Furthermore, there are no NICE recommendations that research in this area is a priority. PoTS UK has been registered as a stakeholder for NICE blackout guidelines and previously called for their review. However, when the guideline was updated in November 2023 we were not notified or given an opportunity to contribute in the usual way. 

The Government expects ICBs to take account of NICE guidelines and other best practice when designing their local services’. There are no comprehensive NICE guidelines for PoTS and we would very much appreciate your support in ensuring NICE guidelines are developed as this will have an enormous positive impact on patient care. However, there are other guidelines available, and some PoTS specialists are willing to share their vast experience, but no ICBs in the UK adopts this guidance.  

There are no patient clinical pathways, and many regions offer no service at all. GP referrals are rejected (often before the patients are seen) simply because the acronym ‘PoTS’ is mentioned in the referral. Some ICBs breech NHS commissioner/provider contracts by rejecting referrals or refusing to provide a service on spurious grounds including:  
· All PoTS patients can all be managed by GPs 
· PoTS is too complex and requires tertiary centre referral outside our region 
· PoTS patients only need secondary care support if they faint 
· No-one within our trusts wants to manage PoTS patients 
· We do not accept referrals from outside our locality 
· Our service is currently overwhelmed 
· PoTS is not a cardiology/neurology problem 
· We do not commission a service for PoTS patients 
· There are no national guidelines 

Furthermore, the NHS is permitting some hospitals to close successful services; clinical teams are forbidden from seeing PoTS and advised to focus on more lucrative conditions. Other trusts will allow patients only one outpatient appointment, a scenario that would not occur in other similarly common, complex and disabling conditions. 

We were concerned that the 10-year plan and reorganisation of NHS England would be used as an excuse to avoid addressing the real issues affecting patients that are likely to continue. PoTS patients have never been able to benefit from the Rare Disease Framework or Specialised Commissioning as the condition is too common, although many of the challenges experienced by patients with rare or specially commissioned conditions are similar to those in PoTS. Nor can PoTS patients benefit from care pathways and initiatives for the more common health conditions – PoTS falls into a crack between the 2 groups and patients are rendered needlessly unwell and without healthcare. Unless the long-term plan specifies that PoTS and related conditions are one of the chronic health conditions included in new initiatives, we anticipate that little will change. 

PoTS UK would welcome an opportunity to meet with you to discuss the causes of the inequitable access to healthcare experienced by people with PoTS, and to explore potential solutions. 

Your sincerely, 
PoTS UK 
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