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 NHS continuing care is an NHS funding 
package designed to provide free health 
care for all those who are eligible. Yet the 
system is shrouded in mystery and disarray, 
leaving thousands of vulnerable and sick 
people with no choice but to pick up the 
cost of specialised care they cannot live 
without – with those living with long-term, 
degenerative conditions particularly at risk. 

In the wake of growing concerns that NHS 
continuing care is far from fit-for-purpose, 
Parkinson’s UK, alongside the All Party 
Parliamentary Group on Parkinson’s,  
conducted the first-ever Inquiry into the  
ailing system. It found:

• due to a lengthy process, people with 
Parkinson’s are dying whilst waiting for their 
health board to make a decision on whether 
they are eligible 

• 59 per cent of assessments did not involve 
a professional with specialist expertise or 
knowledge in the condition – leading to 
inaccurate and incorrect decisions on funding 

• all of the health and social care 
professionals we spoke to admitted 
the system is so complex they have 
difficulty following the correct process

• 40 per cent of people going through the 
assessment process reported experiencing 
a lack of empathy and transparency from 
professionals, in the decision making process 
and in appealing against a decision 

• 24 per cent of people with Parkinson’s were 
continually reassessed, despite living with a 
progressive condition 

• in 21 per cent of cases examined, there 
were clear examples of existing national 
guidance not being followed either in 
the length of assessment or in how the 
decision is made, with no repercussions for 
breaching these guidelines 

• a lack of local NHS’ performance data meant 
that the Department of Health is unable to tell 
if and where issues are occurring. The lack of 
monitoring and enforcement also means that 
they are not taking action to resolve them 

Current changes in health and social care provision 
mean the government must act now to end the 
care crisis and ensure that NHS continuing care 
finally supports those who need it most.

Executive summary and key recommendations

“ Like so many others of my generation we have worked for more 
than 50 years without claiming any welfare support. It came as an 
unwelcome blow when my wife, having suffered for 30 years with  
the loss of health and gradual decline brought on by Parkinson’s,  
was informed that just as the point is reached where the impact of 
her illness and the level of total care needed are close to their peak, 
the NHS could not provide it free of charge.”1
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Parkinson’s UK wants NHS England to be 
accountable for NHS continuing care and 
is calling on the Government to urgently 
redevelop the system. 

To end the chaos, by the end of 2014 NHS 
England must:

• understand and meet the demand for these 
services by collecting condition specific 
data, at every stage of the process for those 
applying for NHS continuing care 

• end uncertainty for those involved in 
assessments by establishing an improved 
national framework with clear processes, 
guidance and timelines for decision 
making. These should be applied by 
Clinical Commissioning Groups who are 
held to account by NHS England for their 
performance 

• implement an assessment process that 
reflects the needs of people with complex 
and fluctuating conditions, including 
assessments that involve healthcare 
professionals with expertise in that condition 

• give vulnerable individuals a voice by 
developing a truly independent review 
process to consider complaints or appeals 
against decisions and, if these decisions are 
upheld, ensure that care costs incurred are 
repaid in full 

• reduce anxiety for those worried their care 
will be taken away with an agreement that 
applicants with a progressive condition, or 
one that will never change, should not be 
continually reassessed for eligibility 

• ensure sick and vulnerable people are 
able to navigate the difficult assessment 
process by giving them the right to 
experienced, independent support for 
everyone applying for NHS continuing care


