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Cystic Fibrosis Trust response to government consultation on the PIP assessment ‘Moving around’ activity

The Cystic Fibrosis Trust is the UK national charity for people living with cystic fibrosis. The Trust funds world-leading medical research, ensures safe and appropriate clinical care, and offers direct support for people with cystic fibrosis and their families.

Our view

We feel the threshold of 20 metres is set too low. 
The distance of 20 metres allows for no meaningful activities to be completed and is merely an arbitrary tightening of the criteria used under Disability Living Allowance (DLA) to delineate the most severely in need of mobility support. 
We can only understand this criteria change as a strategy to reduce the number of people qualifying for help.

The consultation question is: 

What are your views on the Moving around activity within the current PIP assessment criteria? 
6.3 We would like to know what people think about the current ‘Moving around’ criteria, including the current thresholds of 20 and 50 metres; what they think the impact of the criteria will be; and whether they think we need to make any changes to them or assess physical mobility in a different way altogether. 
Our approach
Whilst formulating our response to this consultation, the Cystic Fibrosis Trust has consulted with the cystic fibrosis community to provide a grassroots insight into the impact of the current policy, through online forums, questionnaires, individual case studies and calls for evidence. 
Our community survey received 119 responses. The Cystic Fibrosis Trust receives 3000 every year into its dedicated helpline, many of which are related to benefit support. There has been a spike in calls relating to Personal Independence Payment (PIP), with many people concerned about future eligibility.
This response reflects our analysis of and the community’s views and concerns regarding the stated criteria of the ‘Moving around’ activity.
Our suggestions are consistent with the Standards of Care
 consensus document, compiled by clinical cystic fibrosis specialists in paediatric and adult care, working in hospitals and academic and scientific institutions throughout the UK. This document was used by NHS commissioners to design the commissioning framework, which has now been implemented by NHS England and underpins service delivery for cystic fibrosis throughout the UK.
What is cystic fibrosis?

There are nearly 10,000 people with cystic fibrosis living in the UK. Cystic fibrosis is a life-shortening inherited disease caused by a faulty gene. The lungs and digestive system become clogged with mucus, making breathing and digestion something which requires daily intervention with treatment and medications.

New treatments and better clinical care are helping people with cystic fibrosis live longer, but the irreparable decline in lung function caused by cystic fibrosis means those with the condition will struggle on a daily basis, with moving around being a particular issue.

Only half of those currently living with cystic fibrosis will live beyond 41 years of age. The condition continues to take the lives of younger adults, teenagers and children. 

Cystic fibrosis is a progressive illness, meaning there is an inevitable deterioration in a person’s health across their lifetime.

Cystic fibrosis is a fluctuating condition. This means that people with cystic fibrosis may have significant variation in their experience of the condition on a monthly, weekly, daily or even hourly basis. People who have cystic fibrosis may appear healthy, belying the extensive internal impact of the disease.

Daily life with cystic fibrosis

It is vital that people with cystic fibrosis are adequately supported in their access to specialist care, through suitable transport. They should visit hospital for critically important appointments with their specialist team – a minimum four times a year. 

It is of paramount importance that this support is timely so that individuals are facilitated in maintaining their health, against the progressive nature of the condition. Mobility payments and Motability vehicles provide this support. 

We believe this support positively impacts on people’s health and its removal would have the reverse effect and lead to speedier decline and more difficulty in accessing treatment.

The benefit of access to a Motability vehicle has also been established in relation to wellbeing. Research on the impact of the Motability car scheme by Oxford Economics in 2010 concluded: "... by enabling people to visit family and friends more frequently, Motability increased its customers' wellbeing by the monetary equivalent of up to £3.2bn in 2009".

Supporting our view

If the phrase “people with the greatest needs” is a proxy for those who face extra costs owing to their disability, we cannot see how those who are unable to walk between 20 and 50 metres will face any less additional cost or fewer additional barriers to participation. This remains the case even when considered in line with the provisos stipulated in the criteria to support people with fluctuating conditions and in line with the reliability framework.
Setting the threshold at 20 metres effectively limits higher rate support to those who are housebound. 

Specifically in the case of cystic fibrosis, limiting higher rate support to those who are housebound means that only those who have reached a near end-stage of the disease will have access to support, ostensibly designed to enable individuals to participate as fully as possible within society.

Adequate support provides a significantly higher quality of life and is thought to decelerate the inevitable decline in physical health that people with cystic fibrosis experience. Higher rate support, as experienced under DLA, has enabled individuals to access work, volunteering, daily living and social activities, as well as critically important and urgent medical appointments. It is vital people with cystic fibrosis stay as active as possible for the sake of their health, and higher rate support facilitates this.
Over a third of respondents to our survey said that their higher rate mobility payment or a motability car enabled them to travel to work. The current threshold of 20 metres for higher rate support could mean that some of this group will struggle to remain in work. On a related note, the current threshold will restrict individuals’ opportunity to return to work.

The Cystic Fibrosis Trust believes that individuals who cannot reliably move more than 50 metres are essentially housebound without support and assistance and should therefore be considered to be ‘virtually unable to walk’ and those in the greatest need. 
This belief is drawn from well-established measures of mobility impairment, notably in relation to other disability benefits, including DLA, the blue (disabled) parking badge and in official guidance on creating an accessible infrastructure and built environment, including the location of disabled parking spaces adjacent to public and commercial buildings. 
The Cystic Fibrosis Trust supports its partners in the Disability Benefits Consortium in stating that the introduction of the 20 metre measure has not been made as a result of any new research and directly contradicts the well-embedded 50 metre measure.

Maintaining physical and mental wellbeing
In our community survey, we found that over 90% of people claiming higher rate mobility under DLA are using it to access critically important hospital appointments and 85% feel that without this support they would struggle to attend. Over a third of respondents suggested they would not be able to attend at all. Owing to the importance of regular medical assessments and adaptation of treatment regimes, we know that this would have a significant negative impact on health outcomes.
Respondents said that: 

· “Without [a Motability vehicle] I wouldn’t make half my appointments…”

· “Without my car I would be dependent on my partner or parents taking me to hospital appointments and doing everyday activities that most people take for granted”
· “I would be lost without my car… It is essential for getting around to hospital appointments”
Our survey responses also highlighted the fears individuals have regarding a lack of adequate disability support. The Cystic Fibrosis Trust is concerned that so many people fear the possibility of isolation, increased vulnerability, loss of independence and reliance on others. 
For many, the proposed criteria will bar them from contributing to society. A lack of access to support may not only prompt a decline in their physical and mental wellbeing but precipitate rising costs elsewhere in society, through unemployment benefits, social care and extra use of NHS services, such as emergency services.
Assessment concerns

In as much as we believe the distance measure is a vital component in getting the right support to the right people, it is also vital that the assessments undertaken on the back of this decision are implemented fairly, consistently and from an informed stand point.
People with cystic fibrosis often become accustomed to being unwell, as it is a life-long, chronic condition. Significant barriers may become routine to those affected, which makes them difficult to identify when talking about the issues they face in their own lives. 
Assessors must be comprehensively trained and prepared to be able to prompt and tease out a full picture the nature of an individual’s disability from such people. Their questions must sufficiently probe so that information garnered is not merely that which the assessed shares in their initial response. 

Considerations which take into account relevant cystic fibrosis issues such as pain, fatigue, breathlessness and fluctuations are written into the reliability framework and assessors must fully understand and implement these comprehensively and uniformly.
Moving around 

The moving around activity must not be looked at in isolation. Despite the significant complications of cystic fibrosis and the unrelenting regime of medications, physiotherapy, nebulisers and hospital appointments, the advances in treatment now offer many young people with cystic fibrosis the opportunity to participate in everyday activities. This is an opportunity keenly embraced by many who do not want their lives to be dominated by failing health. 
Exercise and keeping mobile are vital parts of routine cystic fibrosis treatment, and for this reason many people with cystic fibrosis are encouraged to pursue an active lifestyle. This is not necessarily an indication of independent living or good health, and may be at the expense of other daily activities. Moving around is a key part of staying healthy and extending life expectancy in cystic fibrosis.
Summary
It is the strong recommendation of the Cystic Fibrosis Trust that the threshold distance for eligibility for higher rate support under the ‘Moving around’ criteria of PIP is changed from 20 metres to 50 metres. This change would provide fairer access to those in greatest need, whilst promoting and facilitating better and fuller lives for disabled people. Additionally, we feel that the change would help to stop extra costs being met elsewhere in society and government. The lower distance is directly contrary to the government’s stated intention that PIP exists to help people live independent lives. 
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