PIP “Moving Around” Consultation 

Submission from the Adult Cystic Fibrosis Centre, Birmingham Heartlands Hospital 

We work with adults who have Cystic Fibrosis and are under the care of the regional Cystic Fibrosis clinic at Birmingham Heartlands Hospital. We wish to raise the following concerns, on their behalf, about the proposal to change the criteria for the enhanced rate of the PIP Mobility Component, to highlight the negative will impact it will have upon many of them.   

About Cystic Fibrosis 

Cystic Fibrosis (CF) is a multi system disease which is progressive, incurable and life-limiting. It mainly affects the respiratory and digestive systems but causes many other complications, as patients gets older, such as diabetes and osteoporosis. It is characterised by susceptibility to chest infections and malabsorption problems, with patients experiencing to severe coughing fits, acute breathlessness, frequent weight loss and constant fatigue. 

It requires an extensive regime of daily treatments, to help control symptoms, delay lung damage and maximise life expectancy. To help protect and stabilise their health, our patients are always under pressure to balance this time-consuming therapy with all other demands on their time. They must get up earlier than average, for example, to fit in all their treatments so can be more tired, consequently, by the end of the working day. 

Their treatment is time-consuming and increases, with age, as their illness progresses, so they need an increasingly flexible lifestyle in order to manage it. Their condition is unpredictable due to random nature of their infections and their variable energy levels. Symptoms can fluctuate from day-to-day and even within the same day, so their daily life is often unpredictable and their capacity to manage erratic.  

With the gradual improvements in treatments and life expectancy, CF care has moved from focusing on the sick role towards normalising patients’ lives. They are encouraged to actively contribute to society and many now obtain educational qualifications, employment, homes and families of their own. They are under constant pressure, however, to also manage their daily therapy needs and the variable periods of illness that beset them. 

Mobility Issues for CF Adults 

The main factors limiting our patients' everyday mobility are breathlessness, low energy levels and pain. These difficulties get more severe during periods of exacerbation. The exertion of walking can lead to coughing fits, increased chest-tightening and further breathing difficulties. As well as chest pain, patients may experience joint pains, either constant or intermittent, which may or may not be linked to exacerbations. Their mobility problems may be unpredictable, periodic or persistent, but gradually increase as their health deteriorates. Difficulties are often cumulative: e.g. the more a person mobilises during the day, the harder it can be for them to manage the same distance on each repeated occasion.  

PIP Mobility Component proposal 

Lowering the qualifying criteria for the PIP mobility component, from 50 metres to 20 metres, will significantly reduce the potential benefit for people with deteriorating medical conditions. It will have a considerable impact on our patients’ entitlement to help with mobility needs and accordingly, on their capacity to maintain normality in their lives for as long as possible. Twenty metres is an extremely limited distance and not, in our view, a purposeful measure of the mobility that is required for meaningful everyday living. 

Within our CF population, patients with such restricted mobility, i.e. consistently unable to walk more than 20 metres, are likely to be at an advanced stage of illness. We would expect them to be largely housebound, no longer able to work or study and struggling even with trips to and from hospital. The unpredictability of their health would limit the effectiveness of having a mobility car, in terms of improving their daily functioning and their quality of life. 

Mobility Component and Cystic Fibrosis  

Many of our patients benefit from having the DLA Mobility Component. It facilitates access to local services, amenities and social contacts, boosts their independence and improves their quality of life. It also enables many to get to college or work and to remain there longer as their health deteriorates, energy levels decrease and time required for treatment increases. 

It also helps with higher-than-average travel costs such as taxi-fares e.g. when unable to use public transport and/or when the time and effort involved has a cumulative strain on their mobility and energy levels, limiting their capacity for other activities. Having an unpredictable and progressively disabling condition causes the financial constraints - many CF adults only work part-time due to ill health and time required for their CF care. For many, the Mobility Component provides their only opportunity to have a car and be more independent. 

The new limit being proposed would preclude many of our patients from qualifying for help. This will increase their dependence on others and it will limit the potential, for many, to access education or hold down jobs. Ultimately this will have a negative impact on their physical and mental wellbeing. It also has long term implications for many disabled people who rely on this support which enables them to make a positive contribution to society, to feel they fulfil a useful role and are worthwhile members of their community. 

Conclusion 

Based on our experience, we wish to advocate that the original distance criteria of 50 metres is reinstated. If they are deprived of existing help with their mobility needs, many CF adults will be impoverished and marginalised. The proposal to reduce the qualifying limit to 20 metres appears to be a major shift in policy, away from the focus on functional mobility and promoting social inclusion for people with disabilities. It threatens to reverse many years of progress towards integration of those unfortunate enough to be disadvantaged by disability.  

