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Key messages
Every unpaid carer has a legal right to a carer’s assessment. Yet even if they do access one, support provision does not necessarily change. While a CQC review of local authority social care functions is in motion, it’s essential that local authorities adopt and implement best practice.  
Unpaid carers enable people with MND to live well by providing vital care and support, but they need support themselves to continue caring. Every carer should have equitable access to respite and replacement care from a skilled social care workforce.
Unpaid carers save health and social care systems substantial costs by providing care that would have otherwise been met by formal care. It is necessary and appropriate that carers do not therefore face financial difficulty while, and because of, caring. The rate of Carer’s Allowance should be immediately uplifted to a level that reflects the value unpaid carers provide and its strict eligibility requirements should be removed to ensure that all carers are eligible for financial support.
Background
An unpaid carer is anyone who cares, unpaid, for a friend or family member who, due to illness, disability, mental health problem or addiction, cannot cope without their support.[endnoteRef:2] In 2022, prevalence of unpaid carers was around 10.6m – or one in every five adults – in the UK.[endnoteRef:3]  [2:  Carers Trust. (2021). Unpaid Carers]  [3:  Carers UK. (2022). Carers Week] 

High care needs associated with MND often means carers spend a significant amount of time caring for their loved ones. Over half (52%) of MND carers report spending over 75 hours a week providing unpaid care to their loved ones, and eight in ten (79%) spend over an average working week (35 hours) providing care.[endnoteRef:4] [4:  MND Association. (2022). Understanding the experiences of unpaid carers of people living with MND] 

Also, the complexity of symptoms means MND carers often provide a wide range of care for their loved ones. For instance, 83% and 82% of MND carers reported providing higher level care such as personal care and physical help, respectively, as well as lighter touch care such as giving emotional support (92%), helping with paperwork and financial matters (88%) and keeping their loved ones company (88%).[endnoteRef:5]  [5:  MND Association. (2022). Understanding the experiences of unpaid carers of people living with MND] 

In 2020, the value of unpaid care was estimated at £530m per day.[endnoteRef:6] Unpaid carer labour saves costs from what might have otherwise been met by formal, paid care such as local authority-commissioned homecare. We estimate that carers of people living with MND in the UK save health and social care systems £185m a year, equivalent to £37,000 per carer, per year. [6:  Carers UK. (2020). Unseen and Undervalued] 

Often, the physical and mental exhaustion of caring means that many carers struggle to continue to provide support whilst managing high levels of fatigue and stress. This can result in carers feeling unable to manage in their caring role.[endnoteRef:7] Two-thirds (66%) of MND carers report being mentally exhausted from caring, as well as stressed (75%) and physically exhausted (64%).[endnoteRef:8] It is therefore essential that unpaid carers are fully supported to continue in their caring role. [7:  Carers UK. (2020). Carers Week Research Report]  [8:  MND Association. (2022). Understanding the experiences of unpaid carers of people living with MND] 

The challenge
Carers’ assessments
A carer’s assessment is an assessment of carer needs and seeks to understand what carers might need to continue in their caring role. An assessment usually covers topics such as carers’ mental and physical health, their ability and willingness to care, and their relationships with others. The Care Act 2014 in England, the Carers and Direct Payments Act 2002 in Northern Ireland, and the Social Services and Wellbeing Act 2014 in Wales prescribes carers a right to a carer’s assessment. 
Awareness of, and access to, carers’ assessments
Despite a right to a carer’s assessment enshrined in law, not all carers are aware of them. In 2021, four in ten (40%) carers of people with MND stated they were unaware of their right to an assessment.[endnoteRef:9] It’s essential that local authorities in England and Wales and Health and Social Care Trusts in Northern Ireland improve the awareness of carers’ assessments to eligible carers. This can be done by working with health services to improve early identification to ensure carers are aware of their right to an assessment.  [9:  MND Association. (2022). Understanding the experiences of unpaid carers of people living with MND] 

Moreover, just a quarter (25%) of MND carers state they have had or are in the process of having a carer’s assessment.[endnoteRef:10] This is concerning given the significant mental, physical, and emotional burden of caring for someone with MND. Two-thirds (66%) of MND carers state they have had ‘no’ or ‘not enough’ support in relation to their caring role.[endnoteRef:11] It is currently unacceptable that a high number of carers have not received a carer’s assessment, leaving them without access to vital support.  [10:  Ibid]  [11:  Ibid] 

It also worrying the length of time people are waiting for carers’ assessments. Data from Freedom of Information (FOI) requests show that between 2018 and 2023, carers have been waiting, on average, between 42 and 49 days for an assessment. There is also a postcode lottery for how quickly people will receive an assessment, ranging over a year depending on where people live. 
As well as this there are other issues local authorities are facing in providing these assessments. For example, the rapid progression of MND often results in an increasing burden on carers. Seamless and timely access to carers’ assessments is therefore vital to ensure carers do not go without support in their caring role. However, 82% of local authorities do not have fast-track routes to assessment in place and 71% of local authorities do not provide routine reassessment for people with severe progressive diseases like MND.
Implementing formal fast-track processes for the delivery of carers’ assessments may shore up access to support in a timely manner.
Quality of carers’ assessments
Following a carer’s assessment, local authorities in England and Wales and Health and Social Care Trusts in Northern Ireland will decide whether a carer is eligible for support. If they are, a care and support plan will be written which details the necessary support provision for the carer.[endnoteRef:12] The types of support that can be offered include financial assistance (direct and part-direct payments and personal health budgets), commissioned support such as homecare, information and signposting and respite care.[endnoteRef:13]  [12:  NHS England. (2022). Carer’s assessments]  [13:  NHS Digital. (2022). Adult Social Care Activity and Finance Report, England 2021-22] 

However, carers’ assessments are not working as they should. Almost one-third (30%) of MND carers report receiving no direct support following an assessment.[endnoteRef:14] This is unlikely to be appropriate given the high burden of caring placed on carers of people living with MND. Data from 2021 shows that over half (52%) of MND carers experienced physical strain because of caring, 15% developed their own health condition and a quarter (24%) stated providing care had made an existing condition worse.[endnoteRef:15]  [14:  MND Association. (2022). Understanding the experiences of unpaid carers of people living with MND]  [15:  MND Association. (2022). Understanding the experiences of unpaid carers of people living with MND] 

Carers have previously reported frustration with assessors for misunderstanding the complexities of caring for someone with MND.[endnoteRef:16] It is likely that a poor-quality assessment will not facilitate access to the right support and therefore carers will be left with unmet need.  [16:  MND Association. (2022). Understanding the experiences of unpaid carers of people living with MND] 

We welcome the new delegated powers of CQC to assess local authority functions and duties, as set out in the Care Act 2014, which carers’ assessments fall under.[endnoteRef:17] However, it is unclear to what extent, and how far reaching, the quality of, and access to, carers’ assessments will be evaluated. While we wait for the outcome of this review, it is essential that local authorities continue to identify carers and deliver effective assessments. To support this aim, local authorities in England and Wales, and Health and Social Care Trusts should commit to using and implement Carer’s UK best practice guide on carers’ assessments.  [17:  Care Quality Commission. (2022). Our revised plan and approach for transformation. Available: https://www.cqc.org.uk/news/our-revised-plan-and-approach-transformation ] 

Respite care
Caring for someone with MND can be challenging and can result in negative outcomes for carers emotionally, mentally, and physically. For example, 41% of carers report feeling depressed because of caring, as well as mentally (66%) and physically (64%) exhausted.[endnoteRef:18] Isolation, loneliness, and despair are common experiences for unpaid carers of people living with MND.[endnoteRef:19]  [18:  MND Association. (2022). Understanding the experiences of unpaid carers of people living with MND]  [19:  MND Association. (2022). Understanding the experiences of unpaid carers of people living with MND] 

Respite care helps provide needed breaks for carers to undertake tasks or activities that have been neglected because of the commitments of caring, such as doing housework or attending medical appointments. Respite care can include day care provision, short breaks and replacement care and is a vital support source for carers. 
Respite care is particularly important for MND carers; 85% report feeling tired as a direct result of their caring responsibilities, as well as feeling depressed (51%) and having disturbed sleep (73%).[endnoteRef:20] 61% of MND carers report that they are either neglecting themselves or unable to look after themselves well enough because of the time commitments of their caring responsibilities.  [20:  MND Association. (2022). Understanding the experiences of unpaid carers of people living with MND] 

However, not all carers access respite care. Following a carer’s assessment, just one in ten (13%) carers of people with MND received regular planned breaks such as respite or replacement care.[endnoteRef:21]  While it is not possible to extrapolate whether this figure is reasonable, workforce shortages in social care are likely to play a part in a lack of access.[endnoteRef:22]  [21:  MND Association. (2022). Understanding the experiences of unpaid carers of people living with MND]  [22:  House of Commons Health and Social Care Committee. (2022). Staff shortages in the NHS and social care sectors] 

Data from the first three months of 2023 (January to March) shows that half a million (564,584) homecare hours were unable to be delivered due to staffing capacity in England.[endnoteRef:23] While it is positive that social care workers were included on the Shortage Occupancy List in early 2022, just half (52%) of Directors of Adult Social Services agreed that this policy resulted in a positive impact on local recruitment and retention in 2023. [23:  Homecare Association. Rising demand and hospital discharge - how big are the challenges facing health and social care? Available: https://www.homecareassociation.org.uk/resource/rising-demand-and-hospital-discharge-how-big-are-the-challenges-facing-health-and-social-care.html ] 

Not only do workforce shortages affect carers’ ability to access respite care, but also the skill of the workforce. Unpaid carers of people with MND have reported that local respite services did not provide access to care staff with the skills and experience required to support people with complex needs associated with MND.[endnoteRef:24] [24:  MND Association. (2022). Understanding the experiences of unpaid carers of people living with MND] 

An impact of poor respite care provision for unpaid carers of MND is carer breakdown, which occurs when carers are burnt out from their caring responsibilities and experience a lack of support. In 2022/23, 91% of Directors of Adult Social Services reported they are seeing unpaid carers come forward to their local authority with increasing levels of need. Similarly, over two-thirds of Directors (68%) reported an increase in referrals relating to carer breakdown, up from 65% in 2021/22 and around half (46%) reported that their council has a reduced ability to fully meet the needs of unpaid carers in their local area.[endnoteRef:25] [25:  ADASS. (2023). Spring Survey 2023. Available: https://www.adass.org.uk/media/9751/adass-spring-survey-2023-final-web-version.pdf] 

Additional investment is needed nationally to ensure that carers, who save local health and social care systems significant costs through their caring responsibilities, can access effective respite services to manage their own health and wellbeing.
Financial impact of caring
Many carers of people with MND face financial hardship because of their caring role; 47% of unpaid carers report worrying about money and almost half (49%) report that caring had caused them financial difficulty.[endnoteRef:26] A large driver of this financial difficulty is the extra cost associated with living with MND. On average, people living with MND and their families incur an additional £14,500 a year to meet the costs of the disease, with many households spending much more.[endnoteRef:27] The recent cost-of-living crisis has exacerbated financial worries further for households affected by MND. In our 2023 survey, we found nine in ten (91%) households were financially worse off than 12 months ago, and half (51%) struggled to afford basic living essentials such as food, home heating and energy.[endnoteRef:28][endnoteRef:29]  [26:  MND Association. (2022). Understanding the experiences of unpaid carers of people living with MND]  [27:  MND Association. (2023). 2023 Spring Budget statement]  [28:  Cost of Living survey, based on 82 responses]  [29:  Cost of Living survey, based on 80 responses] 

Moreover, assistive equipment used by people living with MND is essential to keep them safe and independent, yet people with MND and their families can spend up to £600 a year using and maintaining these pieces of equipment, on top of other household energy costs.[endnoteRef:30] However, those managing more advanced stages of the condition can spend up to £10,000 a year on electricity costs alone.[endnoteRef:31] [30:  MND Association. (2023). 2023 Spring Budget statement]  [31:  MND Association. (2023). Through the roof: The experiences of households affected by MND during the cost of living crisis] 

Carers are entitled to a Carer’s Allowance if the person they care for is in receipt of a disability-related benefit such as Personal Independence Payment or Attendance Allowance.[endnoteRef:32] As of 2023/24, the Carer’s Allowance rate amounts to £76.75 a week. Those whose earnings exceed £139 a week after tax, National Insurance and expenses do not quality for Carer’s Allowance. If someone shares caring responsibilities with another, then only one person is entitled to Carer’s Allowance. [32:  Gov.uk. (2022). Carer’s Allowance] 

Carers of people living with MND have previously reported frustration with the strict eligibility requirements of Carer’s Allowance, as well as calling the adequacy of payments into question. It is therefore no surprise that just one in ten (10%) carers of people living with MND report that the welfare benefits they receive meet their needs as carers.[endnoteRef:33]  [33:  MND Association. (2022). Understanding the experiences of unpaid carers of people living with MND] 

Assuming there are 5,000 unpaid carers of people with MND, our analysis shows that they save local authorities in the UK £185m year, equivalent to £37,000 per carer per year, or £712 per carer per week by providing care that would have otherwise been met by formal care. This is almost 10 (9.27) times greater than what a carer would receive through Carer’s Allowance per week. Financial support by UK Governments does not reflect the support needed or the invaluable contribution carers make to the health and social care system. 
While it is positive Government committed to uprate Carer’s Allowance in line with inflation (10.1%) in Autumn 2022 from April 2023, it is still not enough. Despite needing to provide at least 35 hours – a normal working week – of care to be eligible for Carer’s Allowance, the benefit is set at a lower financial rate than other work replacement benefits.
Government should ensure that the level of Carer’s Allowance reflects the value unpaid carers offer. It should also ensure that as many carers are eligible as possible by addressing the strict eligibility requirements of Carer’s Allowance. This includes the earnings threshold and reducing the 35-hour minimum threshold. It may also include removing the limited eligibility rules if a person is cared for by more than one person, which does not reflect the present-day nature of caring amongst different family circumstances.
What changes do we want to see?
From Government
· Government should deliver new, targeted investment to fund regular respite breaks for carers and support improved physical and mental health. This might include the Carers Week Coalition call for £1.5bn of ringfenced funding to support carers’ respite in England with commensurate funding for devolved nations.
· Government should review the level of Carer’s Allowance to ensure that it better reflects the value provided by unpaid carers.  Its strict eligibility requirements should also be addressed such as removing the earning threshold, reducing the minimum time-spent-caring condition, and removing limited eligibility rules if a person is cared for by more than one person and for carers over State Pension age. 
From local authorities
· Local authorities in England and Wales, and Health and Social Care Trusts in Northern Ireland, should prioritise ensuring that carers in their local area are aware of their rights to receive a carer’s assessment, and all carers receive an assessment to address their support needs. This can include working with the NHS to improve early identification of carers and putting in place a formal fast-track process for the delivery of carers’ assessments for those with severe, progressive conditions such as MND.
· Local authorities in England and Wales, and Health and Social Care Trusts in Northern Ireland, should commit to using and implement Carers UK’s best practice guide on carers’ assessments.
· Local authorities in England and Wales, and Health and Social Care Trusts in Northern Ireland, should make available a standard offer of carer wellbeing support, with built in flexibility, to ensure carers can take regular breaks to prioritise their health and wellbeing.
What MND Association is doing
· Engaging with local councillors and other local decision makers, in partnership with our Campaign Volunteers, to raise awareness of the importance of carers’ assessments.
· Influencing national policy through consultations, campaigns, and meetings, either directly or through coalitions, on the experience of unpaid carers of people with MND.
Lobbying MPs and other parliamentary stakeholders and groups ensuring that the experience of unpaid carers of people with MND remains high on government agendas.
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