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Hft is a national charity supporting people with learning disabilities and their families.  
We are committed to supporting people with learning disabilities to live the life they 
choose. 
 
Hft’s Family Carer Support Service (FCSS) provides information and support to 
family carers supporting a relative or friend with a learning disability anywhere in 
England. 
We do this through: 

 ongoing support given by telephone, email and letters 

 participative workshop courses so groups of relatives acquire skills and 
knowledge they need to understand and engage effectively in processes affecting 
their relative and themselves 

 the production of resources specifically tailored to the support roles family carers 
play throughout phases and aspects of their relative’s life 

 working in partnership with others to help raise the profile of family carers, their 
needs and contributions, in research, health and social care, as well as 
mainstream initiatives. 

 
This response to the Carers Strategy Call for Evidence is made up of: 

 experiences and ideas shared with us by family carers across the country 

 views and experiences collected at an event we held for family carers who were 
unable to submit their own response 

 our knowledge of family carer experiences through our support work  

 discussions with colleagues and family carers working in other organisations and 
groups that support family carers.   

 
We have grouped experiences and possible solutions into the six given areas. We 
have added an additional area; the financial impact of caring. This must not be 
ignored due to the significant impact on the lives of family carers (and individuals 
with care and support needs).  
 
Challenges faced by carers e.g. physical and mental and work and/or 
educational opportunities 
 
Family carers supporting adults with learning disabilities are lifelong carers.  They 
are usually parents and sometimes siblings, aunts, uncles or grandparents. The 
lifelong family carer role has a huge impact on their lives and is very different to the 
impact of a person who becomes a carer later in life when, for example, their parents 
grow older and develop health conditions. The person who becomes a carer later in 
life has had opportunity to develop strong support networks and may have achieved 
some financial savings etc. These are often unreachable goals for lifelong carers and 
this often isn’t recognised by professionals making key decisions about their lives. 
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Family carers often encounter heavy handed assessors who communicate poorly 
and aggressively with family carers when they ask questions or challenge something 
they do not agree with. We know local authorities are under pressure, however, 
empathy, courtesy and politeness are still possible, yet we see less of this as time 
goes on. Family carers should be regarded as equal partners in care, yet they 
continue to be viewed by many assessors and social workers as the enemy, getting 
in the way, or ‘difficult’. 
 
We know this is a time of unprecedented cuts to social care, and local authorities are 
struggling to fulfil their legal duties with limit funding from central government. LAs 
have responded to this by passing on the burden to vulnerable people and their 
carers, who have no choice but to access care and support in order to live their lives. 
 
Cuts to LA budgets and the difficulties with accessing other funding in the current 
financial climate has resulted in many excellent services, particularly for people with 
learning disabilities, closing. This has a huge impact on whole families who usually 
fill in the gap and spend lots of time helping their relative to plan and coordinate their 
life without support. 
 
Family carers want, and need, useful information to help them and their relatives get 
at least the basic level of support they need to live. 
 
The Care Act talks in depth about supporting people to achieve the outcomes which 
matter to them in their lives and the importance of local authorities promoting 
people’s wellbeing. Yet in reality many people aren’t aspiring to achieve those 
outcomes because they are struggling to just get this basic level of support.  
 
Family carers are afraid to speak up when something goes wrong in fear that their 
support and the support of their relative will be reviewed and reduced. Many of them 
live in fear. 
 
One family carer said:  
“There needs to be more services with transport laid on to ensure that carers get a 
true break. These services need to offer quality support, and not just be a babysitting 
service; they need to be age appropriate. A 20 year old does not have the same 
interests as someone who is 35 or 60. Organisations need to start working together 
to ensure that a range of good quality service exists”. 
 
The Care Act is a fantastic piece of legislation putting the person at the centre, and 
raising the profile of family carers within the social care profession, encouraging their 
recognition as experts by experience and equal partners in care. Unfortunately, a 
piece of legislation will not change social care culture overnight. Quality, skills and 
experience of local authority staff and assessors is incredibly patchy. 
 
Many social care professionals are clearly finding it difficult to change their approach 
from a crisis and needs based assessment and provision of support, to a whole 
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person, whole family and preventative approach in order to help people live good 
lives and maintain good wellbeing. 
 
Identifying carers 
 
We believe there are several reasons why it is difficult for support services to identify 
carers, as well as difficulties in carers recognising themselves as such.   
 
A contributing factor is certainly the use of the term ‘carer’ across health, social care, 
central and local government, and the media. The FCSS believes it is incredibly 
important for the term ‘carer’ to be protected in order for it to only be associated with 
unpaid - and usually family - carers. The life of a support worker is incredibly different 
to the life of a family carer, however they are often incorrectly referred to as carers, 
in media and central and local government documentation, compounding the 
confusion for people who really are carers. The term is misused so much that even 
NHS documents about support for carers have required change due to their double 
use of the word ‘carer’.  
 
The caring role of a family carer supporting an adult with a learning disability is 
usually lifelong. We know many parents supporting their relative do not recognise 
themselves as a carer; they “just do what we do”. Every year, the FCSS supports 
parent carers in their 70s or 80s supporting their adult son or daughter at home, who 
have never accessed any formal support and suddenly find themselves in crisis. 
They hear about our service through word of mouth as they are often not internet 
users, and learn that they are known as carers and can access support. This is a 
great relief to families. One in particular said “I’ve been looking for you all my life!” 
and since being provided with the information and support she needed, both her life 
and her daughter’s, have improved greatly.  
 
We know that there is still a lack of recognition of the input of young carers and 
despite the requirement for ‘whole family approach’ assessments under the Care Act 
2014, many practitioners appear to lack the skills or knowledge to assess holistically.  
 
A carer may be identified, yet their roles and needs not fully identified nor 
understood, particularly in cases where carers are ‘sandwich caring’ or ‘mutual 
caring’; caring for more than one person.  
 
Possible solutions: 
• Mandatory training for all health and social care staff in identifying a person who 

is not yet recognised as a carer and to signpost them to support. This must 
include the ‘whole family approach’ and the recognition of lifelong family carers, 
young carers and carers supporting a number of people 

• Every carer is provided with a badge to ensure they are recognised as part of the 
team providing care and support to the individual. A strong presence of a ‘family 
carer’ badge increases awareness and recognition of the value of family carers 
by professionals and the public. The Ipswich Hospital gives a good example, 
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which alongside other carer recognition work has improved support to carers in 
the hospital: 

 
 

 
Providing information and advice 
Family carers supporting adults with learning disabilities always tell us they do not 
get the information and advice they need, at the time they need it. This can be 
anything from information about the support available to them locally, to information, 
advice and inclusion in decisions about big changes to their relative’s support. 
 
Family carers find it difficult to access information about the support they may be 
eligible for, what support is available, and their legal rights in accessing this support. 
Hundreds of thousands of family carers do not access the level of support they need, 
causing significant impact on the physical and psychological wellbeing of themselves 
and subsequently, the person they support.  
 
The modern age and increased use of the internet using different technologies is one 
to be made good use of, however there is a growing lack of recognition of the many 
people who do not use the internet. Indeed, family carers who do use the internet 
often do not know what to look for; “you don’t know what you don’t know”. They 
require a person with expertise to facilitate their access to the right information in a 
way that is understandable to them, and at the time they need it.  
 
The lifelong carer supporting an adult with learning disabilities often finds information 
and advice provided to the whole population of people with care and support needs 
does not address their personal situation. There has been an obvious decrease in 
specialist and expert advisors; few Carers Centres provide staff with specialist 
knowledge of the lifelong carer role and learning disabilities, local authority learning 
disability teams have merged with generic social work teams and assessors often do 
not have the knowledge required to effectively support the family carer. The FCSS 
supports many family carers who have tried to access information from local support 
provision which has not had the expertise to give them what they required.  
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Family carers have noticed a decrease in provision of practical support with 
completing forms such as welfare benefit applications; leading to further impact on 
what is likely to be an already pressured financial situation.  
 
Possible solutions: 
 
• Requirement for key documentation to be provided in hard copy to ensure access 

to all, including essential information about processes and rights, such as the 
Care and Support Statutory Guidance. 

• When a person is first recognised as a carer, they are provided with a ‘Carer’s 
passport’, similar to health passports and baby’s red book etc. In the form of a 
folder that documents can be added, carers can contain all important and useful 
information (across all sectors including education, health, social care etc) in one 
place. This can be added and referred to over years by carers, creating their own, 
personalised, resource. 

• More ‘Carers Hubs’; a place for carers to access support and information, located 
in places such as hospital foyers, GP surgeries, schools, colleges, libraries etc. A 
good example can be found at the Royal University Hospital in Bath. These can 
be supported by volunteers. 

• An increase of funding to enable all carers to access support with form filling, 
finding out what welfare benefits they may be entitled to etc. These have declined 
over the years and many people do not claim the benefits they are entitled to. 

• Application forms and covering letters, particularly from the Department for Work 
and Pensions, are often poorly written and laid out, leading to a need for support 
to complete them. Perhaps improved communication would decrease the need 
for people to access support with completing forms and understanding letters.  

• The impact of lack of expert support for family carers supporting adults with 
learning disabilities must not be underestimated. The provision of expert 
advisors, assessors and teams must be encouraged to prevent further 
oppression of family carers and their relatives with learning disabilities, who are 
already discriminated against in all areas of life.  

 
 
Services and other formal support for young carers and adult carers e.g. 
carers assessment, carers allowance, NHS support services etc 
 
Through our support work and discussions at workshops since the Care Act was 
implemented, it is clear that many local authority assessors do not have the skills, 
knowledge or experience to effectively assess carers and/or help identify appropriate 
support.  
 
We think there is an increasingly strong need for mandatory training for formal 
supports in identifying, valuing and supporting family carers, particularly those 
supporting people with learning disabilities.  
 
Family carers find carers assessments more productive if they prepare for one, 
however there is a serious lack of information available across all local authorities in 
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England. Many local authorities do not make it clear that family carers can have a 
face to face carers assessment rather than complete a ‘self-assessment’; we know 
these are less effective due to the difficulties family carers have in identifying all the 
things they do that have become normal to them but in fact are a part of their caring 
role. We have spoken with many family carers who have been refused a carers 
assessment by their local authority, even though they have a clear ‘appearance of 
needs’. Assumptions are being made about the time and energy carers can 
contribute, putting huge strains on entire families.  
 
Some family carers do access support provided in a personalised way, which works 
for them. For example, we know family carers who have had driving lessons paid for 
to enable their access to visit their relative and go to college, however we have also 
spoken to family carers who have been offered massage and beauty vouchers which 
did not at all meet their needs. The individuals were led to believe this was all that 
was on offer.  
 
Support provided in a timely manner is a common problem. A (not unusual) quote 
from a family carer gives some insight into the impact of this on peoples lives: 
 
“Abandoned at home with dying daughter and no care support nor funding for PA at 
all. Everyone in the system says wait while we do our paperwork. This has now been 
going on for three weeks of agony”. 
 
The problems with Carers Allowance are widely acknowledged; for some family 
carers it equates to a few pence an hour; the caring role does not stop aged 65, 
however Carers Allowance does; a family carer claiming Carers Allowance denies 
the person their Severe Disability Premium. We are aware of the current 
Communities and Local Government Committee inquiry into the financial 
sustainability of adult social care which we hope will address this issue, among the 
many others.  
 
It is important to highlight the impact of assessments and interventions by health and 
social care on individuals and family carers. The Care Act 2014 created a legal duty 
for local authorities to ‘promote the wellbeing’ of individuals and family carers in all 
their actions and decisions. ‘Promote’ means ‘actively encourage’. Unfortunately this 
key principle is usually ignored. We have seen an increasing lack of regard of the 
impact of local authority actions on individuals’ lives.  
 
For example, the FCSS supported a family whose relative had an annual 
assessment which failed to recognise the person’s needs. The assessment process 
was incorrect, the assessor admittedly had no experience or understanding of the 
challenges face by people with learning disabilities or their carers but it took a year of 
challenge (through LA complaints process) and stress to have the decision 
overturned. This would have been totally avoidable if the original assessor had the 
required skills, knowledge and experience. This is not a unique case and in addition 
to the physical and emotional strain on the family, the financial cost to the local 
authority is great.  
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The prevention duty in the Care Act gave hope to family carers who historically have 
felt that they have had to be “at the end of their tether” before a local authority would 
support them. While FCSS continue to remind families and local authorities of the 
importance of early intervention, this duty in practice appears to have been 
completely forgotten. Planning ahead is incredibly important for family carers 
supporting a person with a learning disability because they have been their lifetime 
advocate and they need to know that there is a contingency plan in place for when 
they can no longer fulfil that role. Many family carers constantly worry about what will 
happen to their relative when they are not able to continue in their caring role, or 
indeed when they die. Provision for planning ahead is essential. Planning ahead can 
avoid a great emotional and financial cost to the people and public money.  
 
One family carer said: 
“My son lives alone with 24hr one to one care… All funded (via direct payments from 
the local authority). On one hand he has the perfect solution but the most intractable 
problem is lack of staff. He has averaged 50 / 60% agency care over the last couple 
of years as the provider are unable to recruit staff for this service. I can’t stress 
enough how extremely vulnerable he is, a lack of consistency and safety has a major 
effect on his mental and physical wellbeing…We worry how this service and our 
son’s wellbeing will continue / survive after we’re dead given the level of support 
from us necessary at times”. 
 
Another family carer said:  
“We are being denied a proper retirement like our friends are having, as their 
children have flown the nest!” 
 
 
Valuing and involving carers in services to the person they care for 
 
Family carers caring for and about an adult with learning disabilities often feel their 
input is not properly valued by professionals supporting their relative.  
 
One said: 
“We carers keep people in the community and save the government thousands of 
pounds each day”. 
 
We often talk about ‘experts by experience’ and we believe family carers are experts 
about their relative, they hold the history, the detail, they know the difference 
between “yes” and “yesssss” and the meaning of certain body movements. They 
remember which support staff their relative built strong relationships with, and those 
they didn’t. Family carers have usually spent the majority of their lives putting their 
relative first; they certainly are the expert of that person’s life (and their health and 
social care experiences over the years).  
 
However, it is clear that family carers cannot be experts in how ‘the system’ works, 
the law affecting themselves and their relative or the policies and procedures that 
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must be adhered to by supportive services. One of the professionals’ key roles is to 
recognise this, and inform the family carer to facilitate their involvement, yet 
unfortunately we continue to see widespread lack of regard to the important 
information and knowledge family carers hold, which will contribute to supporting the 
person to live a good life. 
 
Despite law and policy that instructs the opposite, people with learning disabilities 
(and/or autism) who are described as having ‘high needs’, ‘complex needs’ and/or 
‘challenging behaviour’ continue to find there is no sufficient support provision for 
them in their local area, resulting in people living hundreds of miles away from home 
– often in provision that is unsuitable. Apart from this being illegal in many cases, the 
negative impact this has on individuals and their families now and in the future, is 
huge. We know this often happens as a result of professionals ignoring the 
individuals wishes and not listening to vitally important information and knowledge 
given by family carers.  
 
When relatives live miles away from the family home, there is often a lack of regard 
to actively maintaining the family relationship through the use of the telephone and 
skype etc when the distance is too far to travel regularly.  
 
Family carers are often ‘forgotten’ when they are not able to be physically present at 
their relative’s distant accommodation and therefore not updated on important 
information such as change to support, or even updates on their relative’s progress. 
This is incredibly worrying for families. 
 
The lifelong role of the family carer means they have seen many professionals come 
and go, some with more and others with less experience. The difficulties in retaining 
support staff long term are widely documented, and this has a great impact on the 
support provided to people with learning disabilities (and autism) due to the lack of 
continuity, the need for new relationships to be developed, training for staff, staff 
learn about the person, the family, then leaves.  
 
Possible solutions: 

 We strongly believe much of these issues can be put right by professionals 
correctly following the Care Act 2014. 

 Mandatory training for all staff on supporting family carers, recognising the 
importance of their inclusion and understanding the emotive context (to reduce 
use of the ‘difficult family’ label) 

 A reintroduction of specialised and experienced staff in supporting people with 
learning disabilities and their family carers 
 

 
Supporting working carers and ensuring a life outside caring 
 
Family carers can often find it difficult to work, due to the time they spend supporting 
their relative, and it can be difficult to find a job that will let you drop everything to 
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support a crisis. They are always the back up for their relative if anything changes or 
goes wrong.  
 
During our Carers Strategy call for evidence event, family carers focussed in this 
section on the fact that they must be the ‘back-up’ for their relative and this impacts 
on being able to plan or arrange regular activities.  
 
The period of ‘Transition’ for a person moving from childrens’ to adult services is 
often a difficult time as young people and their families often don’t receive all the 
information they need nor supported to properly plan for a change in support 
provision. This results in young people moving from full time education to three days 
a week, or no activities, resulting in the family carer providing the support and/or 
spending extensive time and energy in trying to access support for the young 
person. Often funding for transport to enable a young person to travel to and from an 
educational provision is overlooked. Again this responsibility often falls back on the 
carer making it very difficult for carers who wish to work to be able to do so.  
 
Some family carers have said it’s “impossible” to have a job due to the lack of basic 
support provision for their relatives. They are forced to provide the support due to 
assumptions made by professionals. 
 
Some family carers said:  
“Direct payments supposedly enable you to tailor make a package which can be 
done - but it is dependent on me to ensure she gets to and from the activities so has 
severe restrictions on what I can actually do. I volunteer so I can fit it around my 
daughters schedule and I have 2 part time jobs but cannot commit to anything 
more… Having cared for my daughter for 20 years I am feeling more frustrated and 
resentful then I did before as I still have to bathe her, feed her, help her get dressed 
etc. It is impossible to plan anything spontaneously as my daughter cannot be left 
alone and it is not easy to find reliable support staff”  
 
“Governments lack of funding for local services are having a massive impact on 
carers. Every time they cut the person we care for support our quality of life goes 
down even further. We are the most undervalued and put upon and just expected to 
get on with it regardless. Our health and wellbeing is not being taken into 
consideration even though the Care Act says it should be”. 
 
Possible solutions: 
• The Care Act 2014 provides for family carers to have a life of their own, however 

over a year on, we know that there continues to be poor implementation, 
especially around support for carers. We believe there should be a national 
programme of training for all health and social care staff around support to family 
carers, including the difference of the impact of the lifelong caring role.  

• A national media campaign (TV, radio, billboards etc) to raise awareness of 
support available to carers, including welfare benefits.  
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Financial impact of caring 
There is very little recognition that family carers often ‘pick up the bill’ of the relatives 
they support. There have been huge problems around charging for individuals with 
care and support needs, impacting on family carers in several ways: 

 Relative’s financial contribution assessment (FCA) results in increased charge- it 
is usually the family carer who has to challenge this, causing unnecessary stress, 
taking up their time and affecting their physical as well as mental health. 

 Relative’s FCA results in increased charge which the person cannot afford. The 
family carer foots the bill, impacting on their own finances 

 Local authorities often don’t correctly assess Disability Related account, resulting 
in the wrong outcome, which again, family carers must spend time and energy 
challenging. 

 
The impact of the lifelong caring role has a great effect on finances over the years. 
Family carers have greater difficulties in having time and energy to work; finding 
employers who understand the needs of carers; they are less likely to become 
property owners; make savings; the list is endless. The financial pressure of 
supporting their relative continues indefinitely and this must be recognised through 
more free provision for carers, for example parking at health services and hospitals, 
but there is also a need for carers to be recognised in the policy making around 
finances and welfare benefits. We have raised the issues with Carers Allowance 
above, however the ‘hidden’ impact on carers must be recognised.  
 
Family carers often protect the finances of the people they care for by contributing 
their own money, time and energy. This happens more frequently now as peoples 
support is reduced in times of austerity. 
 
Some carers find grants very helpful, but this is not useful to every carer as many 
require ongoing support rather than a one off (relatively small) financial payment.  
 
One family carer clearly highlights some of the serious policy decisions affecting 
people with disabilities and their family carers: 
“1)  Severe Disability Premium. The Government is allowing Councils to disregard 
the Severe Disability Premium (£61.85) allowed by the DWP to severely disabled 
persons. This is an important part of their needs, to support their additional needs as 
a "severely disabled" person over a "disabled" person. This is discrimination against 
the "severely disabled", and thus relegating them to the "disabled" category.  It also 
means that "severely disabled" clients are having to pay Councils for services 
whereas "disabled" clients are not having to pay.  Councils are providing no 
additional services for the "severely disabled", and are thus being allowed to claim 
this money via their charging policy under false pretences.  
  
2)  Disability Living Allowance (Care). Councils are being allowed by the Government 
to treat the whole of the Disability Living Allowance (Care) component  (£82.30) as 
income of a disabled person under their charging for care policy. This higher rate of 
DLA(Care) is provided to those requiring care day and night, and Councils should 
therefore not be taking this money under their charging policy if not providing any 
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care other than day-care centres, as this leaves no funds for unpaid family carers to 
provide for any services at evenings, night-time, weekends or holidays. 
 
Possible solutions: 

 We are pleased to see an inquiry into the funding of adult social care currently 
taking place, which we will respond to. The funding is not in crisis, but it is a 
catastrophe for many people and their families. 

 Mandatory Equality Impact Assessments to be carried out by Government when 
considering changes to health and social care policy, particularly those that affect 
the finances of individuals and their family carers.  

 
 
Conclusion 
 
Although not enough, here has been an increased recognition of the difficulties 
facing carers in England since the Care Act 2014 was implemented. However, the 
difficulties facing family carers supporting an adult with learning disabilities still 
continue to be hidden, while entire families’ mental and physical wellbeing declines. 
The media talks of a social care crisis, yet the experiences we hear of daily lead us 
to believe it should be described as a catastrophe.  
 
The Family Carer Support Service can provide additional evidence if required, in 
writing or orally. 
 
For further information please contact: Rhianon Gale, Family Carer Support 
Manager, on 0117 906 1751, 07795 391 907 or rhianon.gale@hft.org.uk 
 
www.hft.org.uk/familycarersupport  
 
 
 
 
 

http://www.hft.org.uk/familycarersupport

