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Healthwatch Isle of Wightis a local
independent consumer champion for
health and social care which also provides
a signposting service for the public.

We havean importantrole in assessing the
quality of local health and social care

services and holding providers and
commissioners toaccount. We speak and
listen to a wide range of peopleto geta
broad picture of local experiences.
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Executive Summary

Healthwatch Isle of Wight identified support for unpaid carers
as apriority for further work in 2015, following an increasein
Feedback the previous year on this subject. Support for unpaid carers
also came top in the Healthwatch Isle of Wight prioritisation survey inthe
same year, with many people expressing a view that Healthwatch should
explore this topic in more detail.

Thisreport sought to find out whether the challenge of meeting the needs of carersis
being met on the Isle of Wight and tounderstand more about the experiences of carers
and how their role impacts on their lives on a day to day basis. But perhapsmost

importantly, we identified waysin which therole of unpaid carers can beimproved both
for the carer themselves and the person they support.

We spoke with a widerange of carers from all age groups and backgrounds and we found
that despite a wealth of policies and commitmentsin support of unpaid carers both
nationally and locally, carers often found themselvesisolated and without the support
they needed. They werenot recognised or valued as a carer with health and social care
professionals and in some cases particularly within mental health services, professionals

excluded them to the extent that they were unable to care effectively for their cared for
person.

Carersfor people with amental health condition felt particularly isolated, evenif they
attended a group, dueto the perceived amount of stigima attached to mental health.
Itisnotable that the current Mental Health Strategy makes no mention of carers.

What wasnotable washow selfless carers were, putting the needs of their
cared for person before their own and this was especially true when it
came totaking care of their own health. We heard of oneinstance
of a carer putting off treatment for cancer until their cared

for person had died.

The 2011 Censtus
Indicated that 16420 people
on the Isle of Wight provided at
least one hour of unpaid care per
week, meaning that 11.9% of the
total Island population had a caring

responsibility. In comparison, the

South Fast (98%) and
England (10.2%) both
had lower levels of
unpaid car provision.



Themost important priorities that carers
identified for the cared for person were safety and
quality of life, however providing personal care, emotional
and practical support also featured heavily.

Wefound that there was a clear divide between carers who knew through
assertive natures, experience or their professional background how to get
services to work alongside them, and other carers whofelt that they were just at

the ‘mercy of the system.’

We alsofound that the quality of support services for carers wasrecognised and
appreciated, however, the level and longevity of this support was often not enough for
carersneeds. Respite services were particularly valued by carers, however, whist all the
people we asked had varied interests and hobbies, time to spend on them during respite
was impacted by having to do mundane tasks such as shopping, visiting the optician and
completing household tasks. Almost everyone we spoke to was fearful of theintroduction
of charges for this service, particularly as their cared for person may refuse topay.

What next?

Thisreport will be shared with the Isle of Wight Council and the Isle of Wight Clinical
Commissioning Group and we are pleased that the findings contained within this

report will feed into therefresh of the IOW Carers Strategy.

Among the recommmendations we have made tolocal providers and
cormissioners of services, we have expressed a wish for therole of
unpaid carers to berecognised and valued by professionals and

for peer supportto have a greater focus
within service provision.

Wehave alsorequested areview of
respite provision for younger disabled
people and the implementation of a
more "user friendly’ carers
assessment form.



[linesses and conditions that affect loved ones are described by the MS
Society as unpredictable and uninvited guests; that arrivein a person’s
life and those around them and are there to stay. They turn husbands,
wives, mothers, fathers, daughters, sons, relatives and other friendsinto
carers.

Carers are people who can spend significant aimounts of time each
week providing un-paid caring and support for loved ones, who areill,
frail, disabled with mental ill health or substance useissues.

Many carers don't see themselves as carers. It takes carers an average of
two yearsto acknowledge their role as a carer. It can be difficult for
carersto seetheir caringrole as separate from therelationship they
have with the person for whom they care.

There is a clear relationship between poor health and caring that
increases with the duration and intensity of the caringrole. Those
providing high levels of care are twice aslikely to have poor health
compared to those without caring responsibilities. With an ageing
population, when more people are living longer, but with poorer health,
it is imperative that unpaid carers are supported properly to fulfil their
role and maintain their health.

Caringresponsibilities can have an adverseimpact on the physical and
mental health, education and employment potential of those who care,
which can result in significantly poorer health and quality of life
outcomes. Thesein turn can affect a carer’s ability to support the cared
for person and could lead to the admission of the cared for personto
hospital or residential care. 84% of carers surveyed for the 2013 State of
Caring Survey (produced by Carers UK), said that caringhashad a
negative impact on their health, up from 74%in 2011-12. Carers
attributed their health risk to alack of support, with 64% blaming a lack
of practical support



The 2011 Census indicated 16,420 people on the Isle of Wight provided at
least 1 hour of unpaid care per week, meaning 11.9% of the total Island
population had a caring responsibility. In comparison, the South East
(9.8%) and England (10.2%) both had lower levels of unpaid care
provision. Of those people providing unpaid care, 4,104 provided 50+
hours of care per week (3.0% of the total population), higher than both
the South east (2.0%) and England (2.4%).

Source: ONS -www.neighbourhood.statistics.govuk

Carers need a strong skill set to enable them to fulfil their roles. This
includeshaving knowledge about the condition affecting the cared for
person, knowing how to care effectively and safely, including supporting
the people they care for with personal care. They have to deal with
statutory services, legal matters and frequently the benefits system.
They often have long term conditions themselves, which could affect
their ability to deliver their caringrole. This on top of running a
household, frequently caring for children or other relatives and often
holding down a job. The pressures can be enormous and timme out for
themselvesis seen as aluxury. Itis also anisolating and lonely role.

Thisreport seekstofind out whether the challenge of meeting the needs
of carersisbeing met, tounderstand more about the experiences of
carers and how professionals from health and social care servicestreat
and interact with them. Most importantly to identify waysin which the
role of unpaid carers can be improved, both for the carer themselves and
for the people that they carefor.


http://www.neighbourhood.statistics.gov.uk
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Context

Thereis an enormous range of evidence and policy supporting the needs of un-paid
carers. Primarily, there is therecognition that carers save the NHS and social care
services a huge amount of money each year. The 2011 Report by Carers UK -
‘Valuing Carers found that the economic value contribution by carers was £119
billion, more than the then total cost of the NHS, and arise of 37% since 2007 On the
Island the 16, 067 carers providing care, was valued at £303.1million per year.

Although carers can be of any age, it should be noted that many arereaching older
age. On the Island the survey of adult carers completed by the IW Council for the
Health and Social Care Information Centre (HSCIC 2014/15) found that over half
(55%) were aged over 65. The HSCICreport only includes carers aged 18 or over.
There arelocal estimates of over 300 young carersregistered for support provided
by the YMCA.

The NHS England - Five Year Forward View clearly articulates the need for
supporting carers:

‘“Two thirds of patients admitted to hospital are over 65, and more than a quarter of
hospital inpatients have dementia. The five and a half million carersin England
make a critical and underappreciated contribution not only toloved ones,
neighbours and friends, but to the very sustainability of the NHS itself. We will find
new ways to support carers, building on the new rights created by the Care Act, and
especially helping the most vulnerable amongst them - the approximately 225,000
yotng carers and the 110000 carers who are themselves aged over 85, This will
include working with voluntary organisations and GP practices toidentify them and
provide better support. For NHS staff we will look to introduce flexible working
arrangements for those with major unpaid caring responsibilities’

The NHS England Commitment to Carers (2014) makes specific pledges to carers;
these are:

“Recognise me as a carer (this may not always be as carers’but simmply as parents,
children, partners, friends and members of our local communities)”

‘Information is shared with me and other professionals”

“Signpost information for me and help link professionals together”

“‘Careisflexible and is available when it stiits e and the person for whom I care”

“Recognise that Imay need help both in my caringrole and in maintaining my
own health and well-being”

“‘Respect, involve and treat me as an expertin care”

“Treat me with dignity and compassion”

Despite the above, the Carers UK Report ‘Caring in Later Life’ (2015) found that
carers had mixed experiences of health and social care services. For health
Services whilst 44% said that experiences were positive 14% found them negative.
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Regarding contact with social care professionals, 44% had positive experiences with
15% negative. Thisisin addition to 4in 10 carers having experienced difficulties in
the way that health and social care services work together

Thisreport also found that although 70% of carers come into contact with health
professionals, health professionals only identify about oneinten asbeing a carer.
66% of carersfeel that healthcare staff don't help to signpost them torelevant
information or support, and when information is given, it comes from charities and
support groups.

The Department of Health's mandate to NHS England includes ensuring that the NHS
becomes significantly better at involving carers as well as patients in care.

Local Context

The Isle of Wight Council and Isle of Wight Clinical Commissioning Group have
published the ‘Working Together With Carers’ Strategy 2013-16. Thisjoint strategy is
toreaffirm their commitment to continue to seek out and improve thelives of carers.
The priorities are:

Identifying and including carers

Providing information, advice and training
Carers shaping policy and services

Peer support

Carers breaks

Access to work and training
Accesstobenefits

Crisis support

Accessto health and wellbeing

Support for children and young carers

The strategy was based on consultation which found that 55% of carers did not know
who to contact in a crisis, 68% had not had a carers assessment and 89%reported
that caring had an impact on their general life.

Support for adults caring for adultsis delivered locally through Carers IW, the Stroke
Association, the sitting service whichis currently provided free of charge, together
with other smaller initiatives. Support for young carersis delivered through the
YMCA. Thereis an acknowledgement that these servicesfor adults, children and
young peopleneed to work together especially in the transition of young peopleto
adult services. Also that all services should be flexible in their approach in order to
respond to the variety of ways in which those with caring responsibilities can be best
supported.
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Methodology

To gain the best understanding of the
issues that carersface as part of their role,
it was decided that the best approach
would be to attend a variety of

cormmunity groups, where carers would Innumbers:

bepresent.. 14 Outreach Sessions - including
Carers IW Respite weekend

Alongside the feedback that Healthwatch during November 2015

Isle of Wight had already 20 conversations were held with

collected, this enabled usto identify individual carers

particular themes and trends with
regardstothe effectiveness of support
currently available to carers on the Isle of
Wight.

Carers IW then supported usto contact individual carers who were currently
caring for an individual and who wished to share their experiences with
Healthwatch Isle of Wight, with a view toimproving the future provision of local
services for unpaid carers.

We spoke with individual carers, from a wide range of ages, financial
circumstances and with their own health issues from acrossthe Island,

living both in towns and villages as well as morerural and remote areas. The people
we spoke to were caring for others with arange of disabling illnesses and
conditions, which affected their daily lives in countless ways.

Welooked for common issuesthat could be addressed rather than trying to seek to
solve the problems and issues of all. All experiences shared have beenrecorded
onto the Healthwatch Isle of Wight Customer Relationship Management system
(CRMD.

‘Those who we spoke to who wished to make specific complaints have been
signposted tothe Healthwatch advocacy partner SEAP.

Caring for people - in numbers
v

7

= Caring for people with mental health problems

= Caring for people with dementia

= Caring for people with disabilities related to ageing anf life limiting conditions
= Caring for people with physical disabilies

= Caring for people with sensory disabilities

= Caring for people with learning disabilities




During our conversations with carers,
we built on the themes we had identified
earlier and sought tofind out about
carers individual caring commitments,
the effect these had on the quality of life
of the carer and exactly what lifeis like as
a carer.

We also asked about their experiences

with specific services - what had

worked well and equally
importantly, what had not
worked well and our
findings are
documented
throughout thisreport.



http://www.nkm.org.uk/wp-content/uploads/2012/11/The-UK-Care-Economy-Improving-Outcomes-for-Carers-4.pdf
http://www.nkm.org.uk/wp-content/uploads/2012/11/The-UK-Care-Economy-Improving-Outcomes-for-Carers-4.pdf
http://www.nkm.org.uk/wp-content/uploads/2012/11/The-UK-Care-Economy-Improving-Outcomes-for-Carers-4.pdf
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Findings—General Practice

General Practitioners are universally accessed by the population. They are thefirst
port of call for any health worries and act as referrers and sign-posters onto other
services and treatments. We asked for both positive and negative experiences with
GP’s and staff at their practices.

When asked what worked well in health and social care services, soime carers
named their GP as the best service, using descriptions such as;

‘brilliant, supportive, listening, sharing information and straight talking’

Others were described as:
‘helpful and insightful.

These positiveremarks generally came from carers who had been ableto build a
successful professional relationship with their GP.

Othersremarked on thelack of continuity asthey never saw the same doctor. In
these casesmost GP swere unaware of the person s caringrole. Many remarked
that it would be helpful if they were flagged as a carer, for example, in order for GP’s
to share and receiverelevant information about the cared for personin order to
assist with diagnosis and treatment. It was generally felt that beingidentified as a
carer would support professionalsto have a greater understanding of their needs,
for example, carersimay not be able to attend early appointiments due to their
caring role. They may alsorequire additional emotional support during
appointments.

Good practice was noted at Sandown Medical Centre where appointments for
elderly people were clustered, for example, GP appointments were synchronised
with clinics, tests and so on, to try and reduce the number of repeat visits. Also at
Tower House surgery in Ryde where one GP was responsible for all patients with
dementia.

For those caring for people with mental illness, finding the right GP was imperative.
Carersreported that theright attitudes and treatments could make a huge
difference for their cared for person, whereas unsympathetic and judgemental GP’s
could adversely affect outcomesfor their cared for person and themselves.
Community and District nursing and Matronsreceived a great deal of praise for
their flexible approach and attention to detail. However, one carer commented that
it was harder to access them now and attributed that to the change tolocality
working. Another had to organise her own dressing for her cared for person as
none were available that were suitable.

Arelatively new service the Care Navigatorsreceived praise from one interviewee
in giving good advice and signposting. The carer could not imagine how else
people could learn how to access services. However, another said that they could
not tell her anything she did not already know. As thisis anew serviceitishardto
draw any conclusions from these two pieces of feedback, but close evaluation of
the service would be advised.
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Hospital Inpatient:

Thisrecollection was simmilar to

Carer reported that whilst her several others we heard from carers of
mum was inrehab in St Marys, she older people. Urine infections
suffered a number of urine infections, seem common and the
was repeatedly asked whether her mother . symptoms attributed to
had dementia, which wasnot the case. dementia when this is not the
case.

Her mum wasin a singleroom for 3weeks in
rehabfollowing an operation, she couldnteven Several carers of people with
watch TV read, or listen to theradio sothiswas Jementiatold us that staff

totally isolating and impacted on her seemed disbelieving of the
recovery. amount of pain these patients
could bein, and that their
Carer saysit was Concerns were dismissed.
cruel’
andshould a We alsoheard several stories where we believed a
similar situation complaint could bemade. In all of these
arise she will circurmstances the carers refused our
discharge her muim offer of supportto access the
and take care of complaints advocacy service, SEAP.
her at home.

Thiswasfor one or more reasons,
most commonly because the carer did not have the time or energy topursue a
complaint. There was also the fear that a complaint could lead toretribution and a
reluctance to further help the cared for person. One had complained previously, and
said that as the complaint had never been resolved she had nofaith in the system.

Others worried about their cared for person whilst they were in hospital, particularly
if they did have dementia, or were very ill, as the excerpt above shows. One
witnessed another patient calling, ‘Toilet, toilet..’ repeatedly without staff
responding. Others stayed with their cared for person asmuch asthey could in order
to ensure that they were properly looked after.

Weheard a distressing experiencerelating to end of life care. The cared for person
was unaware that they were nearing the end of their life and hospital staff discussed
palliative carein front of them. The carer had tomoveto another part of the ward to
speak to staff, to ensure that messages about end of life care could be given
sensitively and appropriately. This feedback wasnotisolated and illustrates thefact
that sensitive and compassionate communication is key to achieving the best
outcomes for both carers and the people they carefor.



Hospital Outpatient:

A key issue here identified by carers we spoketo,
was thelack of co-ordination around out-patient
appointments. They were frustrated that they had toreturn
tothe GP for further referrals for other services and could not
understand why hospital departiments could not refer internally -
they were also aware of the increased workload that this created for
GP’s. Another issue was having toreturn to the GP for changesto
medication, they saw this as another increase to GP’'s workloads, and

another task that they had to complete also.

Theimportance of the carer being able to provide clarity and
reassurancetotheir cared for person was not always met at hospital

outpatient appointments. They werenot alwaysrecognised as a
carer and encouraged to attend the appointments. Thismade
them fear that their cared for person had not told staff all
symptoms, or understood all questions asked of them.

A carer told us that much
more time was needed for
older people at appointments,
especially where minor
procedures were carried out,
so that they could explain and

reassure their cared for person. Thiswas
especially trueif the cared for personhad
dementia, learning disability or a
mental health condition.
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Respite and Social Care:

‘2hoursisno good for me’ ]

Currently, some carers, particularly of older people with dementia, can access two
hours per week free sitting service which they value asrespite from their caringrole.
There will be the introduction of means tested charges from April 2016.

All the people we spoke to who cared for people with mental illness did not access
this service. For younger disabled peopleit was questioned whether a sitting service
was appropriate.

At carers support groups, people often said that they were ‘the lucky ones’ as they
were able to access the groups and that there were many others who were unable to.
any accessing the ‘sitting service remarked that the time was just too short and too
fixed for their needs. They stated that although they had hobbies and interests that
they would like to pursue when the cared for person was using the sitting service,
they were unable to do this either both because the time was inappropriate
(accessing an evening support group when the sitting service was during the day), or
because they had other appointments to attend for themselves during the time
allocated. Several remarked that they just did the shopping and one carer droveto
the beach and caught up on sleep in their car. The free sitting service does in spite of
this remain a highly valued service.

Carers are already becoming fearful that with the introduction of chargesfor the
sitting service and flat raterespite, that their cared for person willrefuseto pay and
they will be left without an important lifeline. This service doestry tomatch paid
carersto the cared for persons needs and many cared for people currently use this
service to go out walking, bowling, join other groups, cooking at home, shopping, cup
of tea out and about. The service can be arranged for the evening if the care agency
have available staff - it needs to be prearranged and many carers seemto be
unaware of this. It would be easier for peopleif this valuable service was discussed
andreferred to as arespite service, thus squashing any preconceived ideas.

Someremarked on the pressuresto home care services which provided the sitting
services. Carersfrom these services could arrive late and appear rushed. Carers
were aware that staff from these services were often under pressure, with mileage
and travel time excluded. Othersnoted that where they had made specificrequests
for carers, for example, not wearing uniforms or just the same carer every week,
these were not complied with. It was also noted that there seemed to be a high
turn-over of staff, leading to alack of continuity for the cared for person.
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Most carers were happy with the
residential care homes which provided respite for
their cared for person. Wereceived a great deal of praise
for the Adelaide, Northbrooke House and Merrydale.

It was noted that it was not always possible to access a preferred
setting. This was because it was acknowledged it was more cost effective
for homesto have full-time permanent residents and in the case of the
Adelaide; that they would not say when there were vacanciesin advance
making it very hard for the carer to book holidays.

Settings were generally designed for the respite of older people, meaning that it
was unsuitable for the needs of younger people. Carers stressed that if they were
havingrespite they wanted to be confident that their cared for person wasnot
just safe, but that they were also enjoying the break.

We heard afew stories where respiteresidential care had been unsafe, in
these cases we signposted the carer to the relevant safeguarding authority.
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“The cared for person wasreceivingrespitein a care home. Herang his carer
one evening saying that he had been to St Marys for a heart check up. His carer
knew that there wasno check up planned and was worried. It transpired that
the cared for person had had chest pains and had been taken by ambulanceto
hospital The care home manager told the carer that staff had rung her but that
she had said she wasn't interested. This was not true, the carer had been at
home allday, no phone call had been made. When the carer challenged this
the home manager said it had been hectic (over unchtime) so there may have
been adelay in calling. The carer was frustrated as no-one seemed to take
responsibility for this lack of communication, she asked what would have
happened if the cared for person had died and was told Tam sure someone
from the hospital would have rung you.’ she later made two written complaints
to the care homes The first wasignored, the second complaint, the response
cited confidentiality asthe reason for notresponding.
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Mental Health:

If carers are ‘Cinderella’s’ in our society then carers of people with mental illness are
‘Cinderella’s Cinderella’. Thereisnomention of carers within the current local mental
health strategy and whilst we were aware of an online support service, we did not
meet any carers who knew of it or had accessed it. For many carers, if their cared for
person did not wish to access services, then they are very much alone. Mental illness
affects people of all ages and whilst health and social care services are willing to
share and receive information where dementia isinvolved thisismuch lacking in
mental health services, the crux of this being thelack of recognition of carersfor
people with mental illness.

“They hide behind confidentiality and then blame me for what ]
happensnext..’ :

Carers of people with mental illness care be moreisolated than those caring for other
conditions. Everyone we spoke to said that there was still a stigima attached to
mental illness. Also that their cared for person wasreluctant and unwilling to
socialise or receive friends and family, making the carer moreisolated. In other
instances, the behaviour of the cared for person meant that friends and relatives
were discouraged to call.

The carers are called upon to provide constant emotional support and reassurance,
but many said that they did not feel like real’ carers; who provided both practical and
emotional care.

l Tdo everything and nothing for him’

l Tkeep her alive’

The carer often had their own anxieties seated in the fear that they did not know if
they were doing the Tight' thingsfor their cared for person. This was exacerbated by
professionals being unwilling to share information on diagnosis and treatment for
the cared for person.
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Both carers and cared for people were often unclear about pathways of carein
mental health services and what their expectations should be. Carers were often
afraid that if they did not attend appointments with their cared for person, then
services would not hear the ‘whole story, the extent of the mental illness and its
effects. Atleast one carer had given up work and their independenceto try and
ensure that their cared for person got the care and treatment they needed.

Fears were also expressed over the frequent staff changes, use of locums and junior
staff meant that their cared for person did not get the care and treatment they
deserved, and continuity was subsequently raised as anissue.

For those with both mental and physical illnesses, the issue of ‘parity of esteem’ was
raised again and again. Whilst carers were not familiar with the phrase, when the
concept was explained to them they agreed that this often summed up their
concerns. More than one person with a disabling physical illness was told by mental
health services that they could not be helped.

In the main we spoke to people who were caring for people with longstanding
mental illness, in most cases the only treatiment was medication, with one having
been prescribed Lithium for over 15 years and several being prescribed Seroxat for
over 20 years. There was a great deal of confusion on how other therapeutic
services were accessed, and this sometimes then led to a reluctance of the cared for
person to access them.
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Carers were asked to comment on any other services that their cared for person had
received and their thoughts are summarised below

Occupational Therapy:

Wereceived a very mixed picture of occupational therapy, with somerating the
service very highly, especially for cared for people who were older, had dementia or
were nearing the end of their lives. For physically disabled working age people again,
the service wasrated very highly. For those with a temporary disability, the service
seemed far less helpful, and we were told of oneinstance where thisleadtoa
delayed discharge and the wrong equipment being delivered.

Physiotherapy:
The views wereceived were from carers of older people. They found that the service

was toolittletoo late and that there was a tendency for professionals to write off the
elderly;

L ‘She will never walk again anyway’

Podiatry:

Three very different pieces of feedback werereceived; very positive for working age
people and again dismissive of the needs of the elderly.

Dentist:

We found that people with mental illness were often reluctant or unable to attend
the dentist. For those with debilitating conditions alongside mental ill health we
heard several experiences where they had had several teeth in need of attention, but
could not access services for this reason. Carers told us that this area was fraught
with difficulty and they had to provide a huge amount of emotional supportto
encourage and enable their cared for person to attend.

A carer of a person with a learning disability told us about recent issues with the
booking system and lack of reminders at Arthur Webster Clinic. The carer noted that
whilst many NHS and private practices now sent text reminders, this clinic did not,
yet dealt with people with additional needs. The same carer alsonoted the lack of
hygienist at the clinic.
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Dementia Services:

For those whose cared for person
attended the Memory Service delivered at the
Riverside, many carers were complimentary both on the
outcomesfor the cared for person and how much they enjoyed
the sessions, but also for how staff membersincluded the carer and
made them feel welcomed and valued. They also provided expert
advice on how to support people with symptoms of dementia. One told us
that it was the only time that she felt that her cared for person was safe and
provided essential respite for her. Others told us that they would like sessions to
continue, but were aware of budgetary pressures on the service together with high
demand.

Several mentioned that their cared for person would not attend, on more than one
occasion this was because they did not like the environment. Others did not see
themselves as benefiting until ‘it wastoolate’. Alzheimer Cafés and the new Ace 7 Café
for early on-set dementia all received praise as an essential service by those who
attended them. Memory Clubs run by other organisations were perceived astoo
expensive, and people either looked for alternatives or chosenot to use this service.

Caringresponsibilities donot cease when a cared for person goes into full time
residential care. We met one carer who was having to pay close attention to all
medication prescribed and its side effects following several failures of
medication management by the carehome. The carer had complained about
theseissuesto the GP surgery, the care home andlocal safeguarding teamn,

but in the event, nothing could reintroduce her faith in the home, that her

cared for person would be safe. This carer is now looking for an
alternative setting for their cared for person, with support of
Carers IW and anindependent
advocate.

There was afeeling amongst those
that talked tous that forward
planning for cared for people with
dementia often fell short and they
were unsure what lay in the future,
what their expectations would be and
what else they could learn to be able to continueto
support their cared for person at home for
aslong as possible, when asked how they coped,
overwhelmingly they said,

Tjust get on withit’
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Crisis Support - Priority 8 of Joint IW Strategy

Tm exhausted and scared for the fitture’

Although thisis a priority areain the Isle of Wight Carers Strategy, our research
would indicate that there is still much to do. Crisis support needsto ensure that the
needs of both the carer and the cared for person are consistently met, when a crisis
situation occurs.

Where possible carersrelied on other family memberstolook after their cared for
person. In some cases however, this had created intolerable burdens, especially on
young peoplelooking after their parents.

Too often we heard that a crisisled to paid care being provided. If this care had been
provided earlier, then the crisis might have been avoided. Where crisis support had
been arranged, this was appreciated by the carer, but it wasrare to hear this.
Inappropriate settings for respite, especially those arranged when a crisis occurred,
meant that carers would not take all the crisis respite that they had been allocated.
An overarching theme throughout the conversations was the need for cared for
peopleto haveregular respite care.

One carer told us that when they mentioned their own long term condition and the
possibility of needing crisis support to the Social Worker, they were told “Tllmake a
note.” Later, both carer and cared for person became unwell, the GP called and rang
first response (local authority), but no help was offered.

Others told us that they would not have known where to start to find out how to
access support if family or friendshad not helped, thislinks to access to advice and
information.

For carers of people with mental health issues, the behaviour they witness can be
terrifying. One carer told us how she felt she had no option but tomake her adult
child leave her home, only having to take them back when there was no other
provision for them.

Ttsno good the council sayingthere areno
properties, he needs somewhereto live'

Wewere saddened to hear of a carer who was unable to secure carers toprovide
nursing care to her dying partner, dueto thelocation of where they lived. Thismeant
that they died against their wishes away from home.
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Isolation - links to Priorities 1, 2,4, 5 & 9 Of the Isle of Wight Carers
Strategy

We asked carers about the impact of caring on their emotional and physical
wellbeing.

A 2013 report by the Royal
College of General Practitioners
found that 40% of carers suffered
depression or were atrisk of other
psychological problems and that if a carer
became unwell and unable to continue caring,
then the cost tothe NHS increased dramatically.
Despite this we found that isolation and loneliness
were key issuesthat carershad toface day in, day
out. At carers support groups, we heard many
times carers saying that they were thelucky ones,
asthey were able to take the time out to attend.
Others could not arrange or afford care
to enable them to dothis.

Support Groups are
good, but you are still on
your own’

A significant number of carers who are supported by Carers IW, care for someone
with mental illness. They have the opportunity to participate in support sessions,
specific support groups, solution focused sessions, creative and holistic sessions
etc, but carers of people with mental health problems felt particularly isolated. One
said that she was embarrassed to tell friends, another felt that whilst she attended a
support group, theissues she faced seemed trivial compared to others who were
caring with physical conditions and dementia.

Mental illness still carries an element of stigma, and the unique nature of the way it
affectsindividuals meant that carers were unlikely to find peers easily evenif they
wanted to share experiences. Whilst other strategieslocally, including the End of

Life and Dementia Strategies make specific provision for carers, thereis nonein the
Mental Health strategy.



25

[ Nobody signsup for this’

For carers of people with dementia the effects were equally profound. They told us
that friends would shun them because they were afraid of the condition. They
suffered a great deal of sadness in watching their loved one decline. They became
frustrated with dealing with their loved one, having torepeat themselves over and
over again. Sometimes the behaviour of the cared for person was very difficult to
cope with and this could include swearing and rudeness, both at home and out in
the community. Those who had attended dementia training, found it useful. In
addition, those that attended Alzheimer Café’'sincluding the ACE 7 Café very much
valued theresource.

They told us about the huge responsibility’ of caring for someone with dementia,
their paramount concern without exception was to make sure that their cared for
person was safe, with quality of life equally asimportant.

The sitting service and flat rate respite was valued immensely. However, almost
everyone we spoke towasfearful of the introduction of charges for this service;
particularly astheir cared for person may refusetopay.

[ ‘Costs go up, but thereis no more money comingin to pay forit’ ]

Across the board for those of working age, giving up work to carefull imehad a
negative impact, through giving up their independence. They spoke of

voluntary activities as something to “Keep my brain working”. Many had sought
social contact through volunteering. Team-working helped combat the feelings of
isolation and they did not feel guilty for taking time out if they were helping others.

Aninvitation was offered to attend the Carers IW respite weekend during the
course of this work. Carersrespite weekends areresidential for those who choose
and who are able to take up places, with others attending for the day or when they
can. The days are full of warm relaxing places, of lovely scents and appetising food.
Therapies and craft activities are offered in comforting surroundings. It offers areal
‘time out’ for those attending. Feedback was not sought during the weekend,
nevertheless some carers were keen to share their experiences with us during this
time. Carers respite weekends are organised quarterly, and very much on a
shoestring with all therapists and crafters giving their time freely. Volunteers also
complete amultitude of tasks to make it happen, alongside the small staff team.
Carers IW has 25 volunteers, including trustees, who enrich the work of paid staff
and bring expertise through their previous careers and experience, with many
being former social workers and carers themselves.

Unfortunately, Carers IW are currently unable to find a suitable and affordable
venue to offer theresidential side of therespite, however, they are offering the full
day on a Saturday as well aslocality based mini respite days.
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Accessing Services - Links to Priorities 1 & 2 IW Joint Strategy

D

“Nobody tells you who can help”

‘someone from church told me about Carers IW”

“If youd asked me two years ago I wouldn't have known where to start” |

\

All the carers seemed to have reached some sort of crisis before any formal
support was sought. There seemed to be no standard accessroute with many
relying on friends and family to signpost and support them.

Aspreviously stated we heard both positive and negative reports of the new care
navigators, this would seerm an obvious route into services.

Information sessions and marketplace events did not seem an effective method of
raising awareness, with only one carer we spoke to having attended such an event
and then finding the event, A waste of time’.

One carer said that on diagnosis of a condition, i.e. dementia, an information pack
should be supplied. In addition, the ability for a carer to access a servicefor
themselvesis dependent on being able toleave the cared for person or having
adequaterespite care to be ableto do so.

Asfar as ongoing accessto services, there was a growing fear of impact of the
introduction of meanstested charges for the ‘sitting service’' . Also the cost of
Memory Clubs which was seen as prohibitive by many. Carers we spoke to were also
aware that where there were Personal Budgets, the cared for person could refuseto
pay for these activities and leave them without much neededrespite.

Healthwatch is aware of the initiatives through My Life, A Full Life and the Islehelp
service that could address many of theissues outlined above. All these services are
still in relative infancy, so only time will tell how effective they proveto be for those
that need them most. NICE (LGB 14) Advice (Improving access to health and social
care services for people who do not routinely use them, Jan 14), recognises that some
groups find it harder to access services and theseincludelifestyle characteristics
such asbeing a carer. Thought should be given on how to make these servicesmore
accessible to carers.

Dealing with services - Link to IW Carers Strategy Priority 4

What became clear in our interviews with carers was that some weremore ableto
obtain services and help for themselves than others. This was not related to their
education or background or indeed to the length of time that they had had caring
responsibilities. It would appear that it was in many cases duetothenaturally
assertivenature of the carer.

However, there were also some clear examples which emerged where peer
support, from those who weremore experienced at caring could provide an
invaluable source of practical and emotional support. The potential of Peer
Support should explored further including face toface support and through the
use of other mediumsincluding social media.



Thiswasnot an area that we concentrated
on when speaking to carers individually and at the
support groups we visited, however Healthwatch staff
regularly attend the carers group meetings at People Matter.

It is to be noted that the local authority commissioning officer was
regularly in attendance at these meetings and that considerable effort was
undertaken to answer issuesraised by the group. Other professionals from
statutory services also attended on aregular basis, together with
representatives from the voluntary sector.

It is arelatively small group of unpaid carers that regularly attend the group.

Perhaps thisis unsurprising given the demandsupon carers in their caring role

and thelack of free time available to them. Informally, concerns wereraised with

us about how representative the group was, and also the need for carerstobe

members of People Matter in order to be kept on mailing lists. In thelight of this, it

would seem sensible for other methods to be considered, when looking at ways in
which carers can help shape policy and services.
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Carers Assessments

[ Tam an intelligent woman but when Iread this I felt totally at a loss what I had ]
todo’

Whilst this was not a theme we explored through our conversations with carer, our
attention was drawn to theissue of carers assessments, both by the People Matter
IW (PMIW) Carers Group, also by Carers IW. CarersIW kindly shared anonymised
feedback they had received, with permission from those who had given it.

The carers assessmentis 14 pages long and could be perceived as an intimidating
document to complete for many carers, especially if they are providing an
extensive and time consuming level of care and arenot used to completing forms.
It was reported that due to some of thelanguage used in the assessment, carers
often felt fearful that by submitting the form, the cared for person could be
removed and taken in to care. Whilst we understand that thereis a plan to simplify
thelanguage, carers often need support to complete the form and not just haveit
posted to them or complete on-line. Carers IW arenot currently commmissioned to
support the completion of these assessments, but are undertaking therole in order
to sufficiently support the carers, this obviously causes pressurein other areas of
service delivery.

Comments about carers assessment forms:

, “feel that they are going to take my mum away if I fillin this form, as each )

question asksis it satisfactory and sustainable, I am not filling in that,”

‘Tused to work for the council and fill in forms with people and Ireally donot
understand what I should fill in””

“They sent me this form when I asked for help with my Mum, Idon't need help,
my Mum needs help to get washed and dressed.”

( “‘What do Igetif Ifill in thisform, Idonot have time to fillin paperwork for the

sakeofit “
—
“They have told me if my husband needs respite then I must fillin thisform.”

4 N

“The Care Manager is coming Wednesday and he hastold me that I haveto
complete my form before then. Ireally havenoidea what toput”

>
‘My husband has care to help him wash and dress but this stops after six weeks
and the Social Worker said I can manage but I'might get somerespiteif Ifill in

. thisform.”

Carers IW have been working (through the Ageing Better Steering Group), with the
carers comimissioner to look at the carers assessment form and they have supported
a group of carers to complete a form currently being used within Portsmouth and
will feedback on the process at their next meeting in March.




29

Young Carers

A young carer is a young person (under 18) whoselife is affected by caring. The
person being cared for will have a disability, long term illness, mental health
problems, addiction to drugs and / or alcohol. The person being cared for may be a
parent, sibling, other family member of friend, and isnot necessarily living in the
same house as the young carer. Inappropriate caring roles or long hours of caring
arelikely tohave a detrimental impact on young carers’lives, including their health
and educational achievement. Young carers can be bullied and/or socially isolated
and this can have an adverse impact on their education and social development.
On the Island the 2011 Censusfound that there were approximately 340 young
carers aged O-15 and that they were providing unpaid care for between 1-50+
hours per week. On the Island, commissioned young carers support is currently
provided by the YMCA. A small amount of funding is used for respite including
attendance at the annual Young Carers Festival. Therest of the allocation of this
funding is used to assess the needs of young carers and allocate part-time
community based support. This is where support workers have an allocated area
of theisland providing individualised support to tier 2 (high needs) young carers.
Currently 170 (tier 2) young people are offered support from an allocated support
worker.

Some young people require short term support with long term positive outcomes
i.e. supporting homework strategies, meeting with their support worker every now
and again whilst othersrequire intensive support which require a whole family
approach and the input of numerous agencies and services. YMCA Young Carers
kindly shared the following information from their Young Adult Carersreport with
us also.

Itisnotable that thereisno specific strategy for young carers. Thereis mention of the
needs of young carers within the Isle of Wight Children and Young Peoples Plan 2014
-17, other joint strategies do not reference the needs of young carers specifically at all,
although we understand that plans are underway to address this within IWC Early
Help support. The Children's Society Report ‘Hidden from View'found that onein
twenty young carersmiss school because of caring responsibilities and may have
significantly lower educational attainmment. The difference between 9 B's at GCSE, if
not ayoung carer to 9C’s if they are a young carer is significant. Additionally, this
report found that many young carers between the ages of 16-19 arenot in education,
employment or training INEET). For those that are, income from employment tends
to be lower. Children and young people may avoid services and not ask for help and
remain hidden because of family loyalty, stigma, bullying and not knowing where to
go for support, this particularly applies where parents have mental health or
substanceuseissues. The Children and Families Act 2014 lays out responsibilities
around assessment and support for Young Carers.
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For young carers whole family approaches should be encompassed including not
making assumptions about a carers ability and willingnessto care. It has been found
that children are not seen as part of an adult’s assessment for support. Also, that
disabled adults arenot seen as parents. This can mean that children are not
identified as young carers and miss out on the vital support they need. No care or
support package for a parent or sibling should rely on excessive or inappropriate
caring by a young person (Making it Real for young carers - Think Local, Act
Personal)

‘Thereis a significantly higher number of fermale YAC (young adult carer) registered
with YMCA than males, nearly 50%more. Research showsthat thisisnot a true
reflection of society and highlights the importance of engaging young carersfrom an
early age, particularly males.

A significantly high proportion of Young Adult Carers areimpacted upon by caring
for a relative with mental health issues: 73% of those aged 19+and 64% of those aged
18.

It needs to be considered that some of these young carers may not have engaged
with the servicerecently and circumstances may have changed. Thisreinforcesthe
importance of the proposed transition procedure to ensure that any new referrals
madeto other agencies or services provide accurate and current information.’

Dueto the sensitivities involved, we decided that feedback and general concerns
and issues from young carers were better relayed by the people that knew them
best. This being school staff and workers from the young carers, this way we could
also be sure to protect the confidentiality of the young people.

Recent changes to funding means that most respite activities areno longer funded.
YMCA successfully fundraise for the many respite activities, in the past year raising
nearly £9,000 However, we heard that younger Young Carersfeel thatitis thetime
away that really makes the difference and they would prefer local activities that
werefree, rock-pooling and forest walks were mentioned. This meant that travel
costs were negligible and that more could take part on a moreregular basis.

Schools are encouraged to set up young carers support groups. We spoke to one
Primary School where they had identified and were regularly supporting over ten
children aged from 7 years. They told us that theimpact of having a sibling with
disabilities meant that whilst the other sibling may not be a carer, their life was
severely impacted by their sibling and they could lack the emotional support they
needed at home. An example of this could be where a sibling with an autism
spectrum disorder would not play board games, so that they werenever played at
home, meaning the other child missed out on this enjoyable activity. Other issues
went deeper, a child could have support or health needs of their own and

be coping with that alongside caring for arelative with an enduring mental health
problem.
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One schoolreported that they were well prepared to support young people, saying
that they had been able to create a supportive environment where children were
not afraid to say that they were a carer and that this had led to mutual support and
no stigima attached to therole. They said that they would like to maintain a safe and
caring environment for the young carers upon their transition to secondary school,
to support their needs effectively.

There is currently a great deal of work going on supporting young carers into adult
carers services, the good practice example given below outlines some of this work.

YMCA Young Carers shared
the following:

‘Young male adult carer whois notin education,
employment or training, is the primmary carer for his
mum who has a degenerative condition. Mum’s partner
works full time so the young person provides care around
the clock. Heleft higher education last year asit was felt that
there was alack of support around his educational needs and
hisrole as a carer. His caring role has anegative impact on his
health and as aresult he suffers from depression. He accessed
asupport service at 18 but the service can only offer help up
to their 19" birthday (YMCA Young Carers). The young adult
wasmet by a YMCA support worker to help transition himto
another agency which now supports young adult carers
(CarersIsle of Wight) and offered support to refer to adult
social care, and his application to a local enterprise project
(YMCA Futures) to help him with economic wellbeing.
Atthetimethe youngperson didn't want to access a
referral to adult social care. Since engaging in both
CarersIW and YMCA Futureshe’s been able
to feel like he can open up
about his situation, and has
since been able to ask for
help. Servicesinvolved
are working together to
ensure the young adult carer
can access the support thatis
open to him and his farmily whilst
understanding the complex barriers
heisfaced with.
The caseisongoing’.

We understand that a Carers IW worker has now been invited to the transitional
interview held with carers who are 18 years of age.

Thisis dependent on the young adult carer caring for an adult and agreeing to an
appointment to discuss their future and this should ensure a smoother transition for
the carer between children’s and adult services. Carers IW are planning an
information/training day around support for young carers who support people with
drug and alcohol problems and thisis planned for the next few months.
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Safety and Quality of Life

These were two key areas that carers talked about more than anything else and
these were the two aspects of caring that they saw asimperative when providing
support for their loved one.

We were given examples of how thesetwo are achieved. One carer, caring for
someone with dementia said he only ever left them first thing in the morning when
they were still in night clothes. This was so if the cared for person left their house,
they would benoticeable to anyone due to their state of dress.

Others would seek out innovative ways to address issues, such asthe use of
adapted sanitary products to dress wounds and reduce pressure. Many were
exceptionally strong advocatesfor their cared for person, even in very distressing
circumstances, such as end of life to ensure their best interests, even if they had
little support themselves. Others continued to care for loved ones when the nature
of their illness, in particular dementia, meant that they could become aggressive
and exhibit quite frightening behaviour, and often when the carer could alsobe
aging with their ownlongterm conditions. They went on providing personal care,
support and tried to find activities that would stimulate and amuse their cared for
person. They encourage and support their cared for person day in day out, and as
one said ‘I keep him alive’ Gmental health).

For many the best reward is when they can see their cared for person enjoying
themselves.

L Tloveto seeherlaugh’ ]

Many carers said that they cannot relax or take full advantage of respiteif they feel
that the cared for person will not be also having a positive experience. However,
they areready with appreciation of services that recognise the needs of their cared
for person and address them fully together with therecognition of their roleas a
carer.



Throughout theinterviewsit
became apparent there was a clear
divide between carers who were ableto
access services and find support relatively
easily and others who struggled to find
information, who had to fight’for services and
were left quite often disillusioned with a system
that did not seem to want to help them. They quite
often stopped trying and managed pretty much
alone. This divide was not caused by age, intellectual
ability, income or any other factor, but in fact was
influenced by the personality and sheer tenacity of
theindividual carer.
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Experiences of health and social care services:

We asked carersto share their experiences with health and care services.. They

often had key messages for professionalsin these services.

We have clustered these under different headings

@leral

“Ireat me as an individual, a person in my ownright’
‘Respectmy role as a Carers and the knowledge that  have’
‘Support meinmy role as a Carer’

‘Keep meinformed and tell me where I can go for help’
‘Services should work together’

‘Unfairnessin the system -some get - others don't’
‘Letters do not arrive - alwayshave to chase.

fail.

Mental health should be given the same parity of esteemn as physicalillness’
‘Be aware of the extreme isolation of Carers of people with mental illnesses’

‘Workloads are too great, some people get neglected - thisis where systems

~

GP

‘RecognisemeasaCarer’
‘Don’t write them off (physical illnesses) just because they have dementia’

Social Care

‘2 hours sitting serviceisinadequate

‘Do not reduce physical activity components of Personal Budgets, they are
important for their health benefits’

‘Cared for people needs meaningful activities during respite care’
‘Continuity of social care staff, or staff being properly briefed before review
visits’

“There should be more activities for older men with mental health issues’
‘Carers services should be more widespread, more diversity in groups and
flexible’

‘Carers Assessment Form’

~

%

Hospital

‘St Marys’'isno good with older people - it should be a centre of excellence’
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What works well in health and social care services

Wethen asked Carers what worked well for them. The purpose of this question was
to highlight and share good practice, as it is often the approach that makes the
difference tohow a service is seen to be delivered. Unsurprisingly, given that almost
everyone we spoke to had been introduced to us through Carers IW, many named
them as the best service within the health and social care sector. However, it was
important to hear more about why they rated carers IW so highly. An exampleis
given below;

(Tlarer was due to attend a respite event, she got very nervous and decided that )
she couldn't go. She rang the CarersIW office and staff did not just accept

apologies, gavereassurance and explored her concerns about attending. This

gave her the encouragement and confidence to attend, which she did and she
thoroughly enjoyed the event, feeling that she was amongst friends’

- J

It would be easy to assume that carers can be very negative about services available
to them, however, during our conversations with them, we found that they very
keen totell us where they experience positive experiences when dealing with
services. As anticipated, many mentioned the services of Carers IW. Their comments
related to the wholerange of service that Carers IW offer. With 5 mentioning the
Carers Respire weekends, two stating the Carers 1:1 support service. With others
saying that to them it was; Carers IW completing Carers Assesments’ with them,
Advice and Support, Carers Support Groups, Ring round for Carers, Moving on Group
for former Carers and finally being; ‘always a shoulder you can cry on.

Praise for Carers IW Services

>

= Carers respite weekends = Carers 1:1 support service
= Carers IW completing care assessments = Advice and Support
m Carers support groups m Ring round for carers

= Moving on group for former carers ® Being a shoulder to cry on
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However, other service areas and individuals were also highlighted asmaking areal
difference and included; a GP from Esplanade surgery ‘a good listening ear’, and a GP
from Medina Healthcare.

Also:

Northbrooke House-flexible respite

Merrydaleresidential home -respite care

Motability

Disabled Facilities Grants (DFG)

Continuing Healthcare

Optio voluntary car service - safe transport

Milford Del - ‘matching carer and cared for person based on age and interests, so
they aremore like friends than carer and cared for.’

Memory Service

District and Community nursing teams - ‘great care at all times of the day and
night, very helpful’

OT and Speech Therapy

What would make your life and those who you care for better?

Our penultimate question asked what would make life better for both carer and
cared for person.

One Carer of a person with dementia simply said, ‘If this (the dementia) hadn't
happened’

For several, having the time to volunteer made all the difference, giving them a
sense of self-worth and helping them to maintain their self-esteem. Being able to
make a difference within their local community also reduced feelings of isolation
and the sense of being part of a team contributed to overall wellbeing.

One carer suggested that having the support of a sensitive male support worker
who could work alongside his son to motivate him to do things, would make all the
difference. The son (cared for person with amental health illness) has alot of assets
and showed a huge caring side when his father was dying, but no-oneis helping him
torealise his potential.

Others said caring responsibilities meant that they could not take up the offer of
support from Carers IW, especially therespite weekend.

Another said that it would help if professional stuck to appointment times as ‘Carers
don't have all the timein the world.’

Finally, one experienced Carer told us; Nothing, we are as organised as we can be’
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Conclusion

Carers come from all walks of life, they often care for loved ones with a multitude of
needs. They give their time, their energy and their commitment to promote the
quality of life of the cared for persona and this is done without thought of
appreciation or gratitude.

There is currently in
excess of 16,000 people on
the Island with a caring
responsibility and thisislikely
torise in the coming years as
peoplelive longer but with
more long term disabling
conditions.

Many carers within our local community will not be accessing crucial carer
services which make the huge difference in ensuring that these people can
continuein their role as they provide both practical support and vitalinformation
and advice. The sheer scale of carers when compared to the capacity of support
organisations like Carers Isle of Wight is daunting. Carers IW estimate that they
provide targeted support to approximately 100 Carers with another 500 supported
through groups, newsletters and ad hoc support. These areimpressive figures as
there are only three full time members of the team, with others contracted to
deliver specific services often on a short term basis. It is patently clear that in order
to continue to provide alifeline to carers, there should be significant investment in
carers services. Carers themselves spoke of carers services as a vital provision in
ensuring that they could continue in their role and have somelife outside of caring.
They were aware of the limitations of the service and spoke of ‘having had their
turn’ and that others had greater needs, although they would have welcomed
on-going support.

Let us be clear caring is an isolating, lonely role sometimes undertaken by people
who are themselves aging with long term conditions. Without exception they had
put their own health and emotional needs to one side in order to continue their
role. They are afundamental and vital resource for the Island’s health and social
care economy. They also provide a valuable insight in how improved delivery of
health and social care services can improve the quality of life for both themselves
and those that they carefor.
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Theneed for servicesto act quickly can prevent the escalation to crisis point, too
often we heard that it was only a crisis that prompted social care servicesinto
action and this wasusually when a carer could no longer continue in their role. We
believe that if services acted more proactively at thefirst point of contact and if
they worked more coherently across servicesin both the private, statutory and
voluntary sector that the majority of these situations could be avoided. This does
not necessarily mean a greater cost, many support services in the voluntary sector
are cost effective and can be accessed without referral. However, we heard time
and again that carers were not signposted to these services from health and social
care services. Carers IW report that they are seeing an increasing amount of carers
contacting them at crisis points and have found themselves providing what
essentially is a social work service without the means and sometimes expertiseto
do so.

Accessto good quality advice and information is also vital, overwhelmingly people
told us that they didn't know where to start’ when trying to access services. It was
clear that signposting was not enough, many people had never accessed a service
or claimed a benefit beforein their lives, they needed more than signposting they
needed individual and sensitive support. Thisisnot because of alack of education
or intelligence, it was because it was a new, unique, usually emotionally distressing
situation they found themselves in. Services must never forget that whilst an
enquiry is an every-day occurrence for them and they may have worked within
the ‘system’ for many years,itis often a cry for help in a completely alien situation
for Carers. Therole of peer mentoring needs exploring and developing further. We
often found that there were similarities in situations, particularly for physical
disabilities, where a carer with years of experience could provide invaluable
support to thosejust beginning their caringrole. Those who care for people with
mental health issues are further isolated as thereis still a great deal of shame and
stigima attached to mentalill health. Care Navigators working across all localities
and with all age groups are potentially another positive step, though as one
professional commented; ‘We have made the systerm so complicated, people need
Care Navigators'.
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Recommendations to the IOW Local Authority:

The review of young carers services and its subsequent strategy should include
an in depth consultation of young carers across all age groups. It should also
ensure equality of service across age groups and in all settings, including schools.

Therecent focus on transition should continue to be a driving force for proactive
change.

Flexible training should be made available in communication skills and
assertiveness, this should include face toface and on-line training in order to gain
the greatest take up from carers.

Consideration should be given to how the current Wightcare carer alert card and
the carersregister should be combined and link into adult social carerecording.

Respite opportunities for younger disabled people should be reviewed and
should ensure that they have appropriate and meaningful activities.

Simplify carers assessment formsin line with the new " Accessible Information
Standard’ and provide adequate support in their completion.

In order tominimise therisk of crisis situations occurring, a point of contact
should be made available within Local Authority Adult Services to ensure carers
canreceive appropriate support when they needit.

Recommendations to the IOW Local Authority and the JIOW Clinical
Commissioning Group:

Peer Support and mentoring, already a priority area of the IW Carers Strategy,
should have a greater focus as thishas huge potential in empowering carers.

Theimplementation of systematic registration of carers on both Health and Social
Carerecords to ensure all carers are recognised as such, where thisis their wish.

There should be greater recognition and targeted support for carers of people
with mental health problems, together with ongoing work around parity of
esteem.

There should be clearer pathways and forward planning for people suffering from
dementia and their carers.

All Adult Social Care and NHS Mental Health staff to refer carersto CarersIW, so
they canlearn about whatis available to not only themselves but also the people
they care for when appropriate.

All Future Mental Health Strategies should make provision to support unpaid carers.
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