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Executive Sumary

Introduction

In February 201Healthwatch Staffordshire
had been invitedoy the Staffordshire Carers
Partnership to lead on the engagement, insight
and ceproduction task and finish group as part
of the large scale review of the outcomes in the
Strategy for Carer€011-2016).

This executive summary provides a brief
overview of the approach, findings and
recommendations of that studythe findings
align very closely to those presented in the
Interim Report submitted to the Staffordshire
Carers Partnership in May 2014. However, what
differs is the volume of views secured which
helps toemphasis the key themes identified
throughoutthis study.

Methodology

The methodology employed for this stuidgs
focussed predominantly on establishing
contact with carers by applying a multi
methodological and harmonised framework to
ensure wile participation. As a result of
applying this flexible nmbodology,
Healthwat® Staffordshire engaged with 224
carers and 19 professional organisations. A
breakdown of responses esentedin the
table below:

Focus Groups 86 People(7 groupy
Oneto-Ones 104
Telephone/Online 32
Professionals 19
Case Studies 2
Radio Talk Show 1
TOTAL 224 Carers + 19
Professionals

healthwatch SR

Staffordshire

Inspiring Change, Improving Outcomes

In addition to thiswe gathered 115 comments
related to the Carers Hub Toolkit, and also
analysed information collected by Staffordshire
County Council inteeventeeryoung carers to
supplement the main findingelated to adult
carers

Main findings

The main findings of this investigation into
carers explores a number of interesting themes
whichby and largenirror those extracted from
research undertakerby both the St Giles
Hospice and the Dove Service.

The common themesemerging from the
various strands of researchindertaken by
Healthwatch Staffordshire can be broadly
summarised as foles:

9 Carers feel excluded by clinical specialists
and as a result they feel undervalued

1 A lack of communication between carer
organisations leads to aadk of
coordination

1 The absence ofrelevant information
results in a healthcare industry which is
difficult to navigate. Better signposting
and a single point of contact is required.

9 There is n extensive need fofinancial
support ¢ predominantly becausearers
have to sacrifice work and find applying for
benefits difficult.

1 More employers need tacknowlelgethe
role of carersespecially given that carers
need to juggle both work and caring
responsibilities.

9 The transition from child to adult carer
services, and from caring to bereavement
is weak andequires better management.

1 Support groups arealuedbut there ought
to begreater flexibilityn opening hours.



1 A lack of support for incontinence is a
significant area of concerespecially as it
affects so many people.

1 Carersacknowledgea lack of emergency
planning supportas well as theneedfor
emergency care plans.

f More robust and
assessments would be welcome

1 Recruitment of personal assistants can be
complex, particularly when there are trust

issues.

1 GPs needb acknowledgehe issues faced
by carers

9 Carers find it difficult to gay a life outside
of caring

9 Carers have difficulties in getting GP
appointments that are convenient footh
them and the cared for person.

In addition, whilst many young carers could not
remember their assessments, none of those
surveyed were concerned about being
reassessedlhere was also significant concern
with the support that young people had within
schools which tended to be inconsisteThis
was primarily related to a lack of
communicationand awarenesthat they were
carers.

We also made a number for significant findings
in relation to young carers. The first point that
stands out, and is a key consideration for any
future work with young carers, is how to
effectively engage with a varied cohort of
young people when many have a perceived fear
of talking about their responsibilities with
officials. This represents a significant problem
because services are unlikely to improve
without in-depth feedback from young carers.

! OF NBNna aasSaayvySyl
with an almost perfect opportunity to inform
social services about the things that could make
caring easier for them. However, this research
highlighted how many young carermutd not

3

‘u
'::MRS Evidence
* g4} Matters®

Company Partner

flexible O NB NI

even remember the last time they had an
assessment.

Young carers spend a considerable part of the
day in schools and therefore schools present an
ideal opportunity to identify the level of
support an individual might need. However, at
the moment very few individuals actually
received any meaningful support and it is
suspected that there is a sizeable cohort that
are hidden carers.

Knowing that young people are carers helps
doctors to understand their health needs and
may even give them better ag® to GP
services. Yet this research highlighted that not
everyone knew of their caring responsibilities
or offered any meaningful support when they
did.

Support groups provide a valuable mechanism
for engaging with young carers regarding their
fears, wories or concerns.

The main findings also concluded that there
was significant alignment between the
messages given by both carers and professional
organisations. For example, both parties agreed
that services are fragmented, support groups
are valued and hat carers feel tired and
fatigued. There is also agreement that carers
R2y Qi @I t dzS
be reluctant to ask for help.

Overall, Healthwatch Staffordshire could
identify three priorities emerging for carers:

1. Respite care praion ¢ as most carers
need a break from their caring role

2. Finance¢ information on what financial
support carers are entitled to receive and

LINBUPRST) 19 Kl oug fargs, Many Saraedal s

UKFO AT A0 gl ayQu F2NJ
would not have realised theantitlements
to specific benefits.
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3. Information, advice and support for carers
own health¢ currently carers have to find
information out themselves.

In terms of next steps it is important to
understand how carers should be involved in
the design and delery of services so that
providersand commissionersan better meet
their needs. This requires the establishment of
an ongoing mechanism for young carers, adult
carers and professionals so that they can
benefit from ceproduction opportunities.

Recommendéons

1.

Greater collaboration is required
between the NHS, Social Care, and
community and voluntary
organisationso that they can provide

a joined up approach to information
sharing

2. All arersshouldbe assessed regularly
using a flexible but robust apprdac

3. A checklist should be given to all carers
at the beginning of their journey as part
of a comprehensive information and
signposting pack.

4. A central hub should be created which
gives carers flexible 24 hour access to
information, advice and guidance

5. Cares should be given greater
recognition for the role they perform

6. Greater transitional support is required
between young and adult carers and
throughout bereavement.

7. Greater flexibility and availability of GP
appointments for carers

P
ol Evidence
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10.

11.

12.

13.

14.

15.

GPsshould be monitoredi respect of
the support and signposting they offer
to carers This would require the
production of a consistent framework
of responsibilities.
Continenceservicesand the speed at
which those services react to needs
across Staffordshire need toeb
improved

Coproduction mechanism should be
developed

Create an engagement model that
encourages young carers to provide
comments in a safe environment
where they feel both comfortable and
confident

Ensure that assessments for young
carers are both formalised and
regularly undertaken

Ensure schools are more proactive in
identifying and supporting young
carers with their responsibilities.
Ensure young carers are supported to
talk to their GPs about their roles and
their needs as carers.

Encourage young carers to Kkee
support from relevant agencies.

Page| 6
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Introduction

Overview

Taken as a wholgroup, Carers provide a
valuable contribution to society amdmaina
recognisedkey priority for the Department of
Health(DH)and the Care Quality Commission
(CQQC) Carers UK calculates that the care
suppliedby friends and family members to ill,
frail or disabled relatives igalued at£119
billion a year. This has risen by more than a
third since the 2007 estimate of £87 ibifl. It is
also estimated that each carer saves the
economy £18,473 a yeahpplying this costing
02 {GF TF2NRAKANEB
contribution is worth £1.825 billion per year.

As a result ofthe role performed by
Healthwatch Staffordshireve were invited by
the Staffordshire Carers Partnership to lead on
the engagement, insight and -pooduction
task and finish group as part of the large scale
review of the outcomes in the Strategy for
Carer$ (2011-2016).

This project harvested information from
various strands oprimaryresearchto inform
the review of thewenty-sevenservice specific
outcomes currently contained in the Strategy
for Carers. The final outpof the studyis this
report and a presentation to the Staffordshire
Carers Partnership @ernanceand Strategic
Direction Group on the findings and
recommendations.

Healthwatch Staffordshire

Healthwatch Staffordshirevhich is delivered
by Engaging CommunitigECS)s the new,
independent consumer champion for health
and social caréor local residentsThe role of
Healthwatch Staffordshire is to argue for the
consumer interests of those using health and
social care services across the country &nd
give local people an opportunity to speak out
about their concerns and health cameqpities.

A,

‘u
EMRS Evidence
* g4} Matters®

Company Partner

Backed by Healthwatch England, we have
statutory powers to listen, act, challenge and
feedback, improving local services and
promoting excellence throughout NHS and
social care services.

In view ofthis remit, weweretherefore ideally
positioned to deliver this project on behalf of
the partnership. Support for Careralso
represents one of three key priorities for
Healthwatch Staffordshire for the period 2013
14.

Definition of carers
There does not currently exist a single

8 A3 G &by agriddddethition Odr NEEr

However, for the benefit of this report we will
use the definition stated in the document
Commissioning for Caref2009] developed
jointly by a numbr of carers and
commissioning organisations including the
Association of Directorsf Adult Social Services

[ADASS] and the Improvement and
Development Agency:
a! OF NBNJ aLISyRa |

of their time providing unpaid support
to a family member, partner or friend
who is ill, frail, disabled, or has mental
health or substar® Y A & dza S

A young carer is defined as a carer below the
age of 18.

Review of literature and data

The county of Staffordshire is characterised as
being composed of a diverse range of people
and places. It covers a range of rural and urban
settings and has a population of around
1,097,500 (which includesa Stoke on Trent
population of 249,000)epresenting a growth

of just under 5% from 2001. Approximately
nooz 27
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ethnic minority group the biggestsubgroup
being Asian/Asian British (2.4%).

In common with other areas, Staffordshire has
an ageing population, with over 25fopeople
above the age of 60, which is considerably
higher than the England average of 22%. In fact,
the mean age in Staffordshire is 41,endnas
across England it is 39. A lack of adult physical
activity and adult obesity are among the most
prominent health problems in Staffordshire.

Around 12% of the population of Staffordshire
undertake unpaid care. Nearly a quarter
(23.7%) of these unpaichrers are above the
age of 65, but the vast majority are in the®0D
age group (38.3%). More surprisingly however,
isthat there are just over 1,500 paid carers
under the age of 15which presents an
interesting challenge.

Caring is not only the respsibility of the old.
In 2013, theChildre® and Young Peoples
Surveyshowed that 21% of young people
looked after someone in the family whodren
AftftySaa
Society report Hidden from View[2013]
identified that young people are one antialf
times more likely to bedm a BME group.

The Carers UK National Carers SuiMey State

of Caring, 2013found almost a third of those
caring for 35+ hours a week receive no practical
support with aring and that nearly a half of
carers (44%) had been in debt as a result of
their caring responsibilities. Me worryingly,
92% of carerbelievedthat their mental health
had been affected byheir obligations as a
carer.

The report highlighted five alenges to
AYLINR @S Quwhitladduratel iefledsS a
the findings from thistudy)

1. Ensure access to support and
information.
s-k:_
'::MRS Evidence
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2. Deliver services and workplaces that
support carers to juggle work and care.
3. Acturgently to prevent carefBnancial

hardship.

4. Ensure carers are able to achieve the
best possible health outcomes
possible.

5. Deliver high quality care and improve
the interface between health and
social care services.

Across Staffordshire, the rece@arers Survey
(201213), covering nearly 50@espondents
made numerous observations. For example, it
found that 12% of carers did not receive any
support services in the last 12 months and only
8% had tapped into suppornvhich offered a
break from caring for 24 hours or more.

The survey also fourithat 60% of carers laa

accessed information and advice to support
them in their caring role in the last 12 months.
In addition, 77% of carers had been caring for
someone for five years or more despite 19%

having a long standing illness. ., |
{AYATINXIeZX UUuKS

Dementia is becomg an increasingly
significant issue in the workplace as more
people are combining work and caring for
older, sick or disabled paren@ndloved ones
(Carers UK2014)

2 AGKAY GKS 'Yz (GKS
estimates that there are 800,000 people with
dementia. Unpaid carers provide a major part
of the support to people with dementia and
there are already an estimated 670,000 people
in the UK acting as primary carers for relatives
and friends with the conditionThe survey
made the following key findingsvhich again
align to the findings of this study)

i Clearer, more accessible information
on dementia and how to get practical
help

Page| 8
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1 A wider workplace response to people
caring for loved ones with dementia

i Employers to play a key role in
signposting careiis their workplace to
sources of information and help with
dementia

9 Care and support services to be
accessible, available and appropriate
for people with dementia. Includin
specialist help when required.

The Dementia Action Alliance has put together
a Natonal Dementia Declaration supported by
people with dementia and their family carers
which has described seven outcomes they
would like to see in their lives. These are:

1. | have personal choice and control or
influence over decisions about me.

2. | know that srvices are designed
around me and my needs

3. I have support that helps me live my life

4. | have the knowledge and kndww to
get what | need

5. I live in an enabling and supportive
environment where | feel valued and
understood

6. | have a sense of belonging aridheing
a valued part of family, community and
civic life

7. 1know there is research going on which
delivers a better life for me now and
hope for the future

However, based on the findings of tb&tailed
investigation into careryariousoutcomes are
still not being met. For example, there are many
carers thatlack the supportthat they need.
There are also a significant proportiof carers

a KL G
about the range oéccessible benefiter even
where to get informtion about benefits. There
is therefore a strong need to understafdom
the perspective of the carerhow their needs
can be better met. This report will hopefully

3
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provide the momentum for
shortfalls in the carer marketplace.

addressing

Methodologyand Approach

Carers and caremrganisations have a vital role
in influencinghow local services are improved
and delivered. In fact, the Health and Social
Care Act (2012) serves to strengthen the voice
of the public by welcoming all sources of
feedback as means through which to assess
the quality of services. With ihin mind, the
methodology used for this studyfocused
predominantly on establishing contact with
carers through amulti-methodological and
harmonised framework. This was initially
proposedas a way to ensure wide participation
with hardto-reach groupsas wells increasing
the depth of informatioraccumulated

This investigation into carers had the ubien
aim of reviewing thetwenty-seven service
specific outcomesontained in the Stragy for
Carersto explore whether they werestill
appropriate or required reshaping The
findings from the consultation exercise were
aligned tathe individual outcomes to provide a
rich picture é carer viewgsee Appendix 6)

To kick start the processa meeting was
arranged with a small (non-representativée
group of carers and carer organisations at
Healthwatch Staffordshire to discuss a viable
approach togatheringevidence to inform this
study. At this meeting it was concluded that
surveys would besomewhat restrictive and
counterproductive given that carers were
condantly bombarded with questionnaires
throughout the year Hence, alternative
Me'ﬁhodologies and approaches would need to
be utilisedg particularly as the nature of caring
and carers makei$ challengingo accumulate
viewpointsin a consistenand methodicalvay.

Page| 9
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In view of he fact that we were reviewing
twenty sevenoutcomes, itproved difficult to
develop a single methodology thabuld cover

all the outcomes in a shorsharp workable
survey. Hence, Healthwatch Staffordshire
agreedto develop a qualitative approach that
would seek their views on key areas of service
provision, which we would then analyse and
insertinto the appropriateoutcomes to assess
their continuing viabhitly.

Healthwatch  Staffordshire also applied
Conversation Staffordshire, a methodology
designed to facilitate a twway conversation
between local carers and the organisations
responsible for their services.

As a result of applying thisflexible
methodology  Healthwatch  Sféordshire
engaged with over 224carers and 19
professional organisations. The following table
presents the breakdown of respondes each

methodology

Focus Groups 86 People (roupsy

Oneto-Ones 104
Telephone/Online 32
Professionals 19
Case Studies 2
Radio Talk Show 1
TOTAL 224 Carers + 19
Professionals

In addition to this, we gathered 115 comments

related to the Carers Hub Toolkit, and also
analysed information collected by Staffordshire
County Council into seventeen young carers to
supplement the main findings related to adult

carers.

Focus Groups
Thefocus groups were deliverdry employing
a modified version of the Carers Hub Toolkit to

extract useful material via an informed
discussion. Flawing this exercise,
s-k:_
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Healthwatch Staffordshiréhen undertookto
map the findings to théwenty-sevenservice

specific outcomes contained in theOl NB NI &

strategy The discussions were supported by
the following fiveexpansivejuestion areagsee
Appendix 2)

1. Describéhowthe local services support
you in your role as a carer using only
two words (one negate and the other
positive)

2. Which support services do you
currently use and what are you
opinions on those services? Are there
services which you wish to use which
are not available locallpr which you
are not eligible to use?

3. What are your specific ees as a carer
and how do existing services meet
those needs?

4. What should be the top three priorities
for supporting carers and why?

5. aAy3a (KS it N&Sdiia
what each of the
interventions/outcomes means to
you?

The focus groups were basedinparily on
convenience sampling. However, every effort
was made to ensure that each focus group
contained as wide a group of cohorts as
possible.

Following each focus group KS Wo A 3
Wi KSY S &ed wdRersanndzised including
any observationssuch as language, tone, and
differences of opinion. This facilitated a deeper
understanding of the topics.

The organisations that supported ECS in the
delivery of the focus groupsind dropin
sessions require a special mention and
included:

i Crossroads
1 Douwlas Macmillan Hospice
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Katherine House Hospice

Oakedene Day Centre

North Staffs Carers Association
Greyfriars Therapy Centre

Dementia Support Group Blythe Bridge
South Staffs Carers Association
Approach

MASE

= =4 =4 4 -4 4 -4 -4

One to Ones

To supplement the informatioooming out of
the focus groupsa number of one to one
meetingg104)were held with carers to discuss
their views. These discussions wguoided by a
set of preset questions to help extract
focussed information(see Appendix 3)The
specificquestionswere:;

1. What financial support do you
currently receiveand what are your
experiences of receiving financial
support? What additional financial
support do you think you might need?

2. Have you received asypport to enjoy
a life outside of carin@nd what were
your experiences? What other support
might you need to enjoy a life outside
of caring?

3. Do you feel supported and valued in
your role as an expert care partner by
service professionals? If not, what
would help you feel supported and
valued?

4. Have you receed any support for your
physical or mental wellbeing, and what
has been your experience of accessing
this support? What additional physical
or mental health support would you
like to have?

5. What would be vyour top three
priorities for supporting carers and
why?

These one to ones were undertaken across a

wide variety of venues and with the continued

3
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support of a number of carer stakeholder
groups.

Radio Talk Show

We tried to apply an innovative approach to
collecting information through the use of a
radio talkshow. This allowed us to target a wide
sample of listeners to stimulate a debate
around local carer serviceShe radio statin
usedwasSix Towns Radio

Case study

The rationale for employing acase study
approach was to provide a detailed
appreciation of the journey that carergyo
through Healthwatch Staffordshire produced a
detailed framework for the creation of this case
study to allow it to flow like a story(see
Appendix 1) The prompts used to create this
case study were as follows:

1. Describe how yo started on your
journey as a carer?

2. At what point on this journey did you
associate yourself toeinga carer?

3. What were your experiences of trying
to use the carer support services (what
G2N] SR 6Sftf

4. What gaps are there in the support
servicesavailablefor carers?

In total two anonymisedcase studies were
produced and we are extremely grateful to the
participants for their contribution.

The engagement providel usefulavenuefor
accumulatingcarer stories whichllowed us to
appreciatea specificaspect of their caring role.
Thesestories were collectedwith sensitivity
and guaranteedconfidentially in an informal
setting. We did not set out with the intention
of posinga set ofrigidquestiongo participants,
instead aiming to openlgtimulate a natural
and casuatonversatn.
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Telephone interviews

It waspromptly recognisedduringthe prgect
planning phase that thereoald be an issue
with getting carers taattend either a focus
group or oneto-one session due to their
commitments  as carers  Therefore
Healthwatch Staffordshirerganiseda number

of short 15 minute telephone interviewith
carers. Recruitment was initiated through a
promotional campaign asking carers to contact
us though the Healthwatch Freephone
telephone number as well as via carer
organisationsAreas that wereovered during
the investigationincluded(see Appendix 4)

1. What are the major barriers or hurdles
that you have experienced in your
caring role?

2. What support would you like to have as
a carer?

3. What are you experiences of using
support services as part of your role as
a carer?

4. What should be the top three priorities
for supporting carers and why?

In total we secured 32 Online/telephone based
responses.

Carers Hub Toolkit

The Carers Hub Toolkit for Commissis
(Carers Trust), have produced a toolkit in
consultation with Local Authorities and a
clinical commissioning group. This toolkit was
used to shape the consultation with carers and

Desktop Research

A brief analysis of relevant information on
carers was undertaken and incorporated in the
report to providethe context for analysis.

Publigty Campaign

To promote this campaignHealthwatch
Staffordshire employed traditional forms of
mediaranging fromlocal press and marketing
throughto community groups and events. We
also usdradio. In addition, we implemesd a
social media campaign thraug Twitter,
Facebook and ourven websites to encourage
as many carers as possitdepartidpate (see
Appendix 5).

Quality Plan

ECSand Healthwatch Staffordshirdias a
responsibility to ensure that the evidence and
insight it creates is of high quality aaligned

to best practice across the industry. Research
ultimately provides the evidence on which
sound decisions should be made, which is why
it is important to state up front how quality will
be ensuredhroughoutthis project.

The Evidence & Insight Teammderpins its
research activities by applying the Market
Research SocietyMRS) Codes of Conduct,
which allows us to demonstrate that we are
credible, fair and transparent. ECS is now a
MRS accredited Compangrier.

ECS and Healthwatch Staffordshirealso
adheresto a strict data protection polioyhich

the third sector to provide a snapshot®f NJ NI @hsuresthat:

services in Stafford@le. Thetoolkit diagram
shows the seventeeimterventions and can be
found in Appendix 7.
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1 Everyone handling and managing
personal information internally
understandghat they are responsible
for good data protection practices.

i There is someone with specific
responsibility fodata protection in the
organisation.
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1 Staff who handle personal information and Wellbeing Boards all have duties with
are appropriately supervised and regards to the invokment of patients, carers

trained. and the public. Commissioning Groups will have
! Queries about handling personal to consult the public on their annual

information are  promptly and commissioning plans and involve them in any

courteously dealt with. changes that affect patient services.

I The methods of handling personal
information are reg@rly assessed and
evaluated.

1 Necessary steps are taken to ensure
that personal data is kept secure at all
times against unlawful loss or
disclosure.

Childrer® and FamilieAct 2014
TheActunderpins wider refoms to ensure that
children and young people can succeed, no
matter what their background. The main
provisions of thé\ctare:

9 Adoption and virtual school head
ECS also hddm guidelinesin placefor data

storage, data retrieval, data security and data
destruction. There is also a strict process in

This provision attempts to reduce the delay in
adoption and promotes fostering and support

, for families.
place should a data breach occur (which
includes  containment and  recovery, 1 Family justice system
assessment of ongoing risk, notification of
breach, evaluationof the incident, and This provision attempts to reduce delays and
preparation of a formalkesponse). ensures that childre® best interests are at the

heart of decision making
To furtherembedquality into the final report

an internal peer review procesgsinitiated to I Special Educational Needs (SEN)
ensure that the report wadit for purpose

before submission. The SEN gives young people and thdlir NS Yy U Q a

greater control and choicén decisions and
ensuring needs are properly met.

Policy Analysis

9 Childcare
The following section provides a brief summary
of the key policies in relation to Social Care. TheActsupports wider reforms to increase the
supply of high quality, affordable and available
The Healtland Social Care Act, 2012 childcare and offering greater support and

The Health and Social Care Act (2012) puts quality assurance so that tesier for schools

encourages providers to innovate, empowers
patients and gives a new focus to public health. 1 Office of thed KA f Rotdnjs<aer
The Act serves to strengthen the collective (0CC)

voice ofpatients by welcoming all sources of
feedback as a means through which to assess
the quality of their services.

TheActaN} yia Y2NB LI2gSNAR (2
Commissioner so that they can act as a strong
advocate for children to protect their rights.

The NHS Commissioning Board, Clinical

Commissioning Groups, Monitor, and Health T Shared parental leave and flexible

working
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Thegovernment is committed to encouraging
full involvement of both parents from the
earliest stages of pregnancy, including by
promoting a system of shared parental leave,
and to extending the right to request flexible
working to all employees.

Better Care Fd (BCF)

The BCF is a single pooled budget to support
health and social care services to work more
closely together in local areas.

The Card\ct, 204

The Caré\ctaims to reform the law relating to
care and support for adults and the law relating
to suppat for caers, to make provision about
safeguarding adults from abuse or neglect, to
make provision about care standards, to
establish and make provision about Health
Education England, to establish and make
provision about the Health Research Authority,
and for connected purposes.

Work and Families Act, 2006

This gives carers the right to request flexible
working from their employer.

The Equality Act, 2010

Carers cannot be discriminated against because
of their association to anybody who has one of
the following characteristics: age, disability,
gender reassignment, marital status, race,
religion/belief, sex or sexual orientation.

Taken together, all the policiesind acts
mentioned above are there to ensure the rights
of carers are protected as well asstate what
Government would like statutory organisations
to do for carers in England.

Other Acts
i The Disabled Persons Act, 1986

Section 8 says that consideration must be given
as to whether a carer is able to continue to care

A,
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for that person when assemgi a disabled
LISNE2Yy Q& yYySSRao

1 The NHS and Community Care Act,
1990

This requires councils to involve families and
carers when making plans to assist adults who
are vulnerable.

I The Carers Act, 1995 & 2004; Carers
FYR 5Aalof SR / KAf RNBY Q.

Between hem, these acts give carers the rights
to have their needs assessed, and ensure
authorities tell carers their entitlement to an
assessment as well as offer vouchers for carer
breaks.

Main Findings

The following sectiocommunicateghe main
findings whiclhave beeraccumulatedhrough
the variety of methodologies employedThe
key insightswill then be brought together
towards the end of theeport to provide a
summary of thethemes, which will make it
easier for the recommendations to be
formulated. A sumnary of the findings have
been aligned to the twentgeven service
specific outcomes and can be found in a table
in Appendix 6.

The Carers Perspective

Carers are not being listened to

There was generally a wide distribution of
actual (or perceived) obstacles that carers felt
had impacted on their roles as carers. For
example, one respondent had mentioned that
they were neither included by hospital staff in
the patients care plan, nor we they involved

in joint discussionswith mental health
professionalsvhen theyvisited the patient at
home. This particular respondent had
expressed their concern after the visit because
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they had not been informed of the outcomes of
the discussion withhie patient and therefore

Constant changes were viewed as a particular
inconvenience for carers. A carevealed that:

FStld Aaz2triSRY affleYLRNIFYGZ | yR W2dzi A
o g - _

f 221100 a/2h K Sty uK;S e OKlwy3s
location, it takes time for,the patient to

Another carer had remarked how there was: F3SiG dza SR G2 Afé

! fol O}
52:0:42/,NBE° & dzZNASNE o¢
In fact, perhaps one of the greatest obstacles
perceived by carers was ensuring that the right
people undersand and:

G Xt-AadsSy (G2 OF NBNAE

As one respondent had stated:

SRw i 2

R x4
A

S yS Ly 26
f

(0a))
w

d
'.F
There is a cleaissue here around wider

understanding  throughout  society in
connection with the role that carers perform.

Changes are bad

Due to shift rotation and workforce renewal, it
is often the case that different care workers are
dispatched by agencig¢s support the patient
over a period of time. This can lead to
substantial apprehension and anxiety for some
carers as highlightday onerespondent:

Gk SocsrR 216 &y Qdn wd Ae S
Ri&FF SNBy s 0O heNS
recognise’ their face[s] and-[becomes]
RA&UNSE & a8 SRDE

Due to this fact, and in an effort to circumvent
any further distress, the carer had taken it upon
herself to bathe, clean, and dress thatipnt
herself, despite the fact that the carer was 75
years old. This additional responsibility had
thwarted any opportunities for the carer to
enjoy a life outside of caring.
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o2 N‘]lLasclL\loécorﬁm%nicaFﬁo%

2:ihg fmyl Rhe N.A U'Hhiéf Ban also be a significant hindrance for

carers as they may have a longer journey to
access services, ultimately leading to greater
osts.

Having continuous care, aadnsistency in the
people that deal with carers, was emphasised
as being enormously important. Carers stressed
that this would ensure their needs were being
consistentlymet, and that the patienthad an
oppoftunity to developCaltrasting fefationship

a OF NAy3 T2 NJ a2z withthe/agency. As one carer highlighted:

G XAGQa N FNYzZAGNT GA y 3
with two agenciesand multiple case

When ca rperson:has//Alzhei@er
importantto keep: the number of carers

(b2 mlimuY AyeAoX-dzY:
stranger ccoming (/through/ the/sdoor
SOSINE RI & d¢

Another carer had stated that:

& Leoc0:S Ok S ik

R2SayQi
Another issue pinpointed by a different carer,
and associated with having several support

workers, was thebsenceof communication,
as:

@ eKS@ e R2YQiunasSSY (2

each cother,: sovweoconstantly: have to

NB LIS kel 2 dZNB St @S a €
This can sometimes lead to stress brought

about by frustration.
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Benefits and entitlements Some caress would hae valued receiving

A ssignificantbarrier faced by carers was linked  financial support so that they could undertake

to the distinct lack of benefits and entitlenten training and development However, there

support. Many carers reflected on the fact that  were several respondents who pointed out that

theyfeltA G 61 & GKSANI WRdzie G KB OFNEE TENY Y AGAIOf &e A &S
or frail relative, and as a result many carers obtained financial support because they were:

NEFdza SR (2 &doYAd FLLEAOFGAZ2ZYA F2NJ I OF NBNRA
allowance & XF 0 2Ry FaVKEBN bEE G K NB & K 3

Financial support was a specific area of concern Of those respondents that received no financial
mooted by carers. Given thite vast majority benefits, many had felt a requirement to take
of carers endure a caring responsibility well into 0N parttime work to makends meet.
pensionable age, many experienced financial
hardship as the benefits they were entitled to
prior to state retirement age end up being
withdrawn. In the wordsn one carer:

Many carers had emphasised that they had not
received any financial help because they were
not supplied with sufficient information

concerning their entitlements. For example,

GwSiANBYSy G aK?2df R Qnecarerhad stated that: \ np S Ny (2

N OSAGAY-Fowwl6 OF NSENIa hbi%@l%p%% NEOSA SR \
Having consistent irfancial support was informa,tion or faglp E” und?rstand'ing
identified as a key priority for carers. Many gk ARG 0SS G At ot
were struggling to survive on low benefit

Similarly, another respondent had mentioned:
allowances and many examples were

uncovered where carers were not aware of 4 X7 ok NB OSAOSRE y2 A
their entitlements. Being financially secure signposting at fthe] time/@ A 1o 3 V2 4 A & O ¢
provided independence to carers, as well as

helping to reduce stress and: These respondent had to discover the

information for themselves. Ifact, this was a

(j( bk ?A y:3 , k § f AUt s 0Afems eEcHogf]'p many carers as sﬂta%e'glt\}yba Aa
tkedawey” + o €& different carer:
Many of the carers surveyed receivether a & bund2 doy Ri2dzine BNE Y | F NJ

Disability Living Allowance (DLA) or a Carers
Allowance (CA) to support them financially in
their role as a carer. However, some slight
variations existed. For example, one individual By and large, respondents valued the
who received a weekly DLA was not entitled t0  jnformation acquired from support groups:

a CA because themdertook paritime work.

professional,;as:-no-/infoermation-was
2FFSNERVFNRY | ye&gKSNS

Ga2ai AY F2NN FGA 2y Ol
Another individual was concerned because DLA Approach. /My daughter /found /the
had changed into Personal Independence
Payments (PIP). This carer had obtained advice
from the Citizens Advice Bureau (CAB) b

remaineduneasyabout the changes.

number /for /Aproach -and: contacted
K SN D 2odn &y QionANBSY AY T
StasSe
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Although support groups were judged to be
experienced at sharing information, there was
still a perception that the information was
inconsistent. For example:

NE OSA@SRion&20¥ S
a/dzLILJ2 NI o
In this case, the individual was unaware that
attendance allowance was means testedhe

level of entitlement that could be claimed.
Other carers had only just discovered their
entitlement to an Attendance allance after a
considerable time.

An additional area of distress was associated
with the mounting costs of caring. For example,
one carer had mentioned that his wife:

RI&
MP

G X& k-avinNB OSA @A y3
but coss[had]3-2-y/So rdzldr A2

And another had stated:

O K4 NBSR
Ay ONEB |

Gazy ASa
Lo3h Sy IOA S & - a
This was a common theme acknowledged by
many carers throughout the discussions.

Complex forms had prohibited many carers
from claiming benefits. As a result, many had
either not submitted their claims, or had their
submisgins rejected because of inaccuracies.

Finances were the biggest hurdles encountered
by carers. Very often, the levels of respite
offered was nowhere near to what was actually
required. More often than not, carers had to
fund any additional day/night sitig services
out of their own pockets when their allocations
ran out.

An area that came out quite strongly in the
focus groups was access to funding and grants.
Many had received grants of around £300 to
fund breaks. Whilst this was extremely

A,

‘u
':,:MRS Evidence
* g4} Matters®

Company Partner

welcome, manyarers were out of pocket and
felt that the money did not stretch far enough.

Many carers had learnt about grants through
support groups like The Carers Association for

A Sodtte Staffordshire (CASS) orthroi@h NS NI &

assessinents, but; geperally felt there swa
limited information about what was available.

In other words, unless someone told them
about what was available it was unlikely that
they would find out themselves due to the
complexites associated with accessing the
information In a few isolated casel®ng term
carers (i.e. those that have been caring for 10
or more years) had often only recognised their
financial entitlements many years after their
carer journey had begun.

In some instances, carers were travelling long
.PI-NJS M e [ %)

distances to _get to ‘support gups "and
dticltdred how the cost of travel had
precluded them from accessing a wide range of
services. In one illustration area had to

o @egularly yse a telioaditazgetio a specialist

residential college for her soBheexpendeda
large sunmof money tavelling on the toltoad
and learnt many years later that they were
entitled to a Mobility Exemption Pass (MEP)
permitting them to have free access.
Regrettably, no one had mentioned this to
them. In addition, the exemption information
was buried deep otheir website.

Carers were occasionally using social workers
to help them fill out paperwork for benefits and
entittements. There was general agreement
amongst some of the elderly carers that the
paperwork was:

G5/ AF F AOdzth i viv2/0'3 S G & 2 dz
In fact, many felt that it was important to be
careful when wording statements as:
Gou2dzheOdryhon@ S BSNE K2y S

jeopardise your own-position by saying
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something.wrong; A (/Q & -, trA] S

ONALY & 2 dz dzLJE

In other words, carers had to understand the
sentiment behind a question, as well as
contemplate how it might be interpreted by the
person readingit. Carers also thought that
claiming benefits was made out to logite
simple but in reality it was far from easy. In fact,
many get disappointed by the lengthy and
bureaucratic process, and one carer stated
that:

aeKSe
K Fod

NE oy R
&2dz IAOBS

K I
dzLJ¢

NJ

In one instance when a carer had an application
rejected they took the amncy to a tribunal and
lost the case. At the tribunal the carer stated
that they were:

yil &d @ F'yR
experiencec¢ they treat you /like ma
ONRYAY I f HE

Gw S Ity 8

When questioned further, the carer had stated

(fréns raakes itai@wildeting system when trying
to access funding, particularly when thrown
into caring roles.

As a consequence of not being able to claim
benefits or entitlements, several carers were
compelled to seek employment to cover their
costs. In several cases,@awho were already
in parttime employment had to increase the
hours they worked to make ends meet, which
adds significant stress.

Agencies like the Citizens Advice Bureau (CAB)
awere judged to be vgry belpfubairy geperal.
However there were issues iddigd in making
appointments to see advisors especially at
times which were convenient for the carer. In
an example presented by a carer, the advisor
requested a comprehensive breakdown of their
finances before they offered to help. The carer
had merely gne in to find out information
abbut Attefdance Mowanée! but the CAB
advisor stated they needed the information
upfront because that was how they were
funded.

that the agency wanted to take h&rdza 6 | y R (dnya separate example, a carer had used an

benefits off him even hough he was having
chemotherapy every fourweeks and was
incapable of work. Another carer had
experienced 18 months of trauma fighting for
their rights. Even thougthe patient was being
peg fed fivetimes a day the funding agencies
concluded that he wagsQid St A3IAOC
benefits. The point that one carer tried to make
was that if you

G b SRGKS I YSE
And were clever with the words used in the
application form, you would probably be
successful even though you had very little
right to that money.

Confusion about the different pots of money
and thediverseplaces that they can be applied

A,
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organisation called Disability Solutions to
accesdenefit advice and help to fill out forms.

The carer had felt supported throughout the
application process, which they welcomed.

Many carers would have appreciated knowing
bo readth .of welfare benefits they

%zﬁz?%@ Fé?c‘?é aa 0 dz

advice on them. In addition, there are a number

of support groups that are reluctant to provide

advice on completing forms in case they

jeopardise the claims.

At one of the focus groups, a number of carers
discussed how there was often no sympathy for
o NENBE | &
This was despite the fact that it was the first
time asking for ax KI-g0® FNBY (KS
One carer had stated:
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G2 S KFE@S 02y i NKo dzi Sta pay £70 rent per viieek; £15 council itak per

our life .andjust.want, what.werare
Nk 3K & Frdztof e

Interestingly, with benefit and financial advice

it makes sense to provide an individual with a
tailored service because everyone will dnav

slightly different circumstances. In addition,

over time, criteria and guidance can change
significantly and this can make it very confusing
when people are applying for benefits.

Many carers were not only unaware of their
financial entitlements but alswhere to access
information from. The information which is
provided is frequently in jargon form and
complex. The general feeling amongst carers
regarding budgets was:

G/LoF o 2ndz WR2:Y0 QA
F20h6K G K 2 dzi €

1y 2o

Throughout the focus groups, one key theme
emergedc that it was the elderly looking after
the elderly. For example, a son/daughter in
0KSANI cnQa ¢2dzxZ R 0S5
gK2 g2ddf R 6S Ay
would be unable to access the carers allowance
due to restrictions based on agsing benefits
into retirement age.

Most carers know about the Attendance
Allowance and the fact that it goes to the
person who needs attendance (individuals
receiving the care rather than the carer). The
problem with this is that the carer can
sometimes nss out because the person
receiving the care influences where it goes.

Another carer disclosed how she had to sell her
home in order to find a property which was

better suited to her circumstances. She
contacted Staffordshire County Council who
located a bungalow for her and her partner

which she subsequently moved into. In total the
carer received £115 per week, of which she had

A,
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week, and £15 for gas and electricity per week.

SydAadts »She alsochad to pay an additibrf,000 up

front in order to renovate the property before

moving in. Currently the money from the sale
of her house is paying the bills and the general
upkeep of the property. However, she is

O2y OSNYySR GKIG AF GKSe F
financial support witim the next 12 months,
they will struggle due to fiscal hardship.
Information & gnposting
Financial assistance was not the only area
where support was deficient. Another
respondent had revealed that they:
G XR2oQ Uno\y 2oy Kt G KSE L
Syiidckat SR G22¢

Fhis Sisy@n  importanb@nt  undertined dby (i
respondents- predominantly because many
carers are elderly and may be conditioned to
accessing information wusing conventional
methods. It may also demonstrate flaws in the
carer market in terms of agencies and

f 2iadjvitliuald taskedi SN0 pridirg A Nppad: NSy (0 &
GKSAN s 8NEPOBAISZFIVYAKRRSY QF RBNEB |

In this specific case, the carer had sought
somebody to empathise withabout her
experience. However, she was uncertain about
what was available or even where to go for that
support. The absence of information service
availability was regarded as a substantial
dilemma by carers who wanted to understand
what was available. A carer had stated that one
way to ensure this was to:

drolel D58

2T KhiiQad 2y 2FFSNE

More guidance and better signposting were
suggested as options by carers to improve the
situation. It was considered too time
consuming and stressful because carers:
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GfSt DS a2nwellpyiche | yag AXR2YQUalyR26- 6KFG Aa
messages and [are] passed from:pillar

: . In fact, this point was touched on by a few
th2osrLJ2 aié P y

carers and appears to be a shared theme. Due
This not only causes distress to the carer but {0 this absence of information, the respondents

diverts attention away from thecared for merely:
person. One carer had divulged that: aXAShn 2y SAGK Adé

Gtlcdh beQery)} ? ol Svietiiies 2 %upport serwges Were JudgeéJ to be dellvered

AL SingBk3 KA y 3 mfrequent%y, a{\dythas Ie8 to a Hercgpgon tha\/
Goridewoo'NA O & drdanisations were stretched and working at
full capacity. Carers also viewed support
services as having a wonddrpportunity to
provide information tocarers given that they
were:

m<

[your] up-agai

Many of the commentaries collected from
respondents relating to the support they would
like to have as a carer were certreon

information and advice. For example, one
respondent had detailed how they would like: Gt ol KiSe oNK 3K Gmeld F 0S|

Loy F 2N do 2 Yupphio/2 dzd N&/&the%ss,%hﬁg%%ﬂgrtwﬁlwasxnét being

available -around = finance, - respite,  maximised or realised to its fullest potential.

OrNB bl &erbeyrR 2K SNI ASYSNFf AYT2NNXIE GA2YE

Easy access to information is of primary

This was predominantly because they had been importance to a great number of carers. Many
given little information historically about what for example, were not informed about their
gl a |fNBFRe W2dzi {KSNEB dinpncial{ entidgnientsNpr ewhere yo2atdeSNI OF N
would also like to have had more information  services.
about what support they are entitled too
particularly if:

6 X k¥ Syt SR G2 by S XNBPALPEAAINEOAT TS (K
(K& ik Ay, OBNBNI T2 NI ve REXSPERE U2 UMbl d20f

One person wted that they would:

When probed further, this individual was
conscious that there was a lot of information
available in the marketplace, however, they
wantedhelp to navigate through it and to make
sense of it.

This particular individual had not been offered
an assessment, nor been guided about where
they might get more advice and information
about assessments. Thiss possibly an
indication of how reliant service providers are

on the internet (and digital media generg to Another respondent had indicated that their
get important messages out. However, the key  gaughter had a number of medical issues, but
failure point (in the view of many carers) has  had to locate support for her daughter herself
been a reluctance by agencies to comprehend  rather than through the medical community.
how the vast majority of carers wish to be This obviously took coiderable time to
communicated with. research anadouldhave led to a deterioration
of the patient by the time they found the

However, another carer had revealed that they i
information they needed.

had no familiarity with support services as they:
Page| 20
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Furthermore a different carestated that:

G bon  R2W Qs ooy 24
/SN &0 F
lack of /infermation »or nmnot/deing

MY F2NYSRE

Many carerdiad revealed that the most useful
information they had received about caring had
been through volunteer run organisations
(NAS). One responden particular had stated:

Gok®d (LIAO PSR
the GPs LINI-O (A OS @
MY FR2NNE 6N 29 0ndnyR L

Throughout the discussions, many carers had
stated that they wanted not only better

information but also to make sure that

everyone gets the same information and
support.

Elderly carers were highlighted as experiencing
significant  issues  with  understanding
information. One respondent had mentioned:

& I'hbugih /1 rhave been: given /a lot of
information /| feel swamped withqitand
Ok oot 1S AG | f

This individual had highlighted a need for
information to be explained more than once to
ensure it was absorbed. This was due to a
deteriorating memory and difficulties in

contextualising the information.

Although the top three priorities for supporting
carers differed between respondents, most
cares highlighted information as an issue to
varying degrees. Some respondents required
information of what entitlements they could
get (specifically focussed around finance),
whereas others wanted more of a signposting
function.

‘I : F
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dzLd of 2 | %ﬁ\]blgalt)}-
LiQa I

+ Many of the,cargrs surveyed awere eldedy,

Information was difficult taaccess because it

was widely scattered across different agencies.

0 K1 U Ohany c&rérd wele Bitenconfuded about whére
AV F2NIE O A 28 grocure-ifformtation/ andwodld wélcomé ttfe S

establishment of a central repositogya one
stop shopg where they could be signposted to
their intended destination.

It was not only important for the information to
be made available in a wide variety of formats.
Carers had also requested it to be presented in
a clear and concise way to remove any
AYF2NXYEGAZ2Y |0

f 20 27

had very little spare time to spend absorbing
and contextualising information. Therefore,
presenting the information in plain English
would be a considerable help to carers,
particularly when they have to explain the
information to the cared for person.

Many carers felt that there should be a central
point of contact to ask for help any time of day.
In fact, the lack of information is so severe that
some carers were unaware of their

entitlements to respite support. In a significant
number of instances,aters only discovered

A ififérmation regarding benefits or entitlements

through support groups and/or word of mouth
many years later. In the words of one carer:

Grou2udzid @2dzi R woll K Ay |
found it .easier to get the message out
0eony 206 ¢€

Carers are often thrown into a carinde@nd
have little time or opportunity to search for
information early on in their journey. GP
surgeries are often the first port of call for most
new carers but they are often confused about
the wealth of information in surgeries which
can be quite overwgiming for some people.
One carer stated that:
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wasavailable until 18 months ago,
even:though | have-ba caring forrmy
gk FISedfot” GKSEAS

Individuals are also not immediately aware that
there is a directory of servicemvailable online
which can signpost them to various services.
However, not every carer has access to the
internet so they often have to rely on GPs,
friends, and family to support them initially.

The local council was criticised as one focus
ANR dzL) YSy (A 2y Séll thénkthatl
they were entitled to get a 25% council tax
reduction if they met certain criteria (such as
experiencing mental incapacities). Many carers
ISySNIrfte FStid GKIG
information themselves.

One carer felt that there was #ck of
information relating to residential care, and as
a result of his experience had learnt how to
WFAIKGQ gAGK a2O0Al f
was caring for had to attend both GP and
hospital appointments, but the
doctors/medical staff at the G&nd hospital
both refused to share any information relating
to the relative with the carer due to patient
confidentiality, despite the carer having power
of attorney. As a result, the carer became
extremely frustrated and disenchantedwith
the system.

A oncerned carer had highlighted an issue he
had experienced with his wife who recently
gSYid Ayild2 Kz2alLRhAialfo

was deteriorating, the Doctors asked the
husband to fill out a red form because her
quality of life was getting worse. Tiesl form

is often completed when doctors make the
decision not to resuscitate a patient when their
heart stops. The carer had signed the red form

Iwww.staffordshirecarespurplepages.info
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¢ K| (i becausel thel clinical Zegistiaizbegan to talk

about legal responsibilities. However, when the
carer discussedhe issue at a local support

group HQ%’ were informed of the fact that they

could create a living will so that the carer had
the final decision about whether or not to

resuscitate a patient. This is an important
example of how due to a lack of informatio

¢ the carer had temporarily given away
authority to make a decision on whether his
wife lived or died if her heart failed.

Those carers who had been in the system for a

i m@nber gf yearg fltithat they benefited from

the closer involvement of the Communit
Psychiatric Nurse, who were able to monitor
the progression of dementia more closely, and

(i redislprogdeipformation (apgk support) toptizeNy

carers as and when appropriate.

The current system is fragmented and is more
medically oriented. There is an infortoa
pack given out at the point of diagnosis, but the

to receive in that format, especially without a
person that can talk carers through what they
need to know at that point in time, and what to
defer until alater stage when it is more
pertinent. Too much information in the wrong
format at the wrong timemay be disregarded
altogether. One carer commented that the
pack she received a few months ago from the
Mental Health Trust included a lot of names of
different organisations, but not enough
information about them individually, to help
her identify which ones may be useful to her.

someone to sit down with her and go through
the pack and point out what might be eghnt,
given the specifics of her situation, and what to
bear in mind for the future.
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Generally medical clinicians are unable to point
people in the right direction, and therefore
information is picked up in an ad hoc way. For
example, via neighbours andiehds and
sometimes from advice and support workers.
Knowledge of the role of Social Services was
very weak, and knowledge of their rights as a
carer to be offered a car@ assessment was
generally poor.

Only individuals who are outgoing and are
happy toattend support groups are more likely

to get the information they need, rather than

those who find these outlets quite daunting.

Balancing work and caring

Carers frequently have to juggle work with
challenging and stressful caring responsibilities.
Forexample, a carer had disclosed that:

Gbr 2000 Kol @Ry 3 redoyf @
and trying torbalance working full
Uk Y& 2ot a
Greater support to continue in employment

was a significant issue for a number of carers.
One individual had stated that:

G Lon R2y Qicordjdzb ok F @
| am penalised for trying to;balance
full-time work with' [my] caring

RAFTTAOdzZ G ¢

G Xl K Se o LINE: FoAL S Ol NB NJ

NJ-AadSR®PE
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It was viewed as important that employers
continue to support carers by allowing them to
take reasonable time off to support their caring
responsibilities. This flexibility is not consistent
amongst employers with some better than
others. In one example a carer had to look after
a sick partner anstated:

G2k Syoor YR hoddk NIy S NI K R |
Y& SY Lt 2@ SN g 2dzf Ry Qi LI
b 2e Grboly Sredzyildk A R OF NB N

This incident caused significant strain to the
individual because they knew they had to both
work to pay the bills, but also care for a sick
relative. The individual gaalso reluctant to

& oL FENG) 2B benelsosto g2k fos help because

they stated that:

Glon  R2y1 Qe yvSSR A G |
With repeated cutgo social care funding, and

increasing reliance on family and friends to care

for individuals, employers have an important

role to_ensure that they introduce and promote

T 2pNﬁci£'th’§%@e it 'edsierfdt individirals to”

take time off work without being excasely
penalised financially.

NBalLl2yaioAft Ade:s

Linked to this was an expectation that:

& 90 LIt 28/ Slistdin akt Supptat R

Disjoined services

Carers experience significardnxieties in
relation to navigating across a confusing and
disconnected healthcare industry. In the words

OF NENE YdzOK Y 2 N@n‘ne carer:

Employers can offer relief in many ways. For
example, acknowledging the significant impact
of caring @ individuals, and by providing
additional benefits that promote wellbeing so
that carers can remain in work.

Carers also had an aspiration to be recognised
as expert carers. Many felt that

A,
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Gl 0Q& o rhine/@A Grer2i®Fe b YAY ST
day-to-day challenges-and the last
thing they need is to find theirway

LNB/dzy Riowi kS8 Ay F2NYL

Part of the problem, carers think, is that:
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QK SINB oA asenl
between-education;-health; and-social
services [which creates] problems
[with] locating-and accessing

AYF2NYLE GA2YE

There was also aniversal sentiment that
crucial agencies needed to be more proactive
rather than reactive when dealing with carers.

Carers were, by and large, confused about how
the health and social care system operated, and
puzzled by the roles of different workersefidn
was also considerable bewilderment about the
role of the voluntary sector. It is no wonder,
therefore, that Carers find it challenging to
work out who to ask for help and which agency
is accountable if something goes wrong.

It was only when theindividual got into
difficulties that support was given. Carers also
mentioned that the cared for person often has
a preference not to be labelled, and this
counteracts their attempts at accessing
national support groups and agencies. As a
result they:

o tefidd to itap into/Jocal teams: rather
& bhoyory'  GA2Yy £ €

One respondent for example, had traditionally
relied on the support of family and friemtiving
close by, rather than solicit support from
organisations as they were habitually observed
as being bureaucratic and time consuming.

Where support was available, one respondent
thought that it lacked harmonisation because
the various support growgand services did not
communicate with each other successfully.
Evidence of this can be unearthed by
pinpointing duplication of provider services.

Single point of contact
There was also a:

A,
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AY apBRPBADS  LINBAY 3T S
having:to-deal with-many different
departments; agencies; people/and

Ok NB/7eLINR OA RS NE €

A central number to contact was highlighted as
a necessity that could make it simpler for carers
to find out information. This would also save
carers significant time.

Emotional stress and wellbeing

The other major obstaglexperiencetby carers
was around not being able to have time to
themselves, which ultimately manifested as
visible symptoms of fatigue, stress and
depression.

On the opposing side, were carers who were
satisfied by the ease of obtaining advice on
welfare benefits. However, carers wanted
service providers to concentrate more on the:

G924 M2 yilofix

Overall, a common sentiment shared by carers
was that their role was an emotional one which
had many ramifications throughout their life.
Forexample, one individual blamed the lack of
information and feedback on the collapse of
their marriage. Another had remarked that
they only cared for their partner because they
had been together for so long and loved each
other.

Although historically theetationship between

carer and patient has focussed almost
SEOt dzaA@Ste 2y |
is now shifting towards a more equal balance
between the two parties in terms of the
support required. Despite this, many
inequalities still exist.

Carers acknowledge that their health inevitably
suffers and are of the opinion that the GP is not
sympathetic towards their circumstances. The
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carer often has to wait until there is a crisis
before contacting their GP. In the main, GPs
respond well at therisis stage. Carers also feel
they have a struggle to get to see GPs at
suitable times because of the impractical
appointment systems which is deemga be
inflexible.

i Stress
1 Depression
i Tiredness

Despite these symptoms, several carers
continued in the caring role because, in the
words of one carer, they

hyd NBalLRYRSYy(G KFR y2id KERAVLI FRNBRDAZ OK2AO0S
assessment. Similarly, the GP did not: e 2/ dzONB N f ot ne2dz K9S U
) . LISNEB 2y FANROGHEYR 2dza

A Xk @ b ro2idzi Ye KSIFf GKE

Althoughthe respondent had openly admitted
that their health had not suffered as a result of
their caring role, they would still have valued a
health assessment nonetheless.

Another respondent had been affected to such
an extent by their caring role that they:

i 2
alubs €

A4 XKl R

However, this was not without its
complications. The respondent had revealed
that they had to telephone a number of
different agencies before they could find a free
counselling service. Since they gave up work to
look after a family membemoney became a
key consideration in what support they could
get.

Mental health was a key consideration for
another respondent who hadtbe placed on
anti-depressants due to extra caring
responsibilities. They were also:

& Xdbogroly Acichy @ |
counsé &, Ay 3¢

The following list underlines the foremost
impacts on health suffered by carers who were
guestioned as part of this studynon
prioritised):

1 Sleep deprivation

A,
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There were also mixed messages around some

OF NENA o06SAy3 2FFSNBR KSI
assessments, whereas others were not. In fact,

guidance presented on the NHS Choices

website highlights that carers have a legal right

to an assessment of theiwn needs and may

even be able to have a separate assessment

based on the following circumstances:

NBEOSA BS O2dzyaSttAay3a FTNRY

1 When they are providing regular and
substantial care to someone

1 When the person they are looking after
has been discharged from hospital

1 When looking after ameone with
mental health problems who is on the
Care Approach Programme

1 As a parent carer of a disabled child
under 18

The fact, therefore, that a lot of carers are not
in receipt of support is predominantly down to
weak communication and insufficient
awareness of carer entitlements. In a lot of
cases, carers only became aware of

assessments through carer support groups.
T2 NJ

Some of the carers surveyed were extremely
concerned about what would happen to the

OF NBR F¥2NJ LISNA2Y AF (KS
care for them anymore. More worrying
however, was the fact that sontePshad not

asked about the health of the carer. However,

this was not the case in the vast majority of

Ol
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situations. Quite a few carers had mentioned example, carers may be incapable of attending
that: events because of excessive travel distance.

GoheKS8 Dt gl a KSt LBxpetiende yofkusingr sugporiSservices varied
FRGA OS¢ depending on who we spoke to. For example,
one carer had stigated that they were offered
And that: access to support services but that:

&8 KS woDiteeping brdeye 'SISLA Y 3+ Y oSReSp &G 2 /0 KIS NI (2 0 S
FhYAT &¢ R2yQln @2 Ny pehy aibS1 R 2 F
In addition, one carer had stated: bridping Woldkd oo jo 2 K2t R R2

G kS D Kb 088y a Bl (PR Jad ipdicgied a need for

N A _addltlonal s_u%mrtwuh their caring role, as well

Micditufiobxkhéh appyoackedhimy L IasLﬂ%gNo‘ngJMni@%%lk%éo\rfngone who was
in a comparable situation. Support networks
delivered via voluntary organisations, such as
Approach, CASS NSCAand MASE, were
deemed as a vital life line for many carers
especially for uncovering information about
Whde family support medica conditions and financial entitlements.
Another angle explored by respondemnwas
around obtaining support as one family unit.
For example, carers sought somebody who
g2dzf R | LILINBOALGS GKS LSHMRESGHAIYOWH A NDdzya i yOSs
and who would visit the house and talk to the
patient in the presence of family members
especially the carer. This iucial, particularly
as many people who are cared for have mental
health issues and may not fully understand the
information communicated. The carer
mentioned that:

Based on the comments provided above, it
appears that carers are often affected by their
roles and that the support they receive could be
more consistent.

A widerange of support mechanisms were
requested by carers, which can be succinctly

1 Having the ability to contact someone
24 hours a day

1 Regular health assessments for carers

1 Greater support from GPs and
healthcare professionals

1 Emotional and psychological
counselling

GCEYAT & FyR FTNASyYyRa TOISyppait todind flexiblg education and

NB & G NROdioA 24680 LA I OSSR 2 yeMpymeng § Ay OF NB ¢

Support groups presented a number of direct
benefits for both carers and the cared for

been part of a support group for carers. In fact, persgn. For example, at one focus group

there are many agencies that support carers session carer.s stateq that. t.he group had
AdzOK & /FNBNB | vz wsdRRYY providedamery aining pnd &izar & N 5
Society. Part of the problem may be, however, intr'o. uced wellbeing dayg which allowgd

that these organisations do not prdeisupport individuals to have complimentary therapies

in a way that is appropriate for the carer. For (such as tai chi and reflexology).

Support groupg services
Another respndent would have liked to have
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However, perhaps the most advantageous One carer recounted how her mother had a
aspect mentined was the support received weak immune system and was very susceptible
from other carers at these gatherings. Carers in  to respiratory attacks. As a result, she informed
general welcomed the opportunity to discuss the carer organisation that under no
situatiors with other carers who were in a circumstances should they send someone to
similar position. It was through these regular the house with a cold. However, despitést
engagement activities that knowledge was communication, the organisation still sent ill
excanged and advice communicated. carers to the home who had to be turned away.

_ _ The carer further commented:
Support groups also provided an opportunity

for carers to take a break from their caring Gf200ckp SY RSRdzLIcR2 Ay 3 S
responsibilities, albeit for a short time. Carers because | have no faithin-the system
were sometimes given the option of bringing and just take respite care oncesin a

their partners to support groups, or hatlee
cared for person looked after separately. This
allowed many carers to relax knowing that their  Clinical support

partners were being supported and  One respondent had commented that they
appropriately looked after. would:

GKAt Sé

A small but well received example of how a G Xt A VS FR2NIakoy vk £ SN
support group helped one of its members is
demonstated below:

GPs screen during a routine health
Lobdd2ady G YSyY G é

&6 KeSoicd h2& LI OS ONEdLZFIKG I f?tééfé :
. L “his was so that the medical feesionals were
Yaterftirz'y daylcofd Jorhy husblindl to O | N&ntiﬁuallyjre%iﬁdefoqzﬁ]&l'pé{ti&ts uc:fr!ring

give to-me which was fantastic. Justan  responsibilities and the likely impact on their

example of how: iy go-above and physical and emotional wellbeing. However,
oSez2yR (KS OFff 27 oredouldargue thatthe carek should also takeS
things like this.\which-make:such a some responsibility to systematically remind

Kdz2 s RATTSNEy O dheir GPof their caring responsibility.

A further area emphasised by carers was
around doctors, nurses and care professionals

GeCKSNEBE ¢ aylejearsi KS Havingl Spegialist interests in areas such as

323> 0O2YLIl NBER ( 2dementi@agcontinence, or caring for people with
certain conditions. Carers believed thatatk

Often having a life outside of caring depends on  healthcare professional developed a specialism
whether the cared for person wants somebody in a specific area then they would be:
else to come into their home. Carers who pay A ) S
for additional support from outside providers Gaz2 NBoY2uwd@dlt USSR U2
feel let downg particularly when they pay for & dzbdLJ2 NI é
30 minutes of support but only receive-18
minutes. This is often because they are rushing
off to the next patient, and use the paid for time
as travelling time.

The focus group concluded bying that:

There was arexpectation thatGPsshould be
better trained in Dementia given that it is fast
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becoming a widespread condition. In fact, the
carer stated:

welcomed extra support to help with personal

issues.

GhdzNJ SELISNRA Sy OS A aA largelnimbeér lofScarérs2devote a significant

enthusiastic.GPsare not-encouraged
to do the jobsas/thoroughly as-they
&K 2 dzf (RnRdzSon 02

Mixed messages emerged regarding the
benefits of being registered as a carer with GP
practices. Many carers had benefitted by
informing their GPs that they were carers. In

proportion of their lives to caring for a loved
one. As a result, they have a tedi life outside

¥4y 1 TR earing goley Howayer, when the loved

one passes away, the carer is often left feeling
confused and alone with very little support.
One carer had mentioned that the support
should be:

fact, most of the carers that were positive COhgyirzg 2ndl nbStoplsuddanlyy 2 0 & 0 2 L.
about GP.practices tended to shahe same Support groups are often the only crutch carers
GP as their loved one. have apart from family and friends. Therefore,
However, it was also acknowledged that there by stopping them .Tsltter?dmg the group.s.after
should be more details about carers as well as death, they are .ra?klng It much more d|ﬁ|cult
their needs on GP records. For example, one for them to transition to aifferent way oflife.
carer had stated that: It was not only the lack of emotional support

Gl ond brd o 200808 ook G & NIDRE affgatefl qargrs. £arers wey alsg impacted

significantly by a reduction in income when
that they [the GP] found out that.l,was .
. R ) their loved one passed away. For exéenpne
I e.F NB NI £ carer had stated:

Transitions and bereavement G kot (32 G100k NBNEBk £ £ 261 ¢

The transition from accessing child to adult
ddzLJLI2 NI aSNBAOSa 41l a
odzyLl®e FyR 6SI
carers. One carer had stipulated that:

G liKAT-RNS y-Qa&

there iscaimassive gap to:adult
services; [and]notransition

&,0zbILI2 NI X © €

An additional area for future contemplation by
service providers is the void when a patient dies
and the carer is left alone. In the words of one
respondent, their:

A X kJdzNAI2 &S hohoyr

Several respondents had remarked on how
they becameaunwell when they stopped caring
for someone dear to them. They would have

“ : # :'
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.after he died:and then if,suddenly
L a 035%343
Ry RTGE CeF

This individual had stated that they were not

0e

a SN A O SP% feadyo dg o warl gapthey were st

suffering from the effects of depression
brought about by bereavement, but felt they
had no choice but togback into employment.

Carers had stated in the discussions that they

wanted a better bereavement service to fill the
gap that exists when they stop caring for
someone. In other words, the transition needs
to be managed more effectively.

A TOne éaterhad@atéd quité Sutcinctly that:

G2k Sy
being:made redundant from ajob-and
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you should berentitled to-claim'J3db
Seekers Allowance]because that has
0-S: Sy o@/2 dzNJ,2 2 0

A lot of inconsistency was identified in how
agencies and support grosipdealt with

T2N a2

conditions,sand .emotional state of the
people they care for than

As a direct consequence of this dad, some
carers had resented being told what they

0SNBI gSYSylGod C2NJ SEI Y Ldke8dy kneiwk Bhis pointiwksSakswciatedDwith

Cafes allowed carers to attend for up to 12
months after bereavement, whereas CASS in
most cases offered a much shorter time frame
due to funding constraints.

Some carers described their experiencerud

of life care. Whilst many were considered as
good, a humber of issues had emerged around
0KS  W-tdrekaASSWA OS Q
example, carers and patients were able to see
the doctor before the patient passed away.
However in one incident, thdoctor had not
visited the patient for two years prior to the
final event, which was perceived as a lack of
response from service providers. Similarly, in
another instance a carer had stated:

& ¢ KoSentlkbdl ek Soyfelbeo kel R
[medical professionals] inithe last 10
days:thanirthe past/10 yeaés

Coproduction

A key priority for carers is to maintain
engagement in service development. By
exploiting this opportunity, agencies can
ensure that carers are in receipt of services that
are better tailored towards their needs. By
ignoring carersiews onerespondent said that
they:

G b2 dzt/oRo @S hoR26Ay 3
F22 RéE

It was also emphasised that care providers
should:

the need to introduce aobustmechanism for
support groups and service providers to discuss
and share information.

Breaks and respite

Due to the nature of carg and the significant
time commitments involved, many carers
would like more respite and breaks to ease

NB f I (thheR yarkitiesl Jdlthow@B Wdrers do receive

breaks, they are by no means enough. For
example, one carer had:

G X2 VoS i K2:dzNI; Ay il K S

Ko2 dzN& - A0y

However, it was not solely the breaks that
people sought. They also wanted individuals
they could depend onwhen they; took a break.
This was ideally somebody that they could trust
and rely on to look after the cared for person,
without having to worry about whetinethe
patient would experience distress or confusion.

Another priority acknowledged by carersswva
the need for additional resgtcare. There was
a feeling that specific carers were:

G22NJAY For BF2INJoHmK T
28y G-y Fne LINE LIS NJ
Related to this were remarks raund

elgltgolismr%'g "bre l(J:|uF§”tI%'ty3/respite centres for
adults who are under 65.

Several respondents were not offered any
specific support to experience a life outside of

& XNB bof Aar Sl Kiwiinr o1 NENGE- Hpweyeg one individual had, used:

more abait the needs; medical
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Gfr2 X Se020F ol KiISn /5[« G 2Furthehoye: + ANHAY | OGA DS

to spend,quality time together as a , A . -
. . A LG BSok bomdaNBd o TNRY OF
FliYAhEr@endoyb R NBIASY SN USPE N
weekvolunteering/in Cannock Chase
ly23KSNI OF NBNJ KFR Ay GAYlFGSREAGKAIG YiEK §8 IR KRPEOE R:
require support because they were:
Although some of the respondents stated that
GXO2 LAY ldaiS &St KSR (RASRYRIr S & Sikakd, gné & dzLILJ;
R L R R respondent had revealed that they can: ’
5SALIAU0S OIFNBNA SYLKIaaAaAyda Kz2g¢g uKSe RARyQu

require any support, they would still welcome A [0S buBSd K dza gk oyiR<F2NJ | O
assessments that would advise them of their as long-as I-tell him/what time/ham

entitlements. NG GdzNy A y 3 €

hy$S NB&LRYRSYd KHR I OORERERI ot RENENRE sNBENED S 5 ¢
fund which subsidised a twught break. leave their partners alone:

Howe\er, several carers were still dependent

on family and friends to ensure that they had a W5A RY Qe 2ol @ 6 KSNB 6
break from caring. For example, a carer had hushand as difficult.to-get-help to sit

mentioned that they had: Gx K KAYE

b2 20Rily FobiYih T 01 Ol  AH&HEt caret'statedthat 8 A Y
hospital for 5 .weeks rand/[my]

Rl dz3-K iG-S NE, /ObNBR F2NJ ve Tkazf&F 193 Reot MusS wdry 0 NB
if 1 left himwith-a stranger-as-he:soon
They had also drawn attention to how they frets and I feel guiltyrabout leaving
preferred a family member to take over the KAY &

caring responsibility because if circumstances
rapidly chaged (for whatever reason), they Similarly a different carer had mentioned that
would know what to do. ~ s ~

Gw Sckdfek QS Yo SYilmoQl NB ¢ 2 dz
Similarly, because they were not presented harm than good as my-partner.is very
with any information about activities or support
opportunities, a carer was dependent on
assistance from:

unpredictable; and-her-behaurocan
0:-Sery@SINBgOKE £ £ SY3Ay 3
e a6 o T RS choeg b sevea carers
Goa & hkdzaobyiRve3SGa F3IAd
ljudzh O & 8 KSym Lok Yy 2
G2 S o320 (2, 3eié dugh SIS NE ¢ hushandwould not cope with a
the church.and are guided by-friends &0 N oy A SNI & K vinAoyra 6 A G K

brdhe 0K/SEOKAZNDK® . dzi ¢S R2y Qi 3ASG Fye
5 . .. . The reason for the lack of respite varied but a
adzLILIZ2 NI/ FNR Y Sf a

f%v% Fr<essplalﬁ.§e€nts had suggested that it was

mainly down to the patients. For example, they

SAUKSNI RARY QU tA1S GKS RI
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refused it because they ditni Y S S
For example, one individual had stated:

SBioy teNI SR e Rk
like itand isvery-unhappy. Not

awll

interested in:activities withr other
people:so needsZ1 activitiesand
& dzLJLJ2 NI €

Where respondents did receive support it was
enormously appeciated. In the words of one
respondent:

@6 KSR OlNB i OS y
me time:to-do errands-and getjobs
R2:y S ¢

These breaks reduce the psychological burden
and stress of caring for someone.

Another key issue acknowledged was around
designing a system that allowed carers to take
a break away from their caring responsibility. In
fact, many carers had stipulated that whilst the
number of days respite currently received was
tremendously valuedhey would like more if
the opportunity arose. Many carers therefore
would often be dependent on family and
friends to tend for thecared forwhilst they
took a selfunded break.

Respite care is important for carers. However,
some patients have extremelgraplex needs.
For example, one individual disclosed that they
were looking after someone who had to be
PEGfed (fed through a tube in the stomach)
every three hours. The carer had undertaken
the PEG feeding role for a number of years and
considered hersélan expert in its application.
Due to the proficiency she has acquired, she
finds it challenging to trust carers who may not
be as experienced as herself in the technique.

2 Percutaneous Endoscopic Gastronomy
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NI

i K S AsaNdgsuilt, SNl rahuctant to take a break for

more than three hours at a time.

a4 S Many carers have’icompfex needs: whichi need

to be met, however the services are not always
available in a way that suits them. This puts an
intense burden on carers, predominantly
because taking breaks away from the caring
role can be difficult. A carer hathted that:

Gl Feort KSheObyNBNI-A Ay Qi K S
Rz Sany Qb hoadikyR ks OKF yOS
and your- dispensingmedicationit.can

Ad 3 NSalrdn 38 k2 NARBEAA G ST

The subject of dispensing medications is an
important one, specifically when you have an
elderly couple looking after el other. If the
individuals are tired, or suffering from memory
disorders(such as dementia or Alzheirsgiit
can lead to an under or oveibsage which can
be extremely dangerous for the patient. In such
cases, it is important to secure support from a
wide range of people preferably whole family
support ¢ who can take over and dispense
drugs in a safe way if needed.

Quality of care
The quality of care provided was at times
guestioned by carers:

& dou/0O2rdzf (R Y Qb wiliNHza G G K S
went private which was more
expensive butreliable and-met the
VoSSR w@SINB g Sbftn 6 KA OK  F
hKNBdzZA Kv@a2 OAlf aSND

Not valued as experts

An assortment of responses were received to
this question with several carers feeling
supported andothers less so. For example,
many carers felt beligld by professionals. One
respondent thought that:
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b cordnr oINS Y G 0s2Fy | OKAf R aaXader NI ORAYAYTdB/M IOR HiA 2 v
LionR 2y Qilice kKA Y1 <@ SNIBA OS  LINE F SEAMBARSA & M2 yalStSa ¢
youas: (o OEsNBNJ | & ¢St fé
This statement was linked to the fact that
Another had stated that: services were not collabdiag equally with
3 ) o ) _carers and patients. Carers wanted to be more
GLoR2y QU 7550 @1 T dzSigonedin decisionsthatconcerfed the caréd!
and feelignored whenl try toexplain for person.
K2 gnolckeA y 3a | NBE
One respondent believed that whilsPs
In this specific cas¢he carer¢ when probed
further ¢ pointed out that healthcare assistants
were frequently dismissive and became
disrespectful when the carer informed them
that their husband was allergic to a specific type
of medication.

G XNBO2FyAaSRAMKS ySSRa
hKS @At IS¢

That there were other professionals that were
less understanding by:

G Xy 2 NEQ2IYyAaAryT

Overall, there were countless inidivals .
NRBf S ¢

stating that professionals did not perceive them

as experts in their role. For example, Another respondent had seldom felt supported

Goh dzNd s R2/0:0-2/NJ ok Bhave & | agqhvglueg §s ap, gg(r,yeré; care partner, and as a
result had never received any support or

a mental review-once a-year but-they ) S
. _ R i counselliy, However, this individual was
R2y Qu Vla‘lA YS50K2 @ Abléginﬁinsg%?a 0SAYy 3 |
Ol/NB NE

G DPONB | OKor2dzi YR |

K-St LJE

6 X 0KS0l Y SRAOk tow LINE F ééaéﬁér@ny cargr hdd heclgrgdéf‘uéfw tlii]e; never

YiS € felt supported or valued by service
professionals and thought:

And,

There was a widespread sentiment amongst

carers that as professionals did not observe & QX2 A2y Ikinscdidzldd2 NI s 02
carers in their roles, it was difficult for them to LRG2 OO  62ddf R 68 dza
appreciate the impact it was having on them.

For example, a carer had stated: However, on the opposite side of the speattu

) 5 . . . . _were _respondents who felt massively
“ L “ 2 Y_S 2 _7\ Ythea ¥ 55 fsupffo?t&i ‘ tﬁjro%ghusFéc?al media (Facebook)

professionals live in/arlittle bubble/and and parent support groups by the National

R2y Qi dzy RSNE O LY R U agistie SodidtySSPAN, parertpartrierships and

L L _ Midland Psychology.
Communication was highlighted as a hindrance

to feeling supported or being recognised as In fact, there were many cases where
experts: respondents were supported nd
acknowledged as experts in the caring role by
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healthcare professionals. For example, one
respondent had stated:

IGGPNBO2IyAasS NRf S

Another carer had stateithat:
FSSkienliKSerR2
NS F &€

a L

Overall,GPswere considered as quite good in
recognising the role of the carer. For example

GBSy 'S Nicefvery hdlpidand
a,dzLdkd2 NI A @S ¢

And
&t KSo-R2 O02NA

It was not only doctors that were praised.
Support groups were judged to be more likely
to recognise carers as experts than public
health professionals.

f A Zcaret had stateg: N5 & LIS Ol

Gryu2-dzie NB botfirhrdeSe 08 2:dzNJ LIF NJi
with his/life;and: it/changes:the
Re&Y Y NO&2F, 1 KS NBf |

In fact, many carers only realise that they are
carers late in their journey. For example one
e 2 dzNJ

& b NI & KSt LA Y3
things like tying up'shoe laces/and then

Gl 0/8

the tasks buildlzLI® oL Q& 2yt & 4|
starts taking overyur life that you
NB I foka:Sorc8 2 dzZQNB | OF

One carer indicated that when you see an
expert (a GP/Doctor) and follow their expert

| N.Rdvice 4egthe patientzneeds medication at

certain times of the day) the nurses at the
hospital/ care home staff take no notice of the
advice given.

The majority of carers questioned argued that
they considered themselves experts in the

I {1 K Zaring3oleiasithey undefstddkieeneeds of the

people that they were caring for as well as what
would be best for them. However despite this,
some carers felt let down by professional
services primarily due to a lack of respect from
GPs and nurses for the knowledge they have

GCfoNB & & NBky R&/u/ biNB Njgdaiiwefd.éor e[§<a$nfplé‘]ﬁ1 e cagé,/d?ofessionals

D2 oy A bi2er 4K S
helped me understand about being a
Ok /NB NE
And
&dzbILd2 NI A @S €
Carers indicated that it was nice to be

recognised as a carer as:

Gak Vo e LIS 2 LI S adzd
or thehd o'y R é

However, because some organisations view
you as the partner rather than the carer it can
prevent them from accessing services. Many
AVRAGARIE t4 R2yQi
carer because it happens slowly in the vast
majority of cases:

A,
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failed to take account of the carers judgement
when conducting a medical assessment which
prolonged the situation for longer than was

necessary.

al—%v%eve?, ? t?]zerel' ?Neréj Kpcs)sitivge)\ iﬁc%ents
captured whereGPsactively soulgt advice and
information from the carer as well as the
patient, which carers felt was an indication that
0KSe NBaLISOuSF 0§KS OF NENID:
KIQWEedde w sa L NB 6802YAy 3T t
In one conversation, a carer had highlighted
how his wife had bedsores, and consequently a
nurse visited and changed her pads every day
Page| 33
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and advised the carer to do the same. Based on
this initial advice the carer continued to change
the pads every day until a new nurse was
allocated to the patient. During the first visit the
new nurse questiore why the pad had been
changed every day as it only needed to be
changed when it became completely saturated.
This is an example of how it was sometimes
confusing for carers when professionals gave
conflicting information. This promotes feelings
of distrug in professionals because it was
difficult to see what training these individuals
had had. This distrust often extended towards
medical professionals such as Doctors and
Nurses.

Overall, Carers had suggested that because of
the lack of respect they hatbfn professionals
they had to:

GCAIK G wF2NIe KI G
82 dzNBE €

In other words, it was often the person that
shouted the loudest that had the most luck with
getting the services they needed. Perseverance
was a key piece of advice given by experienced
carers to individual that had just entered a
caring role.

Emergency care plan

Somecares had mentioned that they had no
emergency care plan in place in the unlikely
event that they fell ill. This would have a
significant impact on the cared for person. In
fact, had the car known about their
SyiAadt SySyd a2
existent emergencgare planmay have been
picked up sooner.

Personal assistants

Carers frequently had to employ personal
assistants to look after the patient. However,
this was not consided an easy task for many.
For example:

A,
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Gl Q& KheNR: 02 FTAYR
O2 XL yeé ¢
And
G CAhyRANAondk Asctidnt it SNER 2 Y |

0-SSYohtharey A AKG Y NB €
Linked to this was aeéling that personal
assistants thought they knew what was better

for the patient than the carer. Many carers
thought this was quite patronising even though

the personal assistants were regarded as:

a2 @St LIS2LIX S¢
One carer had stated that after they had
interviewed three or four personal assistants
and eventually found a suitable one to employ,
the process of sorting out contracts of

*BHOAeN S R B HR s
Qe 22 KENRZ &2 iy SYLIX 2@

who sorted out all the insurance; tax
Loy Reoyfbniuh2ay | f Ay adzNJ o

The recruitment of P&therefore either needs
to be simplified, or carers need to be supported
throughout the recruitment process. This will
allow cares to choose the most appropriate
care for their partners, rather than rely on an
agency who may not fully understand the
circumstances.

Assessments
As mentioned earlier in this report, guidance
provided on the NHS Choices website highlights

Ok NB Nef& e mol'stécargéh%vg %ﬂéfba] ‘?igﬁwtéto e Y

assessment of their own needs. Whilst many
carers had had an assessment, these had often
taken place many years ago. In one instance for
example, a carer had the assessment 7/8 years
ago was not aware that they could have
periodc follow up assessments if they
requested them.
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The general perception of carers assesssent
were split into two camps. Otihe one side
some carers decided early on that carers
assessments were pointless and a waste of time
¢ particularly given the wedltof information
that had to be supplied. However, on the other
side were carers who had gone through the
process and benefitted because they were
made aware of a service or benefit that could
support them in their role (e.g. respite).

In addition to thé, a significant proportion of
OF NEN&R Ffaz2z GdKz2dAaAKi
should be made compulsory for all carers. This
would allow them to identify whether they
were fit and able to carry out their roles in an
STFSOGABS YIyySN®
important because they recognise the needs of
the carer as well as the needs of those being

cared for. Carers felt that the assessments
aK2dzZ R 0SS Ol NNA SR 2 dzi
age.

Social workers

/' NBND&a SELISNASyOSa
mixed with some social workers significantly
better than others. For example, one carer had
to go to the local library to find out information
about a specific benefit change. In this case,
even the social workewas unaware of how
their entitlements would change based on
individual circumstances.

A key issue here is the fact that individual carers
have had to experience numerous changes in
social workers. Some were considered
knowledgeable and passionate abouittrole,
whereas others were not up to date on the
latest rules and regulations. In addition, carers
also felt that they were passed on from social
worker to social worker and that this meant
that each social worker had to learn the case
from scratch. Cars thought that it would be
more beneficial to speak to the same person
each week.
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In a specific case, a carer outlined how a social
worker had visited her husband and would
often sit down and take notes whilst the carer
would look after and care for hi/hilst it was
accepted that the social worker had to be
comfortable that the patient was being well
looked after, this incident was viewed as
patronising and an attempt to catch them out.

Encouragingly, carers were stating in the
discussions that social onkers were now
specialising in specific conditions rather than

i KedvéringGeleNaBiNGD Bhis was aefarded &yal a
a20A1

Yo2ydzaQ oSOl dzasS (GKS
considered as experts with up to date
knowledge.

FaaSaaySyda I NB
However, not everyone questioned had a social
worker. h one specific instance for example, a
carer had tried unsuccessfully to get a social

WOEKSf PRIFNEAEgthem. Jtwas gy avheg ingy g N 4

cargs health deteriorated that they received
access to one. The carer stated that:

your health deteriorates-before you
F S0 (KSA A TFNBY |

The picture with regard to Social Services was
mixed. Some were very praising of a particular
Social Worker, whilst others said that they had
one Social Worker who was very helpful and
FYy20KSN] gK?2
complain generally or to ask for further help if
the experience was negative. Some carers had
no knowledge of Social Services at all and did
not know that they could get assessments
either for their loved ones or themselves. In
one case astressed carer with very limited
financial reserves was seeking urgent respite
care for her husband without knowing that she
might be entitled to financial help from Social
Services. In general, Social Workers were seen
as being involved only for a limdt@eriod and

not as a means of regular support.
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The Professionals Perspective
To explore gaps in services and the needs of
carers further, Healthwatch Staffordshire

undertook to investigate the issues
professional organisations had.
In total, 19 surveys a&ve competed

representing the views of hospitals, voluntary
and community organisations, and hospices.
However, it should be noted that the results
were heavily skewed towards hospices which
accounted for nearly threquarters of the
sample.

Barriersexperienced by organisations
supporting carers
Organisations generally recognised the main

A shortage of suitably qualified individuals to
support carers was highlighted as a potential
area of concern by many organisations. For
example, one organisation had stated that:

WK SINSro/A&oadSY SN £ £ & |
availability-at times flostaff who-can
support:the personrat-home whilstthe
OkNBNI-KF & | oNBI 1 @

Generally, it was agreed that this was primarily
down toa lack ®resourceswvhich meant that
there was:

G Xy 24 aal ¥F

gk UK

Sy 2 dz3 K
aridac

issues  experienced by carers and However, it was also noted that:
acknowledged that: = A C o A .
g & SNDA OSa RNE SNEER 4002
G SNIBAOS&cdk-NBE FNFIAYSYGIGSR | ONR A& _
.. A .. In_other words, the type of _servicearers
R-S/Ldhe NIu Y Sy vaavdhyiR: R2 Yy Q. A—fﬂ-ea h@? .
5 o receivedwas not geographically consistent or
coZNRAY ISR LILINE fifdds Sacross time horizonand this ofte

This view was echoed by many organisations
who collectively highlighted how a lack of
communication between services as well as
assumptions made about carextsthe outset of

the interaction had resulted in manygarers
slipping through the net.

Linked very closely to this was the issue around
the dynamic relationshifpetween carer and
patient. Due to the constant changeds was
very difficult forhealth professionals torovide
adviceand even more complicated for carers to
navigate the environment in order to access
services. In addition it watated that:

G- OOS &&AY 3 1/OLIINS NBA
they are-sorinvolved in-theirrole,/and
K S8t 0R2:y QA
priority for themto/belooked after

hKSYaSt oSaé

| & @elie a
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confused carers.

There was also a lack of availability of
structured support services for carers from the

2dziadSd 2F + LF GASyiQa 22dz

The time commitments of carers was also
flagged as an issue by organisagio®ome
organisations had stated that itould be
difficult for the carer to take time away from
their responsibilities to attend appointments
particularly as:

& 6K SINB oA dcceyshle-iddpite RA £ &
ahididrhyd aSNIIAOSE

AndHiso thére was T T A Odzf 0 | &

Another organisation had statelét:
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GeKSe of I NBENARBE TS SAs airesultof this they werel often Feluctant to

pressure and are therefore often accept help. However, this was not the case in
reluctant to use carer SUpPOrt groups the vast majority of cases whecarers would
like more help thaorganisations caphysically

as they see it-as.-anothting they _
%rowde.

Kibe@St 2 FAG AY
In other instances, Ol NBré¢&ds were
identified by organisationsbut the patients
were unwilling to have the additional help.

GX Lo KL @S kbR Yl yeTheefores the decisiops made by patients

often had a direct and profound impact on
caseloadwho have been carers and
carers who were of

oA PR ) en desperaterfhelp but
FesESiptteh Wiiksy theylale Calé _ g KA tre{ilc,tHcteéI gysthee cht’a\IdBfoL ?N%J\Sﬂlljg;ﬁ%}é
and wheAn th?y‘\are E)ereav?d. Avt tA'mveS I _ However, even when carers wanted support,
KI@s SELISNASY OSSR Olyldds Wete' often' LHrLalis%c¥exﬁé&afo%s of
as @ hug barrier to-offering/them what was actually available.
&/, 0zLILIZ-NT D 1o KIS&wR2Y Qi @1 £ dzS GKSANI 24y
VS8 RE a2 Rey i LINK PRHSE FISE I RILanygerherseives as
carers, they often do not communicatkeeir
needs until i® too late. They often see
unaware-of thfeir Issues.and C?”f’[”y themselves as partners first and then carers
2ZTTSNIDAYAUSR adgl8daNAREeG® 1 3 + NBadA & 2F K/
the impact that the caring role has until they hit
crisis point. However, organisations often
experience difficuies in informing the care
that they are struggling to cafer or meet the
needs of the patient.

Furthermore, one professional offered the
following comment:

appointments. Thismeans we are

In addition it was highlighted that extended
families often dip in and out of caring for the
patient and are therefore often missed in terms
of emotional support. Even direct family can
find it hard toopen up about their feelings
when the patients are in close proximity. Organisations often observed relationship
breakdowns brought about by carer fatigue and
anxiety. And they often stated that there was a
lack of structured ugefriendly information
packs to supportarers access services

Upon discharge from hospital, one professional
highlighted that it can take time to reinstate
carer support packages as needs may well have
changed. There was therefore an indication
that support workers would need a lot of time  Althoughmany organisatiosm offered oneto-

i2 NBlFaasSaa 020K | OF vbeNMdAYR NLFE G ERBE Q& (Y ESRA (K
and problems attend due to time constraints.Despite
organisations trying to find a way around these

barriers, suctas offering telephone support or

referrals to social services, uptake of services
GSyRa (2 06S 260 LYy | RRAG,
Glb NBNE R2oy2doalk e thaktheir needs areimporant, sg even though )
UKS &dzLJL2ZNU A& gFEAftlofS
because they are too busy witheir caring
responsibility.

Difficulties experienced by organisations in
identifying carers and their needs
Some organisations felt that:

face, or/feel/that asking forrmore help
is @arpoor reflection-on them and-their
LhokE A OASa de
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One organisation had mentioned that following
a death, carers can be overwhelmed with
emotion as they are focussed on the practical
AARS 2F OIFNRyYy3a az
they feel. It can therefore be hard to reachdan
support them particularly if support is not a
priority for them.

The aspects of carers services work well
Organisations generally felt thatcarers
received a good level of service once they were
in the system with the opportunity to access a
wide variey of options from ondo-one
counselling through to more practical support.

One organisation had stated that it was the
emotional support and information sharing
that really worked well at support grouphis
was because they often viewed support groups
as a safe haveawayfrom the pressures of the
caring role. They also gave the carer an
opportunity to have a break with the person
they are caring for being supported outside the
home environment.

In fact the emotional and psychological support
offered by organisations is demely
important. This includes complimentary
therapies as well as counselling servides.
addition, many organisations found that day
courses for carers with life limiting illnesses
were extremely valuetby carersas was the
fact tha in most cases the support was
provided with a quick response time.

The key issues raised by carers

The response received to this questioms
quite varied howeer, a number of themes
emerged.

The first ara of concern raised was the
appearance of someate agency staff. One
relativefed backio the organisation that:

& ¢ogndividualsurned uprto-care for
her elderly father. One of tlmewas

A,
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R2Yy Qi

wearinga hoodie andjeans-and the

other tad facial piercings-and smelled
_ . &lNRy 3fege2F OAIEF NBGG
RSIf SYuANBfteée gAUK K2g
This family were desperate for help with care
but felt vulnerable and unsette by the
appearanceand the manner of staff who
arrived. This is an area that obviously neteds
be addressed, particularly if it is preventing
carers from receiving support.

Linked to this was another comment around
paid carers who come in from external
agencies. In some instances they were viewed
AY I yS3aradAros f AIKIDQ
demonstrate trustworthiness odisplayed a
lack of motivation For example, the
organisation had mentioned:

0S80

G X060 SAeyidng fok WSz R2Ay 3
being-asked, poor.communication/skill,
ONB Il N yeAon 1GKIS) okt

person,behaving in/strange-and

LIS NA 2

inconsiderate.ways,and having-a.new
carer-every day dbey have todearn
i KoSenkdn b kA Sofi@a Yy SSRa

w

These issues can often distress the person they
are meant to be caring fand so thecarer ends

up having to accompany the paid carer to
ensure the job is being done correctly. The
ethos is therefore not on client centred care but
around convenience to the paid carer.

There was also an initial lack of support during
the early stages of dag. Many carers had
lacked knowledge of where to go for
information as well as what level of support was
available to them. Linked to this was the fact
that professionals often lacked skills in their
ability to provide support for carers at key
points ofthe journey and was often left until
the carer hits crisis point.
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Organisations also fed back how carers were
concerned around what would happen if
something happened to them. Even though
emergency planning existed to support those
carers thg were still worried. There was
therefore a fear that they could let the patients
down if they fell ill leading to feelings of guilt
and stress.

The importance of wernight care was
mentioned quite a lot by organisations. In fact
one statement stood out as particularl
relevant:

Grle Frrehos OboNBNIeKbra |
they are more likely to.cope-the next
Rl"& ¢

However, the main issue with this was a lack of
gualified night sitters particularly at the time
they required. This was a particular problem for
carers of people with dementia.

Finaly, it was identified that that there was an
issues of:

G OtoNB Y2 Y IS NA |

By the current government which led many
carersand patients into thinking their benefits
and support will beharshly evaluated and

stopped unless they met stringent criteria.

Many carers are experiencingpnsiderable
problems in getting help with continence
treatments for individualshey care for. The
process seems to be very lengthy and difficult
and at the end results in only 2 or 3 continence
pads per day which is not sufficienCarers
often wait along time at each stage of the
process and are asked to try other things before
continence pads are issuede.g. some carers
asked to record drinks consumed each day and
volume of urine excreted which is very time
consuming and difficult to do on top other

A,
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caring roles|t can alsapset and agitate the
person they are caring for.

There arecurrently no service available for
adults with Autisn. Individuals that fall in this
categorycannotaccessnentalhealth services
and parents of adults with @ism are getting
older and finding it harder to support their
adult child. Agencies likeCASS find it very
difficult, as there is no support they can
signpost these families/carers. to

Case Studies
322R NBad 20SNYAIKIDG
Case Study 1: Jean was recently thrown

into a caring rke and recounts her

experiences

L R2yQd GKAY]l L $@
carer until early last year when | had
provide personal care for an elderly relati
For nearly 9 years before that | had provic
a lot of social and practical support f
[Arnold]including having Power of Attorns
and being the first point of contact if t
YSSRSR Fye KSf Ll 6dz
that as being a carer.

| got thrown into the caring role when he w
discharged fronfa hospitaljwith a catheter.
The disharge information was virtually nei
existent. The arrangements had cove
checking with him that he understood how
empty and change his catheter bag a
generally how to look after himself in th
area but neone had taken into account ths
with veryimited mobility and little use of or
KFyR KS ¢g2dzZ Ry Qi
manage it.

We were lucky that a District Nurse visi
the day after discharge and immediats
identified thafArnold]O 2 dzf Ry Qi

also listened to my views. The nuasked
me to look after his catheter and empty |

oF3 FYyR KSfLI KAY 3¢
(620 dyyGAf aKS 02 d
Page| 39

Engaging’  healthwatch
Staffordshire



L F 08 L RARYQG NBI
there is neone else.

It was over 5 weeks later before | aée to
pull out of this task as care staff were com
in to do it and eventually a key safe had b
installed.

That whole period was a nightmare. It w
very tricky for both of us. We knew each ot
gStf o0dzi LQR YyS@SNJ
him ard here | was having to change his b
Then | really had to get into practical mc
as he had some bowel problems too so |
cleaning up after him.

| had to plan my time around visiting twi
daily to deal with the catheter, to genera
see he was aght and help him get ready f
bed in the evening. Fortunately, | had |j
retired that very month otherwise | dread
think what would have happened to h
because | just would not have been able
provide that level of support.

| had a relatively gab understanding o
which organisations are responsible

LINE GARAY 3 gKIG az2NI
too difficult to get the information | neede
but even so | struggled terribly. The indislc
staff were all reallgood but the systems I¢
them cdbwn. There were cracks in the servi
when dealing with different agencies a
even within the one integrated health a
social care provider. At one point | was t
by the District Nurse it would be quicker
me to make the referral to social carerha
was for her, even though it was the sa
organisation. | later discovered that some
the delay was caused by the fact that the
number the District Nurses were using
referrals was no longer the right numbel
eventually got the right telephe number to
refer myself from the County Council web
YR (KS& KIRyQi o8
care service for 11 months by that time.

| felt as if | was constantly on the phc
chasing up support. One day | counted
calls to the Clinic; in facgave up ringing a
all and just went round there sometim

rt 'P._
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pushing notes through the door out of hot
{2YSiAYSa (GKSe& SN
normal hours and there were no openi
hours on the door. | since learned that
staff were having to covenather clinic too.
LQ@S y2 ARSI gKIFG 1
€2dz OFyQd o6S NRARy3IA
you are supposed to be working.

After 5 weeks and within days of our planr
holiday the domiciliary care package was
into place but the key safeas still not there
so | still had to go twice daily to let the car
in and lock up after they left so | told the
they might as well not bother if | had to |
anyway. Neone seemed to understand tk
and | think they would have been quite ha|
to havejust left him all night with the doc
unlocked. By this time the Home C
' 34aSaaz2N) gl a 3ISGGA

R2Yy QiU 1y2¢ oKI G [Jéag]
Short of going round and fitting it mysel
R2y Qi 1(y2¢6 oKIFG (2

to understand that | could not have go
away leaving him like that. The key s
arrived the day before we went away dive
and a half weeks after [Arnoickme home.

The Care Agency were really good. Once
package was in placfArnold] was well
suppoted and thankfully the catheter we
removed after a whildArnold]decided not
to carry on with the carers because
wanted to get up and go to bed when it st
him. He manages now with just our help |
we do not have to do the personal care nc
| amaware of support for carers but | ha
YSOSNJ KIR (2 Ol NB
break. | get a lot of help from my husband,
example he helps with a lot of practical jol
| did have the opportunity to raise r
concerns with the Partnership Trust. I
listened to all my experiences and 1
manager there was very responsive.
Managers and the Trust quickly addres:
the issues | raised.

| would also like to mention that whe
[Arnold] was inA& E and in hospital we rar
lots of times to see how heas and askec
that he be told that we had rung and that v
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were to visit him but rone had told him. H
KI R OSS)/ g2NNEAY 3T
anything from us.

Case Study 2: Stephanie cares for her

husband who has dementia

| care for my husband with dementia w
developed symptoms in 2002 but was ¢
confirmed as a sufferer in 2004. | ¢
normally a coper and looked after r
husband without any professional supp
for a long time, with the backp of my
daughter. She worKall-time but calls to set
us most days and occasionally looks after
husband to give me a break. My husbz
R2Say Qi NBO23ayA&asS i
cannot contribute in anyay around the
house and relies on me for everything. C
the last yeahe has deteriorated greatlyde
has become doubly incontinent and can
verbally aggressive with me and pushes
or threatens me physically.

Managing his toilet needs is a mal
preoccupation and | have been struggling
get anyone to understand thishé services
have really let me down and | believe if | |
more responsive help from the doctors ¢
continence specialists | could have carriet
caring for my husband for longer. E
instead, my health has sufferedihave beer
under considerable stresfor about 9
months, with high blood pssure and a ba
back and | amow at the end of my tethel.
Al KFIRyQG 0688y F2
I £ T KS gaié &ddXh@ MASE groups a
the support of the volunteers and worki
there | would have completely cracked.

My husban@ aggression towards me

mainly associated with his toilet habits a
have to be on top of thesdl the time. | am ¢
very clearperson and have to be constan
changing pads, clothing, bathroom flo
furniture, bedstc. because my husband c:
leak at any time (bowel and bladde
Because of my bad back (am in consl
pain) this is very difficult to manage as

husband picks ugn my stress and irritability

rt 'P._
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In June 2013 | asked for help from °
continence service but there was a long d¢
before we saw anyone. In August t
assessment started but | had already by
trying to manage my husband with dout
incontinence with mppropriate padshat |
had brought myself. | was told they could |
supply pads until my husband had hac
series of tests including measuring his f
levels and faeces levels. This was impos
with my husband because of his dementic
he was not hle to cooperate with this.
therefore struggled on with a wet and di
bed (we have to share a bed as my husb
R2SayQi O02LS AT L
constantly having to try to toilet hiim the
night and change beddingithout the most
appropriat pads/sheet as no one issued
with any emergency supplies or gave me
advice.

The GP tried my husband on tablets but th
made him ill. | kept ringing the continen
service number but it was always
answerphone and nobody got back to me.
6" September the nurse called again and ¢
thatg S O2dzf Ry Qi KI @S
indicate that there was a problem.

L R2y QG FSSt oIt dzS
that | would have to make a complaint a
some pads were ordered but these were
good. The CASS workieen made a case 0
my behalf and asked for a new continet
nurse for me. Eventually another nurse ce
on 14" October who was mor
understanding and saighe would orde|
larger pads (samples). However, noth
happened again onNov | reported this t
Y& LN} OGAOS ydzZNES |
receive them till Z3Nov. These pads are |
and large working with experimentation wi
different pants that | have brought mys
6GKS bl { LIyYyGa RARYy
had problems with the day pads that we
AdadzsSR® ¢KAa ol ayQf
can sed have not had very good service &
feel very let down. Thank goodness for
volunteer at the Alz Café who took the ci
up on my behalf.
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| have picked up a lot of informatic
gradually by attending the Alz cafes s
MASE. The Alz Café used to havpilae
speakers who gave us good informat
about benefits, resources etc. | knew ab
respite but thought | was a coper and wo
never need it. | now realise | do.

My husband attends day care 5 days a w
and | will very soon need him to be
permanet care. The social worker is n
helping me with this. CASS helped me wi
contingency plan so that emergency care
be arranged through Crossroads if necess
| would have appreciateknowing the
diagnosis right at the beginning am@l y
understaR ¢ K& L gl ayQi
really struggled to get my concerns acr.
and lost faith in GPs and nurses, apart fr
the continence nurse in November w
understood. However the system for gett
LI RA& R2SayQid 62N) |
admin ackup where you have to leave
message and none gets back to you is rea
dzy KSf LJFdzf @ L Y I
ask for favours, so when | ask for somethi
really need it.

The Alz cafes and MASE have been life s
for me as has Roller Milay Centre who ar
brilliant with my husband. It is further for hi
to travel than the local Day Centre but tt
RARY Qi YSSG KAa yS¢
to Penkridge even though it meant mc
toileting problems on the bus. | do get all-
financial help that is available (the CF
helped with this) including the Carers Fi
from CASS for which | am very gratesfull,
my experience has been horrible. Th
goodness | am only 71 years old and not ¢
older.

Young Carers

This section presents aribf summary of
primary research undertaken by Staffordshire
County Council into young carers particular
their needs, the issues they face, and the
support carers receive.

rt 'P._
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At the outset the intention had always been to
supplement the results with iafmation
accumulated by Healthwatch Staffordshire.
However, despite broad attempts at
engagement, the response rates were
extremely low and have therefore not been
incorporated as findings into this report.
Nevertheless, this does indicate that
engagementwith young people was more
difficult that initially anticipated. Inatt, a
recent radio talk show (Stowns Radio)
highlighted how young carers were often
fearful of talking to individuals about their
caring roles because it may highlight
safeguarding sies.

Analysis

The following analysis is based on the results of
17 partially completed questionnaires. Due to
the low response rate, it is difficult to undertake
any robust qualitative analysis of the data.
Hence the analysis will only report on trends
and qualitative feedback.

The majority of respondents were 16 years of
age. The youngest carer was 10% years old and
the oldest was 18. Nearly everyone reported
that they were a family careronly one was a
main carer.

The vastmajority of young carers neferred
either no waiting lists for assessments, or would
only be prepared to wait up to one week for an
assessment. However, roughly half this
combined number were prepared to wait for as
long as it took.

Although there was an overall preference to
have one named key worker, young carers
ISYSNIrftfte adliadSR GKI G
people were involved as long as things
improved.

A high number of young carers had mentioned
K2g (KS& O2dzZ RyQi
had an assessment review as a caherequal
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number of young carers had the assessments
when they first started being a carer. In a
couple of cases, young carers stated that they
KFERyQli KIR Iy
However, this information may be misleading
as assessments could be $d A2 KO K Q
GKS OF NENBR R2y Qi
undertaken. For example, they may be
undertaken as an informal conversation rather
than a structured form filling exercise. This area
requires further investigation.

Where young carers did have assessments, the
assessments only looked at what support might
be available to help them from their families.
No assessments had looked at how either
extended family or friends/neighbours could
offer support, which could represea missed
opportunity.

None of the young carers surveyed were
concerned with being reassessed. Similarly, the
vast majority of respondents could not
remember the last time the person they cared

for was assessed. This provides a strong signal

that young carers are being excluded from
important decisions affecting the cared for
person.

There was a roughly equal split in the
proportion of young carers indicating that there
was someone in the school that knew they
were carers and that they could turn to for
support. However, very few people indicated
that they actually offered any support other
than

Gl b oAy =3 7 hi2ss dz&
LNB 217 €
WheNB @& 2dzy3d Ol NBN&

from schools, they often turned to parents for
advice and guidance.

There were generally low levels of young carers
being bullied at school because of their caring

3
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I 44844 Y $edtigatory,

responsibilities. However, it could be argued
that even having one person bullied at school is
one too many. This is an ardaat needs further

2OSN) p &SI NaAO®

(]Q@png has a significant impact on individuals

s p sy anf g2 ppsult grognd haff qyeung,cargrsngd

to miss school because of their caring
commitments. fis was typically due to the fact
that they often had to accompany the cared for
person to doctor and hospital appointments.

There was a mixed response when carers were
asked what would benefit them at school. For
example one respondent had stated:

i =<% o)

Another individual was quoted as saying:

& QEliNE i bAYS GAGK
Having additional support, as well as someone

to talk to and confide in, were also areas

idertified by carers as being potentially useful

to sustaining them with their caring role.
Furthermore, raising awareness of young

carers in school was also cited as a way of

helping carers to deal with the extra burden

they experience.

Just over a half ofespondents had indicated
that either their doctor (or the doctor of the
person they care for) knew that they were a
carer. However, despite some of the doctors
knowing about their caring responsibilities, the
vast majority of young carers had highlighted

that they were still not offered any support.
uz2 assS AF UKAy3Ia

In addition to doctors, another area of concern
was around the high proportion of school

R A Rymrées Kat @ede uhayaye thatdsbongoNtiieir

pupils had caring responsibilities. As a result of
the lack of input from sclw nurses and
doctors, young carers had few conversations
regarding how they felt about the caring role

Page| 43

Engaging’  healthwatch
Staffordshire



with people other than a small number of made little or no difference. However there

friends and family members. were also respondents who stated that:
A widespread distribution of replies were G e/ BSSA X 2NB 02y FTARSY
acknowledged when young carers were dske NE & dzf (i 8 é

whether they could state one wish that could
improve the support they received. One  And
respondent had stated that they would have . LA .
S al-<r Sacr hcluseSkcahcS NI 0 SO d:
liked: -
ONET 1 a¢
a.arg knowledge:[such as)whoto go

In otherwords, attending young carers groups
provides likeminded individuals with much
needed resplte from Acarlng responstllltles
022 kurtp{ermore yg?oups aIsNo‘ﬁheIped mdmduals

overcome setbacks by giving them:

to, [identifying] what services [are]

available to:me and my family,-the

00kicdA-Oa coddzOK fird A

Another carer had mentioned that they wish

they could have: G2 82y8 (2 G dNy
a2 NEBerFNBjdzSy G @2dzy3 O NBNA

meetings, [which include] social-and Carers Hub Toolkit AnaIyS|s

fun lear /30 2/LILI2 NI dzy” A Usfhgstﬁ‘eECarers Hub Toolkit we asked saoer

provide additional information around how
they related to the 17 interventions. The
following RAF AN Y A&Ql 2 W2 ANt S
information collected which helps to visualise
the dominant words collected throught the
School support was also pointed out as a useful exercise.In other words, the more prevalent
mechanism for providing comfort to young  the word in the discussion, the bigger it is
carers. One respondent in particular, stated presented in the diagram. So for example, we
that they would like: can immediately identify that information,
. . ) B breaks and benefits advice were mentioned
a { 2 Y,S 25/ whotnoea OK:2 ? f n’?ol% %reqﬁ@ﬁt@ %W%éb(ljné(evﬁté than/rights
K It vheFor sLQYrcdzlkJa S a0 aOKz22f 2ZNJ Ol yQUu
F20dza 20 KSYy L ySSR | 0NBIF | o¢

In fact, having the support of other young
carers through attendance at regular meetings
was highlighted by a number r@spondents as
being ofvalue.

And another had mentioned how schools
should be,

Gad- RS oX2NBib g NE 2F OF NAy 3

Where young carers had received help and
support there were many accounts of how it

3 www.wordle.net
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and activities.

Information
Peer and Community Support
Emgency Plannlng and Support

Emofiona Suppo tand Counselllng““::fm N
Caring Support and Traing ~ Flasin syswnChanges and Transitions
Carers Shaping Policies and Services mpsm

Centralise Information

_BreaksMongy a dBeneﬂts Advice

WhoIeFamnySuppon Carers s
Brokerage

Information

When we asked carers what they needed, the
most common theme of the answers was
information It was generally felt that it was
difficult to know where to go to find
information and that medical and social care
professionals, such as Doctors, did not always
have the appropriate information. Other
problems raised were that people were
sometimes given gonsistent information or
had to find bits and pieces of information
themselves from lots of different places rather
than in one place. Some respondents left
suggestions as to how the communication with
carers could be improved such as:

Wik N30/ SccclkR AN Gho20F |

Wik Oy to AADSYinb:2
basic infermation and pointers on
Gk SING U 2

W CAI RO 2 dzyihs (@
NBIA &G SNDQ

50843
§ ¢ S NBreakss

32 PQ

W5 2y Qi RO A

ih&KS

38 o Sy2dzaAK |
LINE OS3dadQ

Money and benefits advice

Another frequent theme of responses was that
carers felt that they needed more advice on
money and benefits. The was concern that

some people are not getting the right support

and are not always informed of the allowance
available.

Sy 2Nl KN HELOLERA v 3 O
Y2y Se: AaadzsSaoQ

Wh 2

Wa2yhSeZ oSy STAGA RO
information would be good to make

&AZNS - LIS 2 LIS b NB - 3SG O A Y

There was confusion ewwhether there were
funds available for breaks for carers, home
care, equipment or Personal Independence
Payments.

W2, K b onKSefs gét vibeénytheyO | NS NA
haverto pay for.care intheirhome in
bKSHY2NYAYy3IKQ

Warks Y/ SSRBoY2NBr | 00Saa
T 2 NJ Sy YiiUaRY o

Ay OfAyAada o6A0K

After information, money and benefitvice

the most common response from carers was
that they needed support to be able to take a

a dzlbreak from canng. Some stregsed: the strain

that constant caring responsibilities can place
on a carer, particularly when that carer does

Events such as coffee mornings were also seen not have access to respisupport.

as a valuable source of information for carers

and there was support for the use ofO I NB NI &

I R A O.9t wasAsifeSs@d that information
and advice must also be timely and come as
early as possible.

\‘-.‘-P
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Y S Y S Yo SN O NENBR Yy SSF
Wh 2 INB&LIA - Sn cdddzii & LINS & 3
Wh 2, NS &kdN0:Sho-F2N) 0§ KNB S
AADBSY ©Q
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Some carers stressed that carers should have
access to both sitting services and day centres
as some of the people that they care for do not
want to go to day centres. One carer also
commented thafor a carer to have a real break
they need to be sure that the person they care
for is in safe hands with properly trained and
high quality staff.

W2 K Sye ok o Kibr @ Sne 3240t
veryoften rings me to-ask.advice..How
A &ot dbKdt Gr 1m0 NB |

Whole family support

It was stressed by some carers that caring
responsibilities can affect a whole family and so
the needs of the whole family need to be taken
into account. For example, more than one
member of a family may need support, or a
parent may be caring for elderly relative whilst
simultaneously looking after small children.
One carer also felt that there was a lack of
support for younger patients or fayn
members as services were geared towards
those aged over 65.

Wie K SINB v h@ariony2
whole family-e:.g..young children when
moY, s Aca

Y b endugh provision faryounger
LakedrAoS e &

It was emphasised that it is necessary for the
whole family to receive suppt such as access
to information or training.

Wk 28/ iy 8SRE1 FhiA f &
A

Carers shaping policy and services

It was important to carers that they were given
a voice to shape policy and services. Some
carers felt that they were not supported or
listered to by the government and that this

* w Matters™
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T2NI 0KS YLAY

would only change if carers were given a
genuine opportunity to play a role in directly
shaping policy.

YD2@SNY-Y Sy ioR25a y2i a
Wl codypdin8/:: Ok NBENE 0 SAyYy 3
OhS & ny20-00SAYy3I Ay

tvpsicaneidesed ipRgriaptgh@ k HERMD g,
were drectly acted on and considered,
articularly when services releyato carers

were up for review O NENK O

We b LAy @ ik Qi A2eys 2y GKS

froY: rieNBbcfersf AFS OF NS N

WA @ 4GSy sl 2 o SNIDA OS  dza ¢
give the next.contract.to,care

O2 XL wh S&r @oKSY dzLd T2 N

Emergency planning and support

Some arers stated that it was crucial that they

had access to the lifeline of emergency

planning and support should something go

wrong.

02y aARSNI OBy kB hdhbxisténde of

SYSNBSY O LIy YAy I |y

YAy OF NENX»Q

For instance one carer commented that they
would like to see a plan for how the edrfor

2 NJ 0 KS ¥ Iperson wouldibe focked aftepinbtieent that

their carer diedbecame severely,ibbr disabled
themselves. There was also support for greater
information around emergency planning and
support and a 24 hour crisis line should a carer

AP R FORTS (a5 g

OKIy3asdaoQ

Y- SNBSY Oy <ok YYAYy I |
MY FR2NN bk 2y 62dd R 6S

Emotional support and counselling

Some carers felt that they needed more

emotional support, and in some cases access to
counselling. This emotional support was
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needed to be able to cope with the to date, thorough care plans that all seps
psyctological strain of being a carer and it was  can refer to.
important to be in an environment where the L B o
pressures of caring were understood. W{SNBAOSa Rz2yQu olkt]
Wh & SR prazsierdd relieve WhSSR aKI-Nshehodse O2 NR a
5G0NBaadO there are three comments books but

each agency will only read th¢i?2 1 Sa ®Q
8 SY2U0A2y It &adzZJR2 NI | yR
FilryRAYIDQ W/ I NS Ndkupdaledoy Y

O2YLINBKSYyaAgSoQ

Y irko) oy SSR
RSN

Involvement of carers

Some carers felt that they were not kept well

enough ifiormed about the care and treatment ~ Petween services can add to difficulties
of their loved one. surrounding the comuity of care and

confusion over which services should be

Wireks NENB 0k NBwvidr SF0 A Yaceedséd. RI N 6KSy Tl YAf @
members came out of hospital or

RSGSINA2NI 6§ SdQ

A related problem is that a lack of integration

Wo[ Ol 2F6 O2yGAydzle
SLIAa2RSa 2F ONRAAA
This lack of communication between health and
social care professionals and carers can not B
only leave carers poorly informed, but can also O2yFdzaAzy®Q
YSty (KFG GKS @lFfdzZ o6tS NBaz2dz2NOS 2F I OF NBNDa

knowledye and experience about the person Access to services
that they care for is not utilised. Many of the carers that we engaged with left
comments which reflected their worries
Yol Y6 y2i NFBalLlsurrounding thé serges available for the
knowledgeable persan by clinical person that they care for, and in turn the strain

Xi0F FFPO that this placed on them as carers.
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-K (500 see an incontinence nurdéis service
Ad YdzZOK YySSRSR®Q
W/ 2yadz GFryta R2y QU GNBIG GKS gK2f S i
LISNE 2y ©0 W/ I NENBA Ay RANB ySSR
opportunities for people with learning
Communication between services RAFTFAOMzZ GASAaDQ
Another issue raised by the carers that we . o )
engaged with is #lack of communication and Yol ySSReanhodbsaa G2 |
integration between the different services people who can help with practical
involved in care and support and the pressure things-St SOGNRA OA L yasz LI dzy

that this places on the carer. This difficulty is

exacerbated by a lack of shared records and up 1€re were not only concerns sutroundlng
current acces to services, but also high levels
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