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About this report
How we arrived at this reporté

Our starting point for gathering evidence was to identify and talk to carers who receive regular
rolling respite provision and report on their feedback, but during all the interviews with individuals
and focus groups, we were unable to identify anyone in receipt of this provision.

However, what people did want to tell us was their views and experiences, living with a person
with dementia in the home. It is their views and experiences as carers which steered the direction
of this report, toget her wiwadpromised &nd moafuifiled.i c al s

The first part of the report (Pages 31 14) describes the feedback gathered from carers.

A total of 110 carers contributed with their views and experiences from 9 groups and from 10
locations across East Sussex, covering urban, rural and coastal towns.

The second part (Appendix 1) (pages 1571 40) looks at the key outcomes of the Dementia
Strategy in East Sussex and the following objectives outlined in the Action Plan 2009 - 2012:

0 OBJECTIVE 1: Improving public and professional awareness and understanding of
dementia.

OBJECTIVE 2: Good quality early diagnosis and intervention for all

OBJECTIVE 3: Good-quality information for those diagnosed with dementia.
OBJECTIVE 4: Enabling easy access to care, support and advice following diagnosis
OBJECTIVE 5. Development of structured peer support and learning networks.
OBJECTIVE 6. Improved community personal support services.

OBJECTIVE 7: Implementing the Carers Strategy for people with dementia.
OBJECTIVE 14: A joint commissioning strategy for dementia.

[ et B e ent i ent i an Y e

Referencing the following milestones events:

U State of Readiness Review, January 2009.
U Closer to Home Event, December 2009.
U Dementia Care Pathway Workshop, January 2010.

Carersécomments and feedback have been mapped into the above objectives (What we found

out or what we were told)

We have summarised the Suggestions for Further Consideration to Commissioners
(Page 41 -42) which effectively constitutes an Executive Summary for decision makers.
Other Data referenced:

Sussex Partnership NHS Foundation Trust Joint Commissioning Dementia Strategy
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The views of Carers who support people who live with dementia in East Sussex

By East Sussex LINk
Interview team

1 Ivy Elsey (Lead)

1 John Curry

1 Tim Sayers

1 Graham Weatherill

Background

1.1 Introduction

The role of the carer for people who live with dementia is well known and acknowledged. The
Dementia Strategy for England had the theme running through it always acknowledging the

person with dementia and their carer.

The Mental Health Focus Group for LINk asked for this investigation following anecdotal
evidence being received. It will be reported to the LINk members, Adult Social Care, Care for the
Carers and the Al zhei merds Society.

During 2011, East Sussex LINk undertook a series of focus groups and individual interviews to

establish opinions regarding how carers feel they are supported in East Sussex.
1.2 Acknowledgement.

We would like to thank the group leaders and the carers from groups run by Care for the Carers

and the Al zheimerés Society who gave their opirt
1.3 Summary of findings

Over 100 people were involved in the collection of this information. The contribution of carers, not
only to the person they care for but to the health and social care economy must not be
underestimated. Health, Adult Social Care (ASC) and the third sector were all identified during
the interviews as services and support systems that on the whole provided good services.
However, at times some carers felt these services did not fully meet their needs.

Seven key themes emerged regarding NHS (GP and Memory Clinic) services, direct social
services support, day-care, respite and care facilities, practical and emotional support, obstacles

to accessing services, financial support and support for younger people with dementia. The
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overwhelming view was that carers felt they were not emotionally, practically or professionally
supported. They felt unsupported when changing from one service to another, and they were not
given helpful information; yet some carers appeared to be getting copious amounts of leaflets

and information. The service redesigns that are occurring around the county left many with long

distances to travel or no access to a service.

Carers made a number of recommendations to improve the support they receive.
V A single point of access
V Someone they could talk to (who understood the Carers needs)
V Fewer but more useful leaflets
V More help to understand what is happening to the person with dementia and how the
illness will progress and help they can access

V Commissioning an Admiral Nursing Service across the county
2.1 Methodology.

The review was undertaken during 2011. Groups I
Carers were contacted and asked if they would like to participate. Out of 11 contacted groups,

only 1 group did not invite LINK participants to their group.

Four members of the LINK carried out the interviews. A pro-forma was agreed before the

interviews that the approach would be to facilitate a conversation, using open-ended questions,

to encourage them t oo uwranye yhéo wo ft htehye fded me ntthiea opat
The facilitator would seek positive experiences, concerns and challenges to caring and

suggestions for improvement. With the permission of the participants comments would be

recorded (anonymously) verbatim.

Certain areas would be covered and the participants would be asked to focus on these areas:

Respite Care
Quiality of support for carers and how they feel about the journey they find themselves in.

What could be done to improve support for carers?

B A

To enable carers to express their feelings and understand their frustrations and

satisfactions.
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represented people from towns and rural areas across East Sussex. Some comments were

In total over 110 carers in nine groups plus individuals were interviewed. The groups

made and recorded collective views and others were individual comments.

2.2 Analysis

Once the data collection had been completed the comments were typed up and then analysed
using thematic analysis. This process was done manually by reading the comments collectively 4
or 5 times through. This enabled the development of trends and themes. The comments were
then printed out, and the paper cut up. The themes identified during the reading process were
used as the first tranche of themes, and then as comments were placed on each theme
subthemes or alternative themes emerged.

3.0 Findings

The thematic analysis identified seven clusters of data. The themes and findings in these clusters

are set out below.

3.1 General Practitioners ( G P 'arsd)NHS

There were mixed reports about the GPs from the Carers. Some had been given a great deal of
support while others had problems. One person reported that her husband had been seen by
the GP and was diagnosed with dementia but the GP did not make a referral for the person to
see a Psychiatrist, accessing a Memory Clinic has not been an option. Another woman, who
cares for her sister, has only the support of the GP and her sister has not received a diagnosis
because the GP has not referred her for further assessment.

Whilst the majority of Carers found their GP helpful there were reports from 5 people that showed

a different experience.

3t

My GP never wants to talk to me about my huy

Al was lucky; my GP gasedmmesopppeophadl asgho
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There were 12 comments directly concerning the Memory Clinics. The consensus was that

3.2 NHS and Memory Clinics

generally that the clinics did not offer help to the carers.

No one gave a positive comment.

AWe were given 6 weekly appointments at the
AfWe got 6 weeks help and when it finished I
ARFeedback to the carers i s very poor. We ar
Al gays2cdre but dondt have a CPN. I go t

I
nf ormation or help to the carero

N

| waked to attend the Memory Clinic but | a4

Most people agreed that there should be someone at the Memory Clinic specifically for the carer
to offer advice. One person believed it was because her husband has early onset dementia that

help was not available.

One person took her husband for a memory test and, on that occasion he did well with the
assessment and so he was discharged from the clinic with no follow up.

One Carer commented that:

Aféall they seem to want to do is dish out pi

support. If it were cancer we would get some help forours el ve s 0

Another said:

fRFeedback to the carers is very poor. They

Carers were asked if they saw a Community Psychiatric Nurse (CPN). The responses indicated

that very few people had a CPN and some had never seen one.

~

Al dondt see a CPN. Il go to the Memory CIlin
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3.3 Social Services

Carers were asked if they had received help from Social Services. 10 people expressed
dissatisfaction with Social Care Direct. They felt that they were not always given advice, which
they could follow. Some said that they did not believe the people on the end of the phone
understood their desperation. Other people had not any knowledge about how Adult Social Care
could help them. They did not understand when the care changed from NHS to ASC.

One carer said:

ASocial Care Direct just fob you off o0

Although many people agreed that access to an assessment was improving, there was still

cause for concern. One carer reported that assessment had taken a year. Others were

concerned that their circumstances have changed and they need a re-assessment but did not
understand what they should do. Mainryd eorf s @ ,h eb @«
of this, they felt that they are neglected after the first assessment, and were not given advice

about how to access advice or a further assessment if their circumstances change. Several

people are worried what happens when the money runs out. There was a genuine a fear that

they will have to sell their homes and the carer will have nowhere to live. One Carer said that

she had been told at the Newhaven Clinic that ¢
taken any further. Carers also complained that when assistance for their partners was given,

there was poor time keeping and a lack of consistency.

Al 6ve had no assessment since July 2010 and

=)}

I have not been told i f or when | wil/l get

3.4 Practical Support — Day Care, Longer Respite and Care facilities.

Undoubtedly the biggest worry for Carers was regarding any sort of break from caring. The
interviews at Uckfield were carried out during the consultations on day and longer respite at
Hookstead and this was giving Carers great concern. All of the 10 Carers at this meeting were
worried about what was going to happen and it was reflected in what they discussed. Only two

Carers were involved in the Carersd® Breaks sche
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get but acknowledged thatth er e wer e many ot hers who dondt ha
positive statement received. One woman receives 3 hours respite a week and a phone call once

a month from the Association of Carers.

Not all Carers wanted long term respite but felt that the day resources did not provide the carer

with adequate time to qualify as respite. Seven Carers asked that more is done to give breaks at

the weekend and in the evening and in Peacehaven all the Carers agreed that there is a need for
respiteandfaci | i ti es for Carersd Breaks. It was rep
during a swift deterioration of the person with dementia but was unable to get access to urgent

respite care.

My husband goes to Hookstead RN danyd la dwenedt.

respite.

My husband goes to Hookstead twice a week but | am not sure that he would go to Uckfield he
doesndét | i ke change.

My Husband used to go to Grove House and Beechwood but this facility is no longer there.
Igetdaycareonce a mont h. |l dondt have a CPN. Ther
My Husband was in Milton Grange for two weeks but he deteriorated whilst he was there.

I worry about when my husband will need respite care because you do not hear good things
about it.

| donday gedr e. | 6ve applied for Candlelight
happen.

I dondét get da-ourcsifter @ .a Friddy. Therevieno eespig. | feel totally at sea.

Staff is constantly changing at these places, whichdoe s n6t hel p, and they
short staffed.

To find Carers who have regular longer respite was very difficult. All the statements were
negative. Some people are concerned that the person they care for will not get the right kind of

treatment and may deteriorate.
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I havendt had any offer of respite care. (e

You hear different stories about respite care and it worries you, you get a feeling of guilt thinking
about sending them to these places.

Wehave alternate mont hs at Hookstead but he
day care whilst they are there? Il tdés so bor

3.5 Care facilities in the Independent Sector

Carers wanted to discuss Care facilities in the Independent sector. They were concerned about
the cost and how they could not meet the charges asked. They also felt that there were many
homes that were residential but there seemed to be a shortage of Nursing Homes specialising in
dementia. They felt that staff needed more training to deal with dementia and showed concern
as to whether or not they would have good knowledge of the illness. Some had had bad

experiences of help.

| asked for help on how to occupy my husband, | was told to buy him some colouring books like
the children have, I was disgusted at this A

One person had visited the new Heather View home in Crowborough and was extremely

di sparaging about it. The cost widlbe£000,avhofhasr st
that sort of money?o0 Ot hers were concerned t he
guoted as charging £1000, which some spoke of as being well beyond their ability to pay.

Activities at respite homes were discussed and Carers felt that there was not enough to do to

stop people becoming bored.

3.6 Support received by Carers

Wit hout exception, Carers praised the support t
Care for the Carers and t dpekeAghlgdithe leaders ansl ho® theyi e t
had helped them through difficult times. It also gave them information from the other Carers and

they were able to discuss how different people had dealt with some of the problems caused by

the illness.
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The group is help because | realise that | am not the only one with these problems.

Two women agreed that the monthly telephone calls from the Association of Carers were a great
comfort. It allowed them to get rid of some of the frustration they had had during the month and it

was also a social call which gave them a chance
understands as the caller has been through the same experience.

3.7 Lack of Practical help for Carers

Carers need practical help to enable them to continue to look after the person they care for. They

also worry about the future. Onewomanwas upset because she has to
urine bag and she found it very difficult. Another person reported that a neighbour was unable to

get to the photographer so that she could have a photo done and enable her to get a bus pass.

Another needs a shower as her husband can no longer climb over the side of the bath but has

been told she is unlikely to get one. One carer summed up the worry that most people had;

What happens when | canodt ?l ook after my wif g

3.8 Lack of emotional support

Many people feel completely alone at a time when they need support. They are not sure who to
turn to and try not to add a burden onto their families. Being at a very difficult time, they try to
cope and do not always make a fuss, but the worries are causing distress that could develop into
problems with their own health. Talking to someone other than their families can be a great relief.
They said that they needed more support for the person with dementia whilst they attended to
their own support.

They complained of poor support in the early stages. After diagnosis they felt depressed and
needed help in accepting their situation. They stated that they need support from diagnosis
through to the end. One woman, at the time of the interview, was very worried. Her husband had
a heart attack, was resuscitated by the paramedic and taken to the Kent and Sussex Hospital.
She had been told that he was ready to come home after two weeks. She wanted him to have
convalescence (intermediate care) but nothing was being offered. She is disabled herself and
was extremely distressed. Fortunately she was due to see a social worker later that day, but the

Page 10 of 44
The LINk Host is East Sussex Disability Association (ESDA) Registered Charity Number 1042071 Company Limited by
Guarantee No. 2979027 Registered in England and Wales



s |
MAKE IT
HAPPEN!
anxiety she was being put through was of concern to the interviewer. Carers are grateful for the
Carers groups | Satietypand Gare fohthe iCanersrbét sought more facilities and

a chance to oOventilated their feelingsdthattheref or r

is a need for a group of bereaved partners.

There were many comments:

| would like some befriending but it is very difficult to get on to this.
My father has dementia and | have a son with learning difficulties, it can be difficult at times.

| have been looking after someone for 8 years. No one calls regularly and | lost my job through

depression.
I would Iike to talk to someone who <dustsa@meame.3
|l donodt |l ike to bother my family.

3.9 General lack of support.

In one group of 5 Carers, they all said that they had little or no contact with statutory agencies,
and only one with a voluntary organization when trying to get access to a befriending scheme.
In one group, a woman had managed to get help through the Citizens Advice Bureau (CAB).
She believed she knew to contact them because she has worked in various areas of health and
social care.

Another group of 7 Carers complained of having difficulty accessing written information. They
also felt there was difficulty in getting advice, guidance and on-going support. One carer who
was interviewed alone showed concern that he did not know what was happening although he

did have some hope in a course he was attending.

My wife goes dancing once a week. | spasmodically see a Social Worker. | get no weekly

respite and i1itdés never been offered. My wi f
was stopped. Il &dm on a speci al course in Bri
difference.

In a group of 6 people one person expressed a concern, which several others agreed with.
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|l care for my wife and currently have a pack

and at a time that is not really convenient.

He explainedthathe di dnot | i ke t osupportwasbtbpped altogetbea s e t he
3.10 Obstacles to access and services.

In one group of 6 people, there was general agreement that there are too many agencies and

Oyou get muddl ed with wh o ninBeacehaverhandSeafordgesdiibed T h e
Social Workers discharging their clients and CPNs being reorganized. It was felt that
professional hel p was fAmoving awayo,

They also complained that they have to travel some distance to attend clinics. The Seaford

group felt that too much was put on the website when most of them were not computer literate

and did not want to use this method. A Carer from Bexhill stated that a daughter was helping

them and had O6stumbl edbé across t h@owbomughtldiss ager
that she was able to find out things because her daughter had taken over. The Carer felt it was

because her daughter was much younger and understands things better.

3.11 Finance

People all over the County felt the burden of the cost of care and how they would be able to pay

for it. One gentleman was visibly distressed that his wife may have to stay in a Nursing Home

and thought he would have to sell his house to pay for it. Another woman felt that having to pay

for two Carers (not herself) to give her husband a bath, which costs £30, was very expensive.

Ot hers had not got Attendance All owance and di
Several people did not realize that they could get 25% off the Council Tax and others had found

out about this from other Carers at the group meetings. Another person is worrying that her

capitalwi | | run out soon and she didndét know how t|

| f 'y o u éfunder ymu aseeoh your own.

My mother has vascular dementia and she is going into a care home shortly but we have no idea
where the money will come from.

Page 12 of 44
The LINk Host is East Sussex Disability Association (ESDA) Registered Charity Number 1042071 Company Limited by
Guarantee No. 2979027 Registered in England and Wales



MAKE IT
HAPPEN!

3.12 Young onset dementia.

In 4 of the groups, Carers of people with young onset dementia were particularly concerned
about the person they care for. They felt that the facilities for these people, particularly younger
males, were very inadequate. It was felt that existing day centres were for older people. There
was praise for the Seahaven Club but the distance that the person with dementia had to travel

was just too far.

The person | care for is 53 years old and is being diagnosed at present. | tried for support and

the Dementia Advisor has been round and has given general advice, but she has a big caseload.

My husband now has a befriender who visits for three hours provided by Care for the Carers. He
sees the Consultant Psychiatrist who hardly recognizes my presence. | have no support other

than that | have been able to find out for myself.

4.1 Suggestions from Carers for improvements.

A number of suggestions were made by Carers that would help them if there was a central point

of referral at the point of diagnosis.

They felt they would be really pleased just to
would listen to their problems and discuss how they might get more help. They do not like

leaflets being given to them instead of a human talking and listening to them.

They asked that they should have more help to understand what is likely to happen, how the

illness would progress and what sort of help they may be able to get in the future.

Carers said that a 6écl ub e n envinoronent)éatts ensitige torthe g u i r
many stages of dementia and the age range of individuals.

Several people felt that there should be an Admiral Nursing Service across the county.

There are far too many leaflets; you get muddled trying to work your way through them.

We wish we had Admiral Nurses, someone who would take us right through all the problems with

the illness. TheCancersuf f er er s have Macmill an Nurses wh
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4.2 Summary

The original focus of the survey was to see the access to Rolling Respite. However, the survey

has found that, not only were Carers not getting this but they wanted to talk about their problems
generally. Most were very pleased to talk to someone who would listen to their worries and

fears. All but two or three people were just pleased to know that there was a face and not a

website. There was generally a problem of informationtoself-f under s; they fel't
people were appreciative of the group-meetings run by the Care for the Carers and the

Al zhei mer 6s Society. Most of the people were e

received was when younger members of the family had helped.
Groups visited.

Care for the Carers - Uckfield

Care for the Carers - Rye

The Al zhei meéeCronwboroBghci et y
Care for the Carers 1 Wadhurst

Care for the Carers 1 Bexhill

Care for the Carers i Hastings

The Al zhei meéelPeacghagm ci ety
The Al zhei meNelwbBaveBoci ety

The Al zhei mekeves Soci ety

<K <K <K KK KKK K KL

Care for the Carers - Eastbourne
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This section of the report looks at the milestones for implementing the Dementia Strategy in East Sussex. Certain comments and views have

The Dementia Strategy in East Sussex — Appendix 1

been repeated in this section to highlight the strong feeling expressed by carers on specific issues.

EAST SUSSEX DEMENTIA ACTION PLAN 2009-2012.
Key Outcomes
U Increased prevention of dementia.
U Promote social inclusion and combat stigma.
U Dignity for people with dementia.
0 Knowledge building on the part of the public to ensure viability and effectiveness of the least intrusive social care interventions in

conjunction with person's social network.

OBJECTIVE 1: Improving public and professional awareness and understanding of dementia. Public and professional awareness of
dementia to be improved and the stigma associated with it addressed. This should inform individuals of the benefits of timely diagnosis and
care, promote the prevention of dementia, and reduce social exclusion and discrimination. It should encourage behaviour change in terms of
appropriate help-seeking and help provision.

PUBLIC CONSULTATIONS INFORMING THE EAST SUSSEX DEMENTIA ACTION PLAN, 2009-2012.
State of Readiness Review, January 2009.
Recommendations made

U Local/national publicity to remove stigma.

U Co-ordinate professional training initiatives, including assurance mechanisms.
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Closer to Home Event, December 2009.
Ideas generated

U Information packs in libraries, mobile libraries, GP surgeries, pharmacies and rural road shows

U Information, advice and training to informal carers and personal assistants

U Education to GP surgery staff, day centre staff, lunch club staff, voluntary support group staff, the nail clipping service and any others

who have regular contact with the target group or their carers.

Dementia Care Pathway Workshop, January 2010.
Proposed Actions
U Meet with Health Improvement commissioners to discuss a health promotion campaign targeted at the general public and professionals
raising awareness and reducing stigma.
0 Build on the national Dementia Awareness campaign due to start in March 2010.
U Meet with GPs to discuss Dementia Care Pathway development and how they see their role in Dementia service provision, and, where
practices wish to develop improved skill levels, aim to ensure access to relevant training and support

0 Seek to develop services which provide diagnosis and early intervention in a more consistent way for all who need the service.
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What we found out or what we were told.

la. Commission Public Health/Health
Promotion campaigns in libraries, community
organisations, building on National

Awareness Raising Programmes.

Timescale - April 2010(original plan), then
June 2010 (May 2010 update), completed
(March 2011 update), use non-recurrent

funding
campaigno(Sept2011

to Arun a

pub

re

At the Closer to Home Event, it was proposed that public awareness would be raised
ng handbook,

approach. At the Dementia Care Pathway workshop, emphasis was placed on the

us i an Agewel | Al zheiageeyds S
pathway model already established in Cornwall. A very informative, detailed handbook, is
available for people with dementia and their carers in that area describing the dementia

journey and giving details of local services.

We found some people received no information and others received lots.

Al stumble across the various agencies by ¢ h Berhdl earen
Al f you duedearselybu ar eLewemcargrour own. 0
AThere is no informati on a Crawbbrauphlceerat Me

1b. Develop joint communication plan to raise
awareness of dementia. To include People
aged 50+, Carers, Minority groups.

Timescale - April 2010 (original plan),

June 2010 (May 2010 update),

Although we did not seek opinions of this, no carer commented about any joint
communication. Most said that they had presumed at the outset that dementia was a
health issue, if only by a visit to a GP. As the journey progressed they learnt the
difference, but did find it hard to realise whether the person that they were

communicating with was a Social Worker or a Community Mental Health Nurse.
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completed(March 2011 update) no specific The Social Worker has discharged my husband and the CPN is being re-

comment (Sept 2011 report to HOSC). or g ani sPeatehaven carer.
AThere are too many agencies, you gelewesmu
carer.
1c. Integrate the wider health promotion It has been stated that SHA Transformation Funding would be used to run a local health
messages e.g. MAwhat i|promotioncampaign as a priority during 2010/2011 to reduce the stigma associated with
good for the heado. dementia and encourage people to come forward for a diagnosis. None of the carers felt

_ ) o any sense of stigma in public, but some did feel that they were ignored at Memory
Timescale i January 2010 (original plan),

Clinics, or the person that they cared for is patronised.
then June 2010 (May 2010 update),
completed (March 2011 update), no specific i Consul tant did not r eRyecprei. se my presenc

comment (Sept 2011 report to HOSC).

1]

| asked for help on how toobdbdcupybmy Ahu

(@]

ol our i ndewescardrs. 0

1d. Maintain updates on development It is evident that interventions such as the Sitting Services, Home Based Respite, Day

evidence base of effective intervention for Opportunities, Carers Breaks Service and the Telephone Support Service are greatly
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people with dementia. appreciated by carers. I n addition to th
. ) ) o Respite Pr ovi sumerous gommeats dbauithre dervices. We would be
Timescale i To review the original plan _ _ _ _ _ _
. interested to see a financial evidence base of savings made as a result of delays in
throughout reporting process. _ _ _ _ _
admittance to permanent residential care, because there is an undoubted social
evidence base. We would also be interested to learn of plans to ensure that the whole
range of services is seamlessly available across the county, particularly the outlying

areas.

AMy husband gets t angesessidnseathweek sndia wmoman sits
with him once a weeWadHustrcararhr ee hour s. 0

Al get a monthly telephone call, t hree
soon have a weekly bBRekhillcseendi ng service. o0

AWe get depressed and need help in accep

AWe need support for t hthatwecasadtend o eur ovenr e
support.o

fWe have to travel some di st aPeacehaventcarersa c ¢

“This group is a help because | realise
pr obl elLevges Carer.

le. Increased training element included in This is not really part of the remit of this review.

Older Peoples Mental Health Liaison Service )
The In-reach Dementia Care Home Support programme has now started.

to include staff groups and
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residential/intermediate care environments.

Timescale 1 April 2010 (original plan),
completed (May 2010 update).

1f. Appropriate condition and support During the Dementia Care Pathway workshop, it was stated that one of the primary
objectives of the Dementia Action Plan was to bring forward the Point of Referral. Much
_ of the advice, support and information that we have learnt about seems only to be
opportunity. available after diagnosis, or at least, that is the impression that we have been given
during our conversations.

information is available at the earliest

Timescale i On-going (original plan and
throughout reporting process). Is there any evidence of earlier diagnosis such as a higher number of people on GP
Dementia Registers? The number stood at 3161 in 2007, or 31.7% of the estimated
prevalence in East Sussex.

One of the priorities for 2010/2011 was for GPs to make referrals to Dementia Advisers
to provide pre-diagnostic information and support, building on the work of the Memory
Assessment & Support Team worker, and that Transformational Funding would be used
to reduce the backlog in diagnosis. It is understood that the number of Dementia

Advisers will be increased when there is a full diagnostic capacity available in April 2012.

~

Al tried for support from a Demendtgiven Adyv
general advice, but s IHastingsacarera bi g case |

Al had a visit from a Dementia Advisor which led to me becoming part of the Carers
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Br eak s cBexithamer.
ASome GPs are noBexhMerey hel pf ul

“My husband has vascular dementia, diagnosed by our GP, but no formal
diagnosis.o Uckfield carer.

Many of the groups from the parts of the county bordering Kent, which we spoke to felt
that Admiral Nurses would provide a more holistic service. This was because in Kent

there is a full Admiral Nurse service.

=1

Admir al Nurses are needed. Why can't we
a n c eUckiield carer.

O

ot

Il " m-faindi ng for an Admir al Nur sByecawwhy ¢

Al wish we had Admiral Nur s e s righstlorougloahl the w

problems with theillnessi | i ke Mac Mi | |ILawesddrarr ses . 0
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OBJECTIVE 2: Good quality early diagnosis and intervention for all. All people with dementia should have access to pathway of care that
deliveries a rapid and competent specialist assessment; an accurate diagnosis, sensitively communicated to the person with dementia and their

carers; and treatment, care and support provided as needed following diagnosis. The system needs to have the capacity to see all new cases in

the area.
PUBLIC CONSULTATIONS INFORMING THE EAST SUSSEX DEMENTIA ACTION PLAN, 2009-2012

State Readiness Review, January 2009.

Recommendations made -
U Initiative for screening, increased formal identification for entry on registers. (QOF)
U Routine monitoring of cognitive deterioration enabling timely specialist assessment.
U Expand assessment and diagnosis services-i Memory Cl i ni cso.
U Expand or introduce services for people in the early stages i.e. Dementia Advisers, Memory Assessment and Support Teams- MAS T
0 Expand Community Mental Health Teams, including intensive community support.

U Introduce specialist dementia home care and carers breaks schemes.

Closer to Home Event, December 2009.
Ideas generated

U Early diagnosis to prevent later crises.

U Re-negotiate GP contracts to deliver the strategy.

U Should be part of assessment process before discharge from acute hospital.
Dementia Care Pathway Workshop, January 2010.

Proposed Actions
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U Initial screening and referral to Memory Assessment Service.
U Further development of Dementia Register

U Regular health and medication checks.

EAST SUSSEX DEMENTIA ACTION PLAN 2009-2012.
Key Outcomes
U Access to rapid and good quality specialist assessment.
U Increased equity in access across the county.
U Increased opportunity for service users and carers to plan for their early support.
U

Action Points and Timescales What we found out or what we were told

2a. Extend MAST pilot across Hastings | The Memory Assessment and Support Team (M.A.S.T) service was set up as a pilot in Bexhill
and Rother. and rural Rother to take referrals from GPs, carry out a full assessment and for the Support
Worker to provide on-going advice, support and information. The scheme was extended to

Timescale - December 2009 (original Hastings.

plan), completed (May 2010 update)
We met 24 carers in Hastings and Rother, but none had had contact with, or heard of the
Support Worker, although two had received a visit from a Dementia Adviser who seemed to
have a very heavy workload.

AA Dementia Advisdr bluas sheehas o ahdstings catea s e

2b. ldentify resources to extend MAST |This actionwas modified f r om fAi denti fying resources to
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pilot across East Sussex Downs and
Weald area.

Timescale i April 2010 (original plan)
March 2011 (May 2010 update)

On-going (March 2011 update)

countyo to fAreview and reconfigur e Me moprioyity
in March 2011. While it is prudent to maximize the effectiveness of the resources deployed, it
is of concern that the level of diagnosis and intervention is not reduced as a result of this
evolving landscape, especially as a stated priority for 2010/2011 was to use Transformational
Funding to reduce the backlog in diagnosis.

AMy si ster hsard fomdoagnodisebecause her doctor has not sent her yeto
Bexhill carer.
AMy husband has only been diagnosed by his

Cl i ni ¢ Uckfelt caxer.

2c. Establish two stage benchmark for
practice registers Quality Outcomes
Framework (QOF)

Timescale - October 2010(original plan,
May 2010 update), on-going (March
2011 update)

This is not within the compass of our review and we did not find or seek any evidence.

2d. Brief front line staff to signpost
people to seek inclusion on Primary
Care Dementia Registers.

Timescale i On-going (original plan,
May 2010 and March 2011 update.)

It has not been possible to obtain direct evidence of progress in this area. We would judge
from our conversations that most have been given some kind of signposting advice.

We have noticed during our conversations that the advice given to different groups in different
areas lacks consistency or standardisation. While it is appropriate that a voluntary organisation
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would share information about its own services and that services will vary according to district,
it is disturbing that there is no baseline information published of services that are available to
which can be added additions/variations particular to the locality or the services offered by a
given provider.

OBJECTIVE 3. Good-quality information for those diagnosed with dementia. Provide people with dementia and their carers with good-

quality information on the illness and on the services available, both at diagnosis and throughout the course of their care.

PUBLIC CONSULTATIONS INFORMING THE EAST SUSSEX DEMENTIA ACTION PLAN from 2009-2012.

State of Readiness Review, January 2009.
Recommendations made

U Continue with the Dementia Advisor Pilot scheme, funded as Demonstrator site.

Closer to Home Event, December 2009.
Ideas generated

U Free education and training for informal carers about the condition and options available
0 Advice from professionals rather than personal care.
U Web based information, training videos.

Dementia Care Pathway Workshop, January 2010.
Proposed Actions

U Increase training for Social Care Direct staff to ensure pick-up of people with memory loss and refer to Memory Assessment Services.
U Social care needs after diagnosis will be met via social care staff with in-put from Older Peoples Mental Health/Dementia.
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EAST SUSSEX DEMENTIA ACTION PLAN,2009-2012.
Key Outcomes

U Better understanding of the illness at both diagnosis and throughout progression.
U Increased access to wider range of services.
U Improved choice and planning of support.

Action Points plus Timescales What we found out or what we were told

3a. Implement Dementia Advisor Pilot ~ The Dementia Advisor service, as originally specified, is a comprehensive service for people

across the county. with dementia and their carers consisting of an initial and follow-up meeting to put together a
per sonal Al nformation Plano and then regul

Timescale 1 November (original plan),  volunteers to continue to provide support, access to information and services. On this basis,

completed (May 2010 update). the Dementia Advisor would have a case-load of about 200 contacts, would be based with a
Community Mental Health Team giving access to the Memory Assessment and Support Team
Al had a visit from a Dementia Adviser whi

Car er s Br e alBexkiltchrerme . 0

The service has been embedded, but there is now evidence of the service being overloaded.
In East Sussex the number of Dementia Advisors has recently been increased from three to
four, but any further increase is delayed until April 2012 to coincide with the re-designed
Diagnostic Service. This is seen as a missed opportunity not to provide carers with the type of
advice, information and support that this service offers.

Al would just I|ike to talk to someone who
t et hleewes oarer.
AAll they seem to want to do is to dish ou

we need advice and support.0 Rye carer.

3b. Develop written or e-guide of We have seen no evidence of any written or e-guides to services, but we have given advice
services available. to carers to obtain general information from AgeUK, condition specific information from the
Timescale 7 April 2010(original plan), Al z h e i Soaeety thiough its website or hard copy or to watch short videos on Social Care
May 2010(May 2010 update), TV ( S.C.1.E.) for various aspects of caring for someone with dementia. We were always told
completed (March 2011). that leaflets were readily given to carers but many felt that this added to the confusion and
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state of helplessness because it was not clear what provider offered which service, how to
access the service, whether the service was free, what the criterion was for receiving the
service was and which point in the journey was covered by a given service.

AfSocial Care Direct are not Hastdgpchrerl , t hey
Al do not want to bethpatoegetwriteehia f b e sma Sdafdrd 0
carer

ARnThere are far too many | eaflets and too m

t o Lewes carer.

Al go to the Memor yho &lviceri helpodCwtvborodgleaarer. i s

Al was |l ucky becaus eheyhelpee mé get AttenGahd@® Alhowahcet
The woman knew a bit about social care and gave me some telephone numberso Bexhill
carer.

Throughout the Dementia Care Pathway workshop, there was consistent mention of the good
practice model used in Cornwall. Cornwall publishes a very detailed 56 page booklet. A local
East Sussex customised version, both written and electronic, would be greatly welcomed by
carers to refer to at times of feeling helpless and isolated.

OBJECTIVE 4: Enabling easy access to care, support and advice following diagnosis. A local dementia to facilitate easy access to
appropriate care, advice and support for those diagnosed with dementia and their carers.

PUBLIC CONSULTATIONS INFORMING THE EAST SUSSEX DEMENTIA ACTION PLAN, 2009-2012

State of Readiness Review, January 20009.
Recommendations made

U Proceed with the Dementia Advisor Pilot.
U Recruit and train volunteers to provide information, advice and guidance on dementia and local services.
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Closer to Home Event, December 2009.
Ideas generated

U Need for information for carers to help support their role.

U Need for on-going support once the person with dementia is stable and a care package is in place.
U Need for continuing support during long term decline and increasing dependency.

U Asingle identifiable point of contact with knowledge of, and access to local services.

Dementia Care Pathway Workshop, January 2010.
Proposed Actions
U Pre-diagnosis counselling.
0 Triage and signposting.
U Early diagnosis/assessment including Carers assessments and appropriate psychosocial interventions.
U Development and enhancement of support/care networks.

EAST SUSSEX DEMENTIA ACTION PLAN 2009 — 2012.
Key Outcomes

0 Increased support for service users and carers in accessing services.
U Clearer and more coherent person centred pathway.

U

Action Points and Timescales What we found out or what we were told

4a. Implement Dementia Advisor Pilot | The Dementia Advisor pilot has been extended from three to four and there are plans to

across county. increase this number to nine in April 2012. The original specification was for each Advisor,
supported by up to six volunteers each giving four hours a week, to have a case load of about

Timescale T October 2009(original 200 contacts. The latest information is that four Adviser& support about 600 people with

plan), completed (May 2010). dementia and about 400 carers. This indicates that a full team of nine Advisers will be able to

support about 1350 people with dementia and 900 carers. In 2007, there were 3161 people in
East Sussex on Dementia Registers, but due to natural demographic reasons and the
increasing emphasis to have a formal diagnosis, the current level is likely to be over higher
across the county. While a reasonable proportion of these are likely to be in long term
residential and nursing care and likely to be outside the compass the Dementia Adviser
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service, it is unlikely that the service will be able to meet the needs of all those who would
benefit.

Al just muddl e al ong | o dhe hehpgpfaavéry good hospanticat h ¢
Hastings carer.

AWe would really benefit from a c diaghasiad poi
Peacehaven carers.

A Wewould like more information about what will happen and the pathway to expecto
Bexhill carers.

AWe would like support from early stages to diagnosis and to the endo Seaford carers.

4b. Conduct Dementia Care Pathway | The East Sussex Dementia Care Pathway workshop was undoubtedly a success,

Mapping Exercise. enthusiastically received by all who attended. It would have been useful to have published a
vision of the Pathway and to maintain the momentum by an annual half day session to update

Timescale T January 2010(original its implementation and to have listened to any thoughts on modification in the light of

plan), completed (May 2010). experience gained by all.

OBJECTIVE 5. Development of structured peer support and learning networks. The establishment and maintenance of such networks will
provide local peer support for people with dementia and their carers, It will also enable people with dementia and their carers to take an active
role in the development and prioritisation of local services.

PUBLIC CONSULTATIONS INFORMING THE EAST SUSSEX DEMENTIA ACTION PLAN, 2009-2012

State of Readiness Review, January 2009.
Recommendations made
U Evaluate the outcomes from the National Demonstrator sites for Peer Support and Learning Networks to inform future local
commissioning decisions.

Closer to Home Event, December 2009.
Ideas generated
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Low-level support e.g. Telecare after initial face-to face sensitive discussion.

Better care networks, befriending service.

Greater use of music and other therapies, more counselling services.

Dementia Care Pathway Workshop, January 2010.

Proposed Actions

0 Support for early stage dementia such as fiDementia Cafeso.
U Better use and more publicity for voluntary sector schemes.

0 Peer support networks- use the experiences of former carers, if they feel able.

EAST SUSSEX DEMENTIA ACTION PLAN, 2009-2012.

Key Outcomes

U People with dementia and their carers able to access local support and feel less isolated.
0 People with dementia and their carers taking an active role in the development and prioritisation of local services.

Action Points and Timescales.

What we were told or what we found out.

5a. Dementia Advisor Pilot to achieve a
base line map of peer support available
in East Sussex.

Timescale T Jan 2010 (original plan),
May 2010 (May 2010 update),
completed (March 2011 update).

A number of peer support groups, facilitated by Care for the Carersandthe Al z hei me
Society, were visited as part of this piece of work and these will continue through the
Commissioning Grants Prospectus. It would be useful if a map of all the peer support groups
for people with dementia and their carers was published so that potential users could be
signposted to their nearest group.

“Accessing services involves travelling some distanceso Peacehaven carer

fit is quite difficult to get to some services if you have to deliver and pick up your
husbando Seaford carer.

We noted particular concerns about the lack of easily accessible support groups for younger
people.
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ifiThere are no facilities for the more acti
Peacehaven carer.

AThere is nothing for young people with dementia” Uckfield carer.

AMy 60 year ol d husband is taken all the w
the mini-bus and he gets extremely agitatedo Rye carer.

The response of ASC to the HOSC Review of Respite Provision states the Commissioning

Grants Prospectus includes clear objectives for the voluntary sector to support the setting up
of peer support groups. If the base line map of peer support groups is used to match against
the pockets of the greatest need, then many of the comments about lack of easy access will

be mitigated.
5b. Review National evaluation of It will be useful to study this review but it is presumed that a similar review would have been
Dementia Peer Support Pilots. made in East Sussex prior to continuing commissioning such services.

Timescale 1 Nov 2010 (original plan),
Nov 2010 (May 2010 update), Nov
2011(March 2011 update).

5c. Ensure user and carer representation We heard no mention of either project group during our conversations but we did not seek any
on Carers Breaks and Dementia feedback on this Action Point.
Advisers Project Groups.

Timescale T Oct 2090(original plan),
completed (May 2010).

5d. Ensure OPMH Service user/Carer This was also outside the context of this review.
Participation Panel are represented on
all local development groups.

Timescale T On-going(original plan)
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OBJECTIVE 6. Improved community personal support services. Provide an appropriate range of services to support people with dementia
living at home with their carers. Access to flexible and reliable services ranging from early intervention to specialist home care services, which
are responsive to personal needs and preferences of each individual and take account of their broader family circumstances. Accessible to
people living at home alone or with their carers, people who pay for their care privately, through personal budgets or through local authority
arranged services.

PUBLIC CONSULTATIONS INFORMING THE EAST SUSSEX DEMENTIA ACTION PLAN.

State of Readiness Review, January 20009.
Recommendations made
U Agree tender specification for specialist home support service for people with dementia.

Closer to Home Event, December 2009.
Ideas generated

Introduce direct access to services.

Locally based services for residential respite with dedicated respite beds in care homes
Recognised dementia training a requirement for any specialist home care contract
Train Community nurses to equip them with dementia skills

More specialist staff such as Admiral Nurses

Out-of-hours mental health services

| enta et et B e et e

Dementia Care Pathway Workshop, January, 2010.

Proposed Actions

Shift resources from specialist dementia services to earlier diagnosis and support in Memory Assessment services.
0 Access to intermediate care services to prevent admission to acute hospital

U Easier access to services in rural areas

Commission more specialist home care services

Commission more flexible day and short break opportunities

U
u
i
U Promote Carers assessments as an opportunity to offer carers advice and support to maintain their own wellbeing
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EAST SUSSEX DEMENTIA ACTION PLAN, 2009-2012.

Key Outcomes

U Fewer delayed hospital discharges.
U Less inappropriate admissions to care homes.

0 More people supported at home.

Action Points and Timescales

6a. Ensure the needs of people with
dementia are met within ESCC new
reablement Living at Home Service as
it is implemented during 2010/2011
and access to day services and
respite breaks

Timescale T on-going (original plan
and on-going).

What we found out and what we were told

We were unable to learn of anybody's experiences directly but have noted that a recent report to
the ASC Scrutiny Committee shows success in terms of those not needing any further service, or
a reduced package of care, and that the average length of stay is well within the 42 day period.
The report for the period 1 April 2011 to 30" September 2011 covers 726 packages delivered,
of which 45% were delivered to those over 85 years. We draw the conclusion that as many as
140 may be suffering from some kind of cognitive impairment, and have been able to retain
some level of independence as a result of this service.

6b. Seek views of carers of people
with dementia and people with
dementia (including those who live
alone) about being supported at home
and how their needs can be best met.

Timescale - on-going (original plan
and thereatfter).

We were not made aware of any exercise that has been carried out to seek the views of people
with dementia and their carers about support at home or about how their needs can best be met.
We were made aware of such services and it worth listing them:

A) Dementia Advisers.

B) Monthly evening telephone calls.
C) Befriending scheme.

D) Carers breaks.

E) Day opportunities.

F) Residential respite.

And we had heard of specialist dementia home care services and a psychiatric rapid response
service.

This is an excellent range of support services, but as we visited the groups, it was noticeable that
there was no holistic approach to provide access to the support available and to provide
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continuity of contact as the needs increased. Furthermore, the coverage across the county was
patchy.

“I was told not to go to the Memory Clinic any more unless anything goes wrong. | have
no CPN; | have no help at allo Crowborough carer.

AThe system seems to set out to cleweSaarere you
AfCarers need weekend aSehforéecarerni ng support. o
fWe get no help from the statutory sector at all, and only one from the voluntary sector

when tryingtoaccess a befri endiRyegares.c he me. O

“We get a monthly telephone call fr omRyacaes.l
ADuring a period of deterioration in the de
respite but was unPedcéhaventcareraccess i t. o0

My mother is going into a care home soon, but we have no idea where the money will
c o me f MHastimgsccarer.

6¢. Ensure the housing support needs
of people with dementia are met by
the proposed visiting housing support
officer service for older people.
Timescale T not mentioned (original
plan), April 2012(May 2010), not
mentioned (March 2011).

We heard nothing about this service.

6d. Increase Al z h e i Soatety 6 s
Befriending Service in Hastings and
Rother PCT area.

Timescale T April 2010(original plan),
completed (May 2010).

6e. Monitor Shared Lives Dementia
Pilot.

Timescale 1 On-going (original plan,
May 2010, March 2010 updates).
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There was no specific evidence of the increased availability.

At this time, the pilotisin the early stagesof devel opment wiHomeshared ,i
and we did not meet anybody who receives support in this way. We have however now learnt
that there is one successful Homeshare placement and seven householders are awaiting a
fHomesharero
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OBJECTIVE 7: Implementing the Carers Strategy for people with dementia. Family carers are the most important resource available for
people with dementia. Active work is needed to ensure that the provisions of the Carers Strategy are available for carers of people with
dementia. Carers have a right to an assessment of their needs and can be supported through an agreed plan to support the important role that
they play in the care of people with dementia. This will include good quality personalised breaks. Action should be taken to strengthen support
for children who are in caring roles ensuring that their particular needs are protected.

PUBLIC CONSULTATIONS INFORMING THE EAST SUSSEX DEMENTIA ACTION PLAN

State of Readiness Review, January 2009.
Recommendations made

U Implement Carers Break scheme as a national Demonstrator site. Invite carers of people with dementia to participate in the development
of the East Sussex Carers Strategy, and receive feedback on the Dementia Strategy.

Closer to Home Event, December 2009.
Ideas generated

Carers assessments should be a priority/ omatter of courseo.
Assessments should identify care needs which cannot be met e.g. respite care.

Better information and education for carers about the condition and future options.

To be regarded by professionals as an expert on the person with dementia and to be listened to.

Carers to have on-line or telephone physical and emotional support.

Support should be maintained after the person for whom they were caring for either dies or enters a care home

Allow direct access to services.

[t ent BN enti et ent i enti et

Dementia Care Pathway Workshop, January 2010.
Proposed Actions
0 Recognition that a carer is the most valuable resource that a person with has to enable them to live well
U Practical support, such as Carers Breaks and good day opportunities, preferably as an integrated service with a break coinciding with a
support group for carers
0 Carers need information, knowledge and support throughout the dementia
U Use the carers assessment to offer advice and support to ensure their own physical health and mental wellbeing
EAST SUSSEX DEMENTIA ACTION PLAN 2009-2012
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Key Outcomes

Carers will be

U respected as expert care partners

U able to have a life of their own alongside their caring role

U will be supported so they are not forced into financial hardship

0 supported to stay mentally and physically well and treated with dignity
Action Points and Timescales. What we found out or what we were told
7a. Carers views sought collated and The 2001 Census estimates that there were 50,648 carers in East Sussex, but the background
shared via the Carers Strategy to the Scrutiny Review of Identifying Carers estimates that about 4,000 are known to ESCC.
Consultation Group (ESCC) and ALiving | onger, Living well .o which is the
through feedback from the Carers their carers (2010-2015) identifies services for people with dementia and functional mental
Demonstrator Pilots for Carers Breaks, health issues as a priority.
GP Liaison Service and Dementia The strategies are in place, the services for people with dementia and their carers are in place,
Advisers. but most of those that we spoke to are unaware of them. As a result, their views are not sought

Timescale T On-going (original plan,  and fed back to the Carers Strategy Consultation Group.

May 2010 and March 2011 updates).  _ . . .
Ailt took a | ong t i mendancé Adlowance forcno diathdro Kastings éatet

fnWe need support for the per son tendaurownsuppaoatr
programmeso Peacehaven carers.

AMy sister hides it well, she easuliherGRwitlnov ent
interveneo Bexhill carer

Al ' ve bmgtwoywears for an assessmento Crowborough carer.

7b. Participate in Carers Consultation |In the same way that carers are not extensively engaged, they would not know of, or participate
Days and Conferences to ask relevant |in, Consultation Days or Conferences. It is unlikely that they would feel comfortable in such
guestions and receive feedback on environments.
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progress with the Dementia Strategy
implementation.

Timescale 1 On-going (original plan,
May 2010 and March 2011 updates).

7c. Implement specific Focus Groups = Although we did not set out to facilitate Focus Groups, much of the conversation was like a
to ascertain needs and aspirations of  focus group. The people with whom we spoke were in a known environment and with a small
people with dementia and their carers group of people that they knew and were very forthcoming with their views.

There would appear great merit in using the Focus Group approach through a structured use of
Timescale 1 On-going (original plan,  these group meetings.
May 2010 and March 2011 updates.

7d. Carers to have access to Many carers of people with dementia speak about their journey being tortured and emotional.
counselling and Cognitive Behavioural As active carers they often become isolated, depressed, frustrated, angry and with an overall
Therapy (CBT) sense of helplessness, while as passive carers to someone in a care home; many speak of

feeling guilty, relieved, concerned and suffer a sense of loss. Finally there is the grief at the time
Timescale 1 On-going (original plan,  of death.
May 2010 and March 2011 updates).  Most are in need of support but few would recognise counselling. When they are given support
they are always grateful.

AWe need more support aurditudtien. \We féehdepgessea@dpt i n g
Peacehaven carers.

Al I ook forward to my mesnelpouyoutad mepgrdblemsd Bextlll
carer and two Rye carers.

AMy wife may have to go i nt ooesell auahome th pagnthe a n
feeso Rye carer.

AWe need a gr oupartheoss it gets veeydonadyo Seaford former carer.
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OBJECTIVE 14: A joint commissioning strategy for dementia. Local commissioning and planning mechanisms to be established to
determine the services needed for people with dementia and their carers, and how best to meet these needs. These should be informed by the
World Class Commissioning guidance developed to support the Strategy.

PUBLIC CONSULTATIONS INFORMING THE EAST SUSSEX DEMENTIA ACTION PLAN

State of Readiness Review, January 2009.
Recommendations made

U Plans in place, awaiting formal agreement from key partners.
U Whole-systems care pathway mapping exercise planned for January 2010.

Closer to Home Event, December 2009.
Ideas generated

A joint communication plan to raise awareness and understanding across community groups.
Use SPFT expenditure to fund training to wider NHS and Social Care staff.

Follow out of hospital to GP and then record.

Improve links with voluntary sector as many people find it easier to engage with them.

More joined-up working and reduce double costs and confusion within the client group.
Inequality of service distribution across the county.

More clarity about funding between Health (free) and Social Care(means-tested).

[t ent BN enti ent i ent i enti et

Dementia Care Pathway Workshop, January 2010.There was little or no discussion on this specific objective, but there was a general
assumption that jointly commissioned services should be provided, if only because it was difficult for the general public to comprehend that
dementia care is not fully funded and free at the point of use

EAST SUSSEX DEMENTIA ACTION PLAN, 2009-2012.
Key Outcomes

People with dementia and their carers are well informed

Fear and stigma have decreased

Families know where to get help and what services to expect

People with dementia report increased positive experience of health and social care services
People seek help and are encouraged to do so

(T i i i
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Action Points and Timescales.

14a. Complete this action plan and
obtain agreements from key
stakeholders so that this can be a
lead document of the Dementia
Commissioning Strategy/ Older
People Commissioning Strategy.

Timescale T November 2009 (original
plan), completed (May 2010 update).

MAKE IT
HAPPEN!

What we found out or what we heard.

Those parts of the Action Plan which effects people with dementia and their carers who are
living in their own home is well embedded as a strategy, but we have found that delivery is very
patchy.

14b. Implement Dementia Advisers
Pilot.

Timescale T November 2009 (original
plan), completed (May 2010 update).

This pilot has been implemented and expanded.

14c. Conduct a whole systems care
pathways mapping exercise for
dementia in a dedicated half day
wor kshop to map t
i deal 0 pat hways
Timescale T January 2010(original
plan), completed (May 2010 update).

This exercise has been compl et e dthwawig notagpliett as v
thoroughly as was envisaged at the end of the workshop.

14d. Brief front line staff to signpost
people to seek inclusion on Dementia
Registers.

Timescale 1 On-going (original plan
and May 2010, March 2011 updates)

We are unaware of the quantitative results of these efforts but we have found out that more
people access the various services to the point that many are overloaded.

~

Al have tried to contact Socithdyddd'aseemveryr ect
interestedo Lewes carer.

i | unfd out most things by accidento Bexhill carer.

il get help from a voxcobntantiweh statu@ny bodieso Rye garer. n
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14e. Pro-actively seek and build Most groups felt that it was always difficult to know whom they should try to contact and that

continuous meaningful engagement  written as well as electronic sources of information for signposting to the best service and that it
with people with dementia and their ~ was very confusing to work out where the person that contacted them came from.

carers to shape services and improve _ ) ) _ R

the health of those in contact with i My pssiorfalesupport is moving awayoPeacehaven carer.

them. fiwe don't want sitesanei tgiificidtno getevhitten informationd Seaford
carers.

Timescale- On-going (original plan

and May 2010, March 2011 updates). @ Hon't get day care or respite. | feel really at sea. My assessment was over a year ago, |
don't hav ErowboralighNarer.
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SUGGESTIONS FOR FURTHER CONSIDERATION:

0 We found that nearly everybody that we spoke to was very confused about the services.
There was confusion about what services are available and where, what services were
provided by the NHS and free at the point of need, what services were provided by others
and may have to be paid for in full or in part. Most important is that they did not know
where to go to get advice or clarification.

0 The first port of call is invariably a GP. If it is deemed to be appropriate a simple twin track
approach can be adopted. Referral by the GP, acting as the gateway to specialist
healthcare services, can be made for a formal diagnosis. Referral to a single point of
access to social care and support, presently a Dementia Advisor, should be made at the
same time.

0 The Dementia Advisor would become a guide/advocate/companion along the pathway,
even to appointments for the person with dementia and their carer, if this agreeable. This
would also assist with the often quoted diff

0 The Dementia Advisor may wish to introduce a Dementia Support Worker to provide
support to the carer. We do, however feel that this does not represent best use of human
financial or time resources and immediately starts to widen the number of primary contacts
and, once more, to potential confusion.

U  While the GP/Dementia Advisor/Support Worker would act as human guides, we found
that a written guide or handbook was always being sought because carers, in particular,
liked to be able to read and understand matters at a later date in an unhurried manner.

U This handbook should be a core document containing information on dementia, the
changes that may occur as time passes, practical advice for the carer on how to maintain
their health and wellbeing, together with general information on whom to contact for
advice on benefits and brief descriptions on support services available. It should also
include a personalised contact list for both the person with dementia and their carer.

U We heard, everywhere, good reports of a wide range of services available from evening
telephone calls to enable thecarert o fl et off st eamo, befriend
services, day opportunities, carers breaks and carers support groups. There does appear
to be a lack of countywide coverage and we would suggest a mapping exercise of the
geographical availability and a re-design to provide a wider coverage or new investment in
new localities. We believe that the maximum possible use of resources in this area would
be of great benefit to both carers and people with dementia delaying the onset of greater
need, and provide a rapid communication pathway between service users and
commissioners.

U The one area that there was a perceived difficulty is that of receiving residential respite
care that is easy to access and affordable. Although we understand that this can now be
accessed through the Adult Social Care Service Placement Team, this message has not
yet been fully communicated to carers.
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U One of the criticisms that we did hear was of Social Care Direct. We have learnt of the
integral part that Social Care Direct has played in the LEAN prototype pilot by transferring
calls directly to the appropriate service. While we realise that ESCC has its own priorities,
we would like to think that such a system could rapidly be used to transfer enquiries from
carers of people with dementia in the same way.

U We heard of difficulties in getting a referral for a formal diagnosis. We have tried to find out
if there is any reason for this. It could be that there is an imbalance across the county
between need and capacity or, for some reason best known to them, some GP are not
making referrals.

U  We did not follow the medical pathway in any great detail but we did find out that carers
did not feel that they were being treated as equal partners, which is one of the
fundamental tenets of the National Dementia Strategy. It is hoped that this will be reduced
when the proposed shift of diagnosis to primary care is rolled out.

0 We believe that this is the first time; that this type of engagement has taken place directly
with service users, by those who have no connection with any statutory body and that
there is sufficient merit in the process to consider using it in other contexts.

0 We heard of significant fund raising efforts, mainly in the eastern parts of the county for an
Admiral Nurse. It would be worthwhile, if the fund-raising is successful, to pilot an Admiral
Nurse in this distinct part of the county.
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1 Faraday Close

Eastbourne
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Telephone: 01323 514510 Text: 078330 96622

Email: info@thecountylink.net Website: www.thecountylink.net
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Glossary of Terms Used

Adult Social Care — Is a department of the County Council responsible for
assessing need and planning, commissioning and putting in place services for
adults. (Formerly known as Social Services)

Carer i a person who spends a significant proportion of their life providing unpaid
support to family or friends. This could be caring for a relative, partner or friend who
is ill, frail, disabled or who has mental health or substance misuse problems.

Community Psychiatric Nurse( or mi ght be known CMHNOG6s Com
Health Nurse)

Cognitive Behaviour Therapy (CBT)

Is a psychotherapeutic approach: a talking therapy. CBT aims to solve problems
concerning dysfunctional emotions, behaviors and cognitions through a goal-
oriented, systematic procedure in the present. The title is used in diverse ways to
designate behavior therapy, cognitive therapy, and to refer to therapy based upon a
combination of basic behavioral and cognitive research

Dementia Advisor

Al zhei mer s Society is the |l argest and ol des
t hirty ye aroddntiruaupledevelepmgand improving services for people

affected by dementia, working nationally and locally in partnership with health and

social care professionals. We are now developing a new dementia adviser service,

providing quality information and signposting to people with dementia and their

carers and families.

http://alzheimers.org.uk/site/scripts/download_info.php?filelID=532

HOSC - Health Overview Scrutiny Committee

The HOSC can scrutinise (carry out an independent check on) any local health
services provided and commissioned through the NHS as well as those provided by
local authorities.

Objective — specific things that will be done to deliver an outcome

Outcome — the desired impact (the things that will be different) for the service users
and carers as a result of delivering a service.


http://en.wikipedia.org/wiki/Psychotherapy
http://en.wikipedia.org/wiki/Talking_therapies
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http://en.wikipedia.org/wiki/Behaviorism
http://en.wikipedia.org/wiki/Cognitive_psychology
http://alzheimers.org.uk/site/scripts/download_info.php?fileID=532

