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Executive Summary

=

This report is part of a two-year project fundsdhe Big Lottery Fund and

carried out by Alzheimer Scotland with the backafghe Health Board.

2. ltis the culmination of two years work and raglved a mapping process to
identify where people with end stage dementiaigned in Dumfries and
Galloway and an assessment of their met and unafieitive care needs.

3. There are thought to be 2290 people with dermaeliting in Dumfries and
Galloway. 28% will have end stage dementia.

4. The information for this report was gatheredrfreemi-structured interviews with
33 care managers, 34 care staff and 37 informafrsaover a 15 month period
between 2004 and 2006.

5. The total number of people identified with etay® dementia was 363. This
represents just over half of the people thouglhiaice end stage dementia in
Dumfries and Galloway. It excludes those in acpgychiatric, and community
hospital settings, the 6 homes who did not takeipdahe survey and an under
recording of those people living at home. 11 pewysdee under 64 years old.

6. Atleast 160 people had high levels of physiesds in addition to their
dementia, and were severely cognitively impairetth \Wwmited verbal skills.

7. People with end stage dementia were livinglitypkes of care settings.

8. Most people recognize that a palliative approtcitare encompasses life and
death when an illness becomes non-curative andegpert therefore seeks to
identify life and death issues.

9. The report attempts to look at met and unmdiatiae care needs in terms of
physical, emotional, social, spiritual and comfamtd uses the philosophy of both
palliative care and person centred care

10. Physical care needs were successfully met ofaste time but there were still
occasions when these needs were unmet. All setitngggled to meet spiritual
needs either religious or the wider spiritual nedgéismiotional needs were also
identified as difficult for a number of residentsberedom and anxiety were
particular problems.

11. Pain was identified as a particular issue foumber of residents and staff found
it difficult to assess pain in people with end stagmentia

12. Activities were provided in most care settifgs were not often appropriate for
people with end stage dementia

13. There were a number of issues involving trgnithe quality, quantity and
resources available to ensure all care staff waiiedd in dementia and related
topics. Staff were often expected to attend trgmmtheir own time.

14. Informal carers varied in how much they warttetle involved with the care once
their relative moved into long- term care; this mas$ always appreciated by care
staff. The carers also described difficulties imdfng out information about their
relative and a number of relatives could not remeniieing asked about their
relatives’ history and individual likes and disl&eCare workers sometimes had
negative views on the carer’s role.

15. Reviews did not always take place even wheersdrad asked for them.



16. In many settings the key worker system wasweditdeveloped

17. The homes that had regular input from a GPtiomevere able to offer a more
proactive rather than a reactive service and dafefslt better supported

18. Lack of medical information was highlighted asmajor barrier to providing
person centred care and made the management ofepam more difficult to
achieve. In addition there was a lack of physieallth checks.

19. A lack of dental services was also describedr Bental care has an overall effect
on nutrition and well being

20. The majority of informal carers who cared foe person with end stage dementia
at home felt they were able to meet the core aoéasare. However they did
describe a lack of support from the statutory smwiand often felt they had to
‘fight’ for appropriate care packages. They alssalibed a lack of suitable
respite care and of not having a care assessmérgimown right.

21. Whilst most of the buildings were clean and Blyrmore could have been done
to create a dementia friendly environment.

22. There were specific difficulties identified whehe person with end stage
dementia was in an acute hospital setting.

In order to improve the quality of care for peoplewith end stage dementia living in
Dumfries and Galloway there are seven main recommelations: -

1. There has to be recognition of gaps in spepditiative and dementia care of the
most dependant group of people with end stage dgan&hose physical and
verbal communication needs are greatest.

2. Commitment to dementia training and relateddspor staff in all care settings
with the eventual aim that the training is accredlis vital. Staff should be paid
for attending training.

3. Carers must be allowed to be involved in the e level they are comfortable
with, and some form of partnership with the catéirsg should be adopted to
ensure all parties agree on the level of involvem@arers must be fully
supported if they decide to look after the persomoane.

4. There has to be a commitment to a change afreudind training of staff within
the acute hospital setting. Ways to support stedtisd be explored such as the
liaison service developed by The North CumbriansTar the Alzheimer
Scotland Nurse Project currently being piloted Iy Royal Alexander Hospital
Paisley.

5. Relevant medical information must be availahlall care homes, as without it
they will have difficulty managing symptoms incladipain and be unable to give



truly person centred care. Proactive rather thaotiee medical care should be
provided.

For recruitment, retention and development of ctaff there are fundamental
financial implications. Care staff's pay must beiesved.

To help people with end stage dementia makseseftheir surroundings every
effort must be made to make dementia friendly emriments for them to live in.



LIGHTING UP LIVES
A REPORT
ON THE PALLIATIVE CARE NEEDS OF PEOPLE WITH END
STAGE DEMENTIA IN
DUMFRIES AND GALLOWAY

1. Introduction

The challenge of providing a good quality of lifedadeath for people with end stage
dementia is one that all involved in the care adgde with end stage dementia should
address. Much of the recent emphasis of care gflpedth dementia has focused on the
earlier stages of the iliness and early intervarstiGadly there are no cures for dementia
and in the final stages the person may be unabialiq lack all verbal communication,
and be unable to do anything for him or herseif #ssential that the same attention be
given to people in the later stages of the illn@skpting a palliative care approach to
care will help to enhance the lives and eventuathteof people with end stage dementia
in all care settings and recognise the relativele and needs.

This report looks only at the palliative care neefiseople with end stage dementia in
Dumfries and Galloway, and the definition usedmd stage dementia is based on the
Global Deterioration Scale.

The report includes details of the mapping prooeks;h was undertaken to ascertain
where people with end stage dementia were livitng. frocess covered a variety of care
settings, as well as including people who were dpesred for in their own homes.

It also includes details of assessments of palkatare needs that were achieved by a
series of semi-structured interviews to gain déferperspectives of these needs. The
interviews were with care home managers, care tstafeand relatives of people with
end stage dementia. It did not include direct imgalent with the person with dementia
because of ethical issues.

Background information on how the existing servioes the palliative care needs of
people with end stage dementia was obtained. Tassflom old age psychiatrists, the
Over 65’s Team Adult Services, Community Mental itedeams (CMHT), a home care
service, the Care Commission, the psychiatric assest unit for people over sixty-five
at the Crichton Royal Hospital and a Community Hiaspgn Dumfries and Galloway.
The development worker also undertook backgrouading of recent research. See the
Glossary on page 67 for definitions used in thjsore

Recommendations in this report are made usingyfittse philosophy of person centred
care that was developed by Tom Kitwood and oth@mrson centred care goes beyond
physical care and attempts to see the personifikgtlving all aspects of their lives
including emotional well being and preserving dignsecondly the philosophy of
palliative care described by Dame Cecily Saundéos ‘matter because you are



you........ to the last moment of your life, and we wid all we can, not only to help you
die peacefully, but to live until you dié.’

The main aim of the project was therefore to reflbe life and death needs of people
with end stage dementia and their families wha Iséive some of the dementia journey to
travel and for whom the active stage of dying megnay not have started.

1.1 Dementia

Dementia is the gradual loss of brain function. st common cause is Alzheimer's
disease but there are many other forms of demmiading vascular dementia, alcohol
related dementias, Lewy body dementia and Picksades Each person with dementia is
different. How their illness affects them dependsaich area of their brain is affected.
Dementia can affect every area of human thinkiegliig and behaviour. The progress
of the iliness is difficult to predict, but gendyail starts slowly with a gradual
deterioration, and it can go on for ten, fiteemwre years. This means it is hard to give
relatives or the person with dementia much ideatohescale of what they can expect
and when, or how exactly the disease will affeetrth

Chart 1: The age breakdown of the number of peoplen Dumfries and
Galloway with dementia
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The total no of people in Dumfries and Gallowayhadementia is 2291

This information is based on population projectiored by Alzheimer Scotlarfd he
methodology using EURODEM is described in PlanrSmgnposts for Dementia Care
Services and provides the most accurate way tesasgise number of people in Dumfries
and Galloway with end stage dementia and suggests:

» 30% will be mild cases

» 42% will be moderate

> 28% will be end stade



2. Methodology

2.1 Methodology used to map where people with entegle dementia are
living

Permission was sought from the Caldicott Guafdiarcollect relevant information on: -
» Diagnosis
» Age

» Ethnicity
» Gender

> Mobility

The Care homes were identified from a list providgdhe Care Commission, As a result
of theRegulation of Care (Scotland) Act 2001there are no legal differences between
residential homes and nursing homes: they areoallknown as ‘care homes’, and will
be referred to as such in this report.

Co-operation from the care homes was sought angstignnaire sent out for the care
staff to complete. A definition of end stage den®erand a description of high mobility
needs were provided. The staff were then able¢@devhich residents were to be
included.

A similar process was followed with those peopléhvend stage dementia who were
either living at home or within specialist demerNiaional Health Service (NHS) care.

This information was collected over a ten- monthqee(February to November 2004)
Anonymity was maintained throughout this process.

2.2 Methodology used to identify met and unmet neeiwr people with
end stage dementia

A semi-structured interview for care managers dsd mmembers of their care staff was
designed and a pilot study completed.

Care managers and staff were then interviewed idexttified care homes where people
with end stage dementia were living. The care mansglected the member of care staff
to be interviewed. In two instances an overall ng@navith responsibility for a group of
homes provided the information for all the homegguander his/her control. On some
occasions it was not possible to interview carekenrs because of the workload in the
care home.

A similar interview process was repeated for candre were caring for someone at

home or within a care setting. Carers were iderttiither through the care homes,
CMHT'’s, elderly care teams or were already knowAliheimer Scotland. A good
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sample was obtained but it was not always possibidentify a carer for each setting.

The length of stay in long-term care varied betweight weeks and six years, with an
average of between one and a half to two yearsnidemum time a carer had cared at
home for their relative was 12 years and the @ahips included partners, siblings,
nieces, nephews and friends.

The aim of the interviews was to gain differentgperctivef how successfully needs
were being met for people with end stage dementia.

The interviews attempted to understand how: -

» The core areas of care as described in the WHQitefi of palliative care were
being met [see Glossary page 67]

» Successful was the person centred approach to care

» The impact that the management, design of premaisg®ther services may have on
meeting palliative care needs of people with eadestdementia

11



3. The mapping process in care homes

Chart 2: Number of care homes
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Some care homes had more than one unit and sixseaie they had no one fitting the
criteria, although it was unlikely that they didti@ave anyone with end stage dementia
and they may possibly have not wished to takeipdlrte project.

The total number of care home places in Dumfries@alloway is 1209

3.1 Number of people identified with end stage deméa living in care
homes

The total number of people identified by the steith end stage dementia was 330. This
is unlikely to be a precise number, as despitegogiven a definition of end stage
dementia it will be open to interpretation by ti&ffswho completed the forms. It does,
however, provide a good indication and ‘a snap’sifahe number of people with end
stage dementia living in care homes in Dumfries @atloway during a 10 month period
in 2004.

3.2 Breakdown of mobility needs of people in caredmes with end stage
dementia

End stage dementia can be seen to fall into twegcaies:
» Those who are still mobile and may have behavioalt the staff find challenging.
» Those who are immobile and have high physical naadsbecause of this, their

behaviour is less of a challenge to staff. Measgutihe degree of immobility,
provided an indication of high physical needs.
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The care managers were asked to identify the nuofoesidents who either required the
support of two people to walk or who were unablevédk at all i.e. those with high
dependency needs. These are people who fall ietegbond category of end stage
dementia and may no longer have behavioural prablefated to their dementia, but
whose physical needs are more paramount. They mé&ytally inactive, with very

limited verbal communication skills and severelggiively impaired. Reaching people
in this advanced stage of the iliness is very clift. Staff and relatives described people
in this group asno longer having problems with their demenaad are truly the
forgotten ones described by carersilas less bother you are the less you are seearto’
‘her light has gone out’

High mobility needs is an indication of increasfraglty and susceptibility to life
threatening illnesses such as infections and pressues. 154 (46%) people with end
stage dementia were described as having high myobéeds and this figure may
represent an under recording as two homes didmwtide information.

Many of these people were living in general frédezly care homes; where there was no
specialist dementia input such as is found withenElderly Mentally Impaired (EMI)
Units.

It is possible to conclude that approximately lo&lpeople with end stage dementia will
have complex physical needs and probable profoanthwinication difficulties. Their
palliative needs will therefore be greater as thayld be assumed as being closer to
death.

3.3 Ethnic background

The number of peoplieom ethnically diverse backgrounds is small betitindividual
cultural and language needs still need to be asddé©ver 300 people were identified
as British in ethnic origin (figures were not prde@d by one home). Nine people were
from outwith the United Kingdom and only four peeplere identified as not having
English as their first language.

13



Chart 3: Ages of people living in care homes withrel stage dementia
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The total number of people, identified living in Difries and Galloway with end stage
dementia was 330.

3.5 Gender break down of people with end stage demt& living in care
homes

228 people with end stage dementia were femal®@mdale (figures were not provided
by one home). This reflects the increased life etqey of women.

Chart 4: Other life threatening illnesses
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There is the potential for an under recording beoftife threatening illnesses as care
homes did not always have this information. Howeiteloes serve to reinforce that
people with end stage dementia may have, in additiadheir dementia, a variety of other
life threatening diseases.

3.5 Mental Health Problems and Learning Disabilities

Eight people with end stage dementia had pre-iegistental health problems and four
had learning disabilities. These small numbers méagre is the potential to overlook
their specific care needs.
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4. Meeting the core palliative care needs of people thiend
stage dementia within care homes

Chart 5: Number of interviews completed
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The first part of the interview process attemptedraw out how well the managers, care
staff and informal carers thought care needs weirggomet in terms of: -

Physical Care

Comfort (pain)

Emotional (well being)

Spiritual Care

Social interaction

YVVVY

Two carers were able to provide their experiendesare than one setting

4.1 Physical Care

Carers were asked if they were satisfied with thedard of physical care provided for
their relative.

Chart 6: Standard of physical care

Standard of Physical Care Number of relatives
Good standard of care 16

Mostly good standard of care 7

Poor standard of care 2 +2*

* Two carers described problems that were resobyechanging the care home.

» The majority of carers were very satisfied with #t@dard of physical care provided,
and two commented it was actually better than wheg were at home.

16



‘They keep her safe and warm’

» Those carers who felt it was not always possibima&mntain a high standard of
physical care described things liken institutionalised hair cutor ‘it is not easy
they try hard™ it’s not up to my standard It is however disturbing to find two carers
who were extremely dissatisfied with the standddhysical care and a further two
who described problems in a previous care setting.

Case Study 1

One carer described her relative as not always m@wiis own clothes on,
sitting in a wheelchair all day, and on one occadi@ing tied into it by his
belt. She claims the wheel chair was not only uriodable for him but also
in a poor state of repair. She also described havagmission he was able t¢
walk but this soon changed, he was so ‘doped’tlstheght he was dying.

Case Study 2

The carer felt that her mother was fairly clean lgrtimy under her
fingernails’ She also reported that recently herthew had been taking her
shoes off and seemed unsteady on her feet. Itmgsvben she investigated
her feet that she discovered her mother’s toenadse curling over her toes
and she also had two large painful corns’. The dasene advised her that thie
podiatrist had left and they were not allowed t¢ toenails.
She was concerned that despite all her effortaither’s glasses were either
lost or broken.
Also her teeth had been lost for long a long timé ao action had been takgn
to replace them.

A further two carers had been dissatisfied withghgsical care their relative had
received. They have moved to another home wheyewkee now satisfied. One
described the first home asot being able to cope with heahd at the review meeting
she was discusseds if she was not a person. They said they woiviel lger another
chance... she waslill... | cried all the way home.’

The other carer found in the first home she \®asirugged she couldardly

stand up.’

17



Recommendations

* Ongoing training in dementia care is essentiabiage care staff to provide a
consistent standard of physical care

» Continued close monitoring of care standards byCtaee Commission is
necessary

* Appropriate assessment and placement is essential

» Carers should not be afraid to speak out if theydsgsatisfied. An atmosphere
where complaints are dealt with without fear ofeeguissions to their relative
must be fostered in all settings

4.2 Nutritional Needs

The care managers, care staff and informal carete@whole felt that the nutritional
needs of residents were well met and systems wegkace to monitor and prevent
weight loss. Nobody reported artificial means ofmteining hydration or nutrition. This
report makes no attempt to assess hydration needs.

There were however a few issues identified:

» Some homes did not have the necessary equipmesatigh people who were unable
to weight bear.

» Sometimes there was an insufficient number of staffluty to feed large numbers of
residents. There were however a number of creatays used to try to overcome
this problem e.g. using ancillary staff and hawpijt shifts

» Difficulties in ensuring that people who walk a teteived adequate nutrition

» Pureed food was felt to be unappetizing.

Recommendations

» Each care home must continually review and assassaell it is able to meet the
nutritional needs of people with end stage dementia

4.3 Comfort - management of pain

The management of pain is an essential componeyuad palliative care but research
shows that pain in the elderly and in particulaogle with dementia is poorly managed.

The European Pain Survey 2004 describes the presaal# chronic pain to be around
18.1% of the general population, however an epid&mgical survey carried out in
Grampian suggests that the prevalence of chromicrpay be as high as 46% and that
the prevalence of pain increases with age in bextes

There is also evidence that people with dementiagd in care homes, do not receive as

much treatment for pain, as those with normal ctimmi‘It has also been identified that
‘unqualified staff providing direct care to the etty resident in nursing homes may not
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be educationally prepared to undertake many contpkks including pain
management'°

The Care home staff and managers interviewed wemrerglly aware that pain was an
issue for people with dementia but their approawhunderstanding to the control of
pain and the effect pain may have on behaviourin@msistent:

» 11 out of 35 care workers felt that often pain wasssue for residents

» 8 carers out of 25 identified pain as being a pabfor their relatives and one
described their relative as being véryave’

» Assessment of pain was usually a judgement madeseynior member of staff based
on observation or advice from the GP.

» Only one member of staff linked observation of babar as a possible indication of
pain

» No assessment tools were used, but there waéifdgerest expressed in developing
the use of such a tool

» From Chart 4 page 14 it is possible to concludéertany of this group of people will
be suffering from other debilitating and painfllhésses

Recommendations

» Training is provided for managers, care staff aedlth professionals on
understanding and assessing pain in people witlse&gg dementia

* The implementation of pain protocols is essentiahtprove the management
of pain

* Medical information is made available to informfst illnesses which may
increase the likelihood of pain

4.4 Emotional Needs (Well being)

Care home staff were asked to give a generatigedhll impression of emotional needs
of the people in their care.

They were able to identify more than one emoti@pldiyed in residents and, this could
vary depending on the time of the day, how theqrergas feeling and interactions with
other residents.

The emotions described were — happy, contentedfriglitened, frustrated, anxious and
bored.

19



Chart 7: Care home staff's overall impression of tlke emotional health of
their residents
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Chart 8; Carers’ view of the emotional health of tkeir individual relative
within the care home
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Carers gave a more specific description of the mmal state of their particular relative.
Residents were observed to experience a rangeatfaars depending on the kind of day they

were having, the environment they were living i &me kind of person they were before they
developed dementia.
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One relative was not even sure if her motherlstitl emotions. While others had low
expectations of what was possible and describedrtatives aspast being bored.’

Staff perceived, in general a greater degree adeass’ happiness. This may have been
because residents can become distressed at vismiagr that the care staff simply
wanted to believe that the residents were happgv@sely the carer may have had
difficulties coming to terms with their loved oneibg in long term care and they were
therefore uncomfortable with the idea that theyldde happy.

Both the care staff and the carers thought thel@ass were sad a lot of the time. One
carer described it as the person beiiag.’

Care staff felt that many of the residents weghtiened a lot of the time, while relatively
few carers thought this to be the case. It mayhbethe resident was less frightened
when there was a familiar face present.

Relatively few care staff or relatives identifiedgtration as being a problem but it is
possible that this figure is under recorded, asetypand frustration are sometimes
difficult to distinguish.

Both groups identified anxiety to be a big probllemthe resident. For some residents
the degree of anxiety was perceived as being ertr€mne carer described her mother as
being‘in hell.’

The carers found it much harder to say how contetfite person was and made
comments likehe isn’t aware of the situation’ ‘he seems doped.’

Both the staff and the relatives identified a langenber of residents who were bored and
one relative commentéide is not an empty spaciadicating that she still thought he was
able to do things

However subjective these assessments are it iegtiteg to note that the perceived levels
of negative feelings identified by both staff araters suggests that it is difficult to meet
the emotional needs of people with end stage deaent

Recommendation

* Only by continually reviewing practice and seekivays to enhance care to
develop a more holistic approach will it be possitol meet emotional needs, and
therefore address palliative care needs

4.5 Overall Spiritual Needs

All people have a spiritual dimension to their Bvdt is of the essence of every person
whether or not they have a religious faith.Spiritual needs can therefore be broken
down into the wider spiritual part of our livem)dreligion. People with dementia need to
be ‘accepted, loved, given worth and honour, tbéfeended and listened to, to receive
grace and mercy, and to “rest in God” however thay be articulated. In fact they have
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just the same needs as anyone éfse.’

There have been projects aimed at developing apptegorms of services, and
concentrating on the importance of familiar hynprayers and rituals. There are
resources available and evidence of them bringaag@ and comfort to people with end
stage dementi¥.

Issues surrounding and questions about religiodsspititual needs were included in the
interview process.

4.6 Religious needs

Chart 9:; Involvement of local churches in the care homes

013 @ Church of Scotland

input

013 B Roman Catholic
input

O *Other faith groups

a2 [ )
O No input at all

* Buddhist and Christian Brethren
Dumfries and Galloway is not an ethnically diveasea see Table 2.3

Only two of 33 homes felt they had good supponrfithe Church of Scotland with the
minister visiting regularly or providing support.

One home has a strong religious connection anddrgdrequent services. The
remaining 12 homes that have church services dreshtonce a fortnight and at worst
once a year. In two homes the services have stoppegletely because they are seen as
a‘waste of time Where services were held they are poorly attendddage not really
suitable for people with end stage dementia, #s Attempt had been made to adapt the
service to their needs. Managers felt that Churatisiers and Elders did not really

know how to cope with people with dementia and litld understanding of the illness.

One manager described how one of her residentsnak@reviously a Church Elder
received the church magazine in the post and thssow her only contact with the
church. The manager felt that this was an inadegesponse and a visit from the elder
would have been more appropriate.
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4.6.1 Carers’ views on Religious needs

Eight out of the 25 carers interviewed said thatrtrelative had always gone to church
and now felt that their religious needs were natdpenet at all. One gentleman who was
still aware of his religion and had always beemacficing Catholic had not received
communion since admission to the care home.

Two of the carers described how their relativesdattong faith and had been Church
Elders but there were nothing appropriate for timemv in the care setting. Another
relative described how her mother had always saidbhayers at night but thought it was
unlikely the care home staff would help her to #8m now. Other carers felt that is was
no longer possible for the person with dementiaatee a belief in God.

Recommendations

» Carers need support and encouragement from cdféoseelp their relative find
ways to support their religious beliefs

* Awareness raising about dementia to faith commem#ghould be provided. This
would enable them to have an understanding of deayemmd therefore the
confidence to be involved. As well as a basic usideding of dementia and
communication it should include advice on apprdpriarms of service, perhaps
concentrating on ritual and the familiar aspectaofship.

» Care plans must address and meet religious needs

4.7 Spiritual Needs

Many care managers found spirituality a difficudhcept and sometimes were unable to
separate it from religious needs. Care managersoadkdged there was a big gap in
meeting these needs and one manager said thatrthelan on spiritualityemained
blank’ because staff did not know how to complete it.

4.7.1 Carers’ views of Spirituality

Carers also found spirituality a difficult concegtd only two carers thought these needs
were being met. The remainder were either unceatadhd not think they were being

met at all. Those carers who had some idea desdcribesic as a powerful influencer

‘the staff make her smiler that'he loved fresh air and naturdthis particular

gentleman had never been outside since admissibie foome).

Recommendations

» Care staff need help and support in finding ancewstdnding their own
spirituality and this could be achieved througlnirag, only then can they hope to
help with people with end stage dementia maintagir spirituality
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» Care staff require training on spirituality to efeathem to develop a spiritual
dimension to care plans

» Carers need support and encouragement to helpfihémways to support the
spiritual needs of the person with dementia anat th&ative

4.8 Social needs

Social needs are part of our human experienceadghl, love and have fun and to
interact with other human beings is essential toseanse of wellbeing. For people with
end stage dementia whose language and cognitiNe ale severely impaired it is
sometimes difficult for them to experience the pady social interactions that we all take
for granted and which are so important when fathregadvanced stages of any illness.

4.8.1 Carers’ view of social needs

Only five out of 25 carers thought that their refals social needs were being met and
the remainder of carers had low expectations thvea$ possible to meet these needs.
However, on the whole carers thought the staffdwatl interactions with the residents.

Recommendations

e ltis important for relatives themselves to undamndtthat they have a vital role in
meeting social needs

* Both staff and relatives may need help in develgireir communication skills
with the person with dementia

* There is a need to encourage staff to acknowledg# is actually possible and to
build on this.
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5. Person centred care

Professor Tom Kitwood revolutionised the care ajfjgde with dementia. He advocated
seeing the person first, recognising the need iataia personhood, and raised the
expectation of well being in the person with derreertis widely published work has
resulted in a major change in care practice anddhsensus is that it can improve the
quality of life for the person with dementia.

It is sometimes seen as the ‘holy grail’ of demeentre that will, if practiced, enhance
the quality of life and eventual death of the paradth dementia. However, David Sherd
has commented in his article The Emperor's Newl@stthat across the UK, other than
in small pockets, it is hard to find significantda scale evidence of people with
dementia receiving truly person centred céfe.’

As a person centred approach overarches and iatenpalliative care (meeting
physical, social, emotional and spiritual needs therefore necessary to look at some of
the components to make care person centred.

The three areas that were looked at were: -

» Flow of information, as well as the sharing of imf@tion this included the
involvement of carers in reviews, the key workde rand the value of home
assessments, prior to placement

» Communication between care home staff, professspmald carers

> Activities

5.1 Flow of information

As the person with dementia is often unable to espthemselves fully, it is essential
that there is a good flow of information to andnfrthe care manager, care staff, relatives
and health and social care professionals aboytdarson e.g. their strengths, needs, likes,
dislikes and life history to enable their care ¢éottuly person centered.

The information from this survey was collected ptmthe introduction of the single
shared assessment, which should provide a singié @iaentry to community care
services and avoid bureaucracy, duplication, dafal/provide a holistic structured
approach to assessment. Once this tool is fultpdhiced across the region it is hoped it
will improve the flow of information.
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5.1.1 Care home managers’ views on the informatictmey were given
from carers and professionals

All the care homes say they try to get addition&dimation from informal carers. Some
good examples were the development of life storgkw@ his involves recording
relevant aspects of the individual's past and prelge to support the individual in their
present situation.) Also asking informal carerbéanvolved in care planning Two
homes pointed out that carers did not always coadpevith providing information and it
was difficult to obtain if there were no family méers.

Information received from the Social workers andr@aunity Psychiatric Nurses (CPNSs)
was generally seen to be good and helpful but there some regional variatioasd

one manager from a nursing background found tmeiteltogy used by social workers
made it difficult to work out what was requiredrina nursing perspective.

Other criticisms were that the information was sbmes out of date and this was
especially a problem if the person was admittedfart- term respite care.

A widespread problem was the lack of medical infation provided by both GPs and
Dumfries and Galloway Royal Infirmary (DGRI). Allanagers felt this made it very
difficult for them to manage residents effectivalyd that this could lead to assumptions
being made based on the medication they were given.

This lack of information was also evident in theppiag process, [Chart 4 page 14].
12 managers identified recent problems with pebplag discharged from the hospital
and some care home managers (previously residéoimaé¢s) found it particularly
difficult, as the discharge letter was sent to@#epractice rather than to them.

The managers had no experience of the single shass$sment forms, and remained
sceptical that they would improve the situation.iMtrthey hoped this tool might help
with new admissions they felt it would not imprabwe quality of information about
existing residents.

5.1.2 Sharing of information with staff
The managers described a variety of means of ghariormation, these included regular

supervision, reading through the care plans arnldenarger homes, team working. A few
homes used reporting sessions.

5.1.3 Care staff's views on the information they we given to make
their care person centred

11 care staff thought the amount of informatiornythvere given about the person was
sufficient and the remainder either thought it wassifficient or variable in content.
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Person centred care was an unfamiliar term to marsyworkers but with a little
explanation the majority understood what was mbgihe term, albeit some more
instinctively than others, but two had no undemditag of the concept at all.

Some care workers interviewed thought they had gimauformation to make their care
person centred and there was some evidence offgactice e.g. using life story work
and getting the relatives to share information wligam on the social background.

Those who thought they had insufficient informatielt it was eitherskimpy’or ‘they
always need morer they did nothave time to read the noteand somdelt that the
care planswere not detailed enough’.

The workers who found that the information proviaeas variable felt that it often
depended on where the resident was coming frotimere were relatives who could help,
and the type of admission, e.g. emergency or pthnne

Many felt that the lack of medical information matdifficult to make the care person
centred.

Although the care managers felt there were systempkace to ensure information was
passed on to the care staff, it was apparent figoussions with care staff that they were
not always effective.

5.1.4 Carers’ views on the amount of information tey were able to
provide

11 out of 25 carers were either not asked or conatdemember being asked for
information about the person, including their hasband interests. Carers that were
asked felt that it had made no difference to thre o&their relative.

‘We made a big picture of the family tree butité there anymore as it was broken so
we took it away’

‘She likes tea without milk and lots of sugar, botvever many times you tell them they
can'tdo it’

It is interesting to compare the perspectives atimiflow of information. Despite the
care managers’ belief that they are consultingreatee evidence from the carers does
not always support this. They may have been asktefddrhaps had not realised or they
were asked at a time when they were too distrasstke it in, or they may not have
been asked at all.

It was disappointing that not all care staff unttsyd the term person centred care, and
that some of them did not feel they had enoughrmé&tion to make their care person
centred. This is fundamental to understanding aeetimg the needs of the people with
end stage dementia.
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Recommendations

* Anincreased understanding of person centred caomg care staff must be
developed

* Managers should ensure effective systems for pgssinnformation

* A more systematic approach to collecting informafimm relatives should be
developed. The use of a person profile is onetwaycould be achieved

* The idea that relatives are part of a partnersiitip thhe care home should be
explored

» Further monitoring should be undertaken to estiabhs success of the single
shared assessment and revised discharge process

* Medical information provided on discharge shoulddgectly to the care homes
in addition to the GP

5.2 Assessment

Assessment by key workers from care homes, pripfdocement can complement the
information provided on admission and providedresight into the person with
dementia’s background and life history.

Care managers were asked if they were involvedarassessment process of new
residents, as this is another valuable way of mgldip a picture of the person and
gaining information.

A varied approach to assessment was describedahf@gers described routinely
assessing the person prior to admission, sometintle® the care home or at the
person’s own home. 11 managers either did no assasprior to admission or only
carried out an assessment occasionally. Some managed assessment was too time
consuming or was dependent on the location theperame from. There was also a
particular problem if the person was admitted &spite.

Most managers thought assessment at home waseafitbbnt one manager felt it took a
few weeks to assess the person and that it wasréasichieve this once the person was
in the care setting.

It would appear more usual for a manager or onmeatry out assessments rather than

an actual member of the staff who would be lookiftgr the person once they were
admitted.
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Recommendation

» Senior care staff or key worker who are going tonelved in the care of the
person should play a part in the assessment praoesgsit the person at home
prior to placement.

5.3 Communication

Dementia eventually robs many people of their ghib communicate in a way
understood by others, and often their behaviouolnes a desperate attempt to make
their wishes known. Understanding these behaviasiis means of communication
requires a high level of skill. To ‘believe thainemunication is possible’ is central to all
effective dementia palliative care, without two-waymmunication in whatever form, the
wellbeing for the person cannot be achievad.

Whilst communication skills can be taught, thereasdoubt that some carers are more
empathetic and ‘have developed themselves intolpadpo instinctively live their lives
with the ability to connect to another’s feelingsit this is not always the ca¥e.

For the very passive group of people with end stigeentia, the ability to reach them
becomes even more difficult and perhaps becaugentage no demands this is less
recognised and therefore less attempts are mad@rtmunicate with them.

5.3.1 Care staff were asked about their own commucetion skills

None of the staff gave any indication that theyevaware of the in-depth knowledge or
skills involved in maintaining effective two- wapmmunication with people with end
stage dementia. Some staff found communicatiorcdlff others felt they could get by
with experience, or trial and error.

Many care staff felt that they knew the people tbaned for so well they were able to
understand their needs, and this could suggeshalecent attitude towards
understanding or listening to the person with deraeiqually it did it not explain how
they communicated with a new resident.

The training provided to care home staff on commation skills was limited. Several of
the staff had completed Scottish Vocational Quadiions (SVQ’s) and whilst there is a
communication module it is not specifically relateddementia. Some of the staff had
completed courses on dementia, but for some itavasmber of years ago and may not
have included communication skills.

Relatives generally felt that staff interacted weth the residents, but that often the TV
was on too much and music and the noise level wasrglly was too high.

29



Recommendations

» Staff have specific training to enhance commuroeaskills in conjunction with
training on behaviour and person centred care

» Where possible to follow up training by commissiggna dementia care mapping
audit (Dementia Care Mapping is a tool to meastiezttve communication and
interaction between staff and the person with deiagn

* Provide quiet environments when attempting to comicate

5. 4 Activities

Providing care beyond physical care is dependemgiving life purpose. Recently
published work recognises that quality of life amell being are attainable goals for
people with dementia ‘where once there was an esiplon custodial care, safety and
physical tasks, there is now a recognition thappem long term care settings are
sentient beings with emotional, social and occuopati needs.*’

Providing meaningful activities is part of enrichithe lives of people with dementia and
making life worth living and most care homes tloatkt part in this project were
committed to providing some form of activities.

5. 4.1 Who provided activities?

The philosophy of activities being ‘everyone’s respibility’ and an activity is ‘anything
you do’ was described in several homes but makiageality was more difficult to
achieve. Some care workers werductant to get involvecand commented thatoung
care workers don't see it as their role.’

One group of homes provided in house training divisies for all staff, as it was not
their policy to employ activity co-ordinators. lther homes the idea that an individual
could be employed for a few hours each week toigeoactivities to all residents of all
cognitive abilities throughout the home was oftegntioned, but it was difficult to see
how such a few hours for so many people could bheeaéfit especially for people with
end stage dementia.

In some units providing activities was not seethasresponsibility of the care staff.
Other staff would have liked to take the residentsmore, but for some units this was
not possible because of insufficient stéffie are encouraged to meet basic needs not to
provide activities. | miss being able to take trmrhfor a coffee, there is no socsdle

once you are in, sadly there is no escaping’

Where staff were employed specifically to providé\aties for people with dementia

they were often untrained and several activitiesgtpwere vacant. Care managers often
reported difficulties in recruiting adequately &l and experienced activities staff.
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5.4.2 Type of activities available

The activities took different forms e.g. eventdegiainment and group activities and
were mainly enjoyed by the more cognitively intaegidents. Only a few homes were
able to offer one to one activities that were persentred, or provided stimulation
involving the senses such as smell, taste, towzmdsetc.

5.4.3 Appropriate activities for people with end sige dementia

There was a low expectation that activities wergsge for this group of people. One
care manager thought people with dementia wereterested andust want to sleep
after lunch’. Generally managers identified a big gap in pro\gdappropriate one to one
activities for people with end stage dementia. Viti&is usually took place in the
afternoon or evening, and did not take into accewren the person would be most
receptive.

5.4.4 Carers’ Views on Activities

14 out of 25 carers thought there were activitieslable in the care homes, although
were not sure if their relatives joined in. Somehw carers’ comments were:
‘There is a list up but | have yet to see anythaking place’
‘The TV is always on and the staff watch the saaplse evening — the music
is always too loud’
‘I was led to believe there would be trips out Imetytdid not happen’
None of the 25 carers interviewed thought there avaghing specific for their relative:
‘She joins in to a limited extent but it is theoagher than practice’
‘She goes to the sitting room when there is enitriant but sleeps through it
... she likes classical music really’
Some carers thought that their relative was nodoagle to benefit from activities or
they were not interestexhd had no expectation that anything was possible.

Carers provided stimulation themselves in a nuroberays for example having
grandchildren or pets to visit, providing treat®#d, taking them for a walk or a drive, or
simply holding their hand and chatting to them esmdiniscing about the past. Two
carers described taking things in for their rekativ hold she liked cuddling a soft toy
but it was soon lost.’

Informal carers generally found visiting very diffilt and some said they would like to
take their relative home but were too scared obedrtg able to cope or that their relative
would not want to go back to the care home and avbal/e needed support from a paid
carer to make it work.

In assessing emotional needs [Table 7/8 page 20y warers described their relatives as
being bored and linked this to the lack of appateractivities.
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Recommendations

» Each person should be individually assessed tagediie most appropriate type
of activity

» Activities/stimulation must be person centred aalctinto account the person’s
previous interests and life history

» Activities should take place at a time of day thaits the individual person

» The provision of activities and stimulation mustdeen as a necessary core skill
for all staff

» Activity workers must have training in dementiapn@aunication, person centred
care, difficult behaviour and activities

» Carers should receive help and encouragement fewenstaff to provide
activities and stimulation

» Activities should inform care plans, reinforcingethalue and strengths of the
person

* To make the provision of activities / stimulationeality there needs to be
training, and financial and management commitment
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6. Carers’ needs

Palliative care not only provides a holistic apmto#o care for the person with the non -
curative illness but also supports the family. Ehierrelatively little research exploring
the feelings of carers once somebody has gondangpterm care, but there is a growing
awareness that ‘older people and their relativdaagely unprepared for the reality of
nursing home life*®

6. 1 Carers views on keeping their relative at home

>

15 informal carers would have wanted to keep tledative at homé know | had
reached breaking point but I still think, if it hd&een possible things would be
different and he would not have gone down hillegmialy’ (the carer described
how with the existing care package she was unaldepe and on occasions was
frightened)

Nine informal carers who would not have wanteddegkthem at homéle had
such a stormy relationship the last year she wasoate. | hated her, | am

glad she has lived long enough for me to love lgaira All the bitterness has
gone’

Many carers would have liked to keep the persdroate but felt it was
impossible either because the person would ndéesettheir home or that they
recognised that they could no longer cope. Onégman said that he would have
needed towin the lottery, move to a big house and employ@dr care’

The carers who felt they did not want to keep taiespn at home had all
considered it but felt that it was either too diffit or that their homes were
unsuitable

Carers said they would have needed either 24 tavarar large care packages to
make keeping the person at home work

Chart 8: Person with dementia’s wishes about goinmto long-term care
described by their relative

Person with dementia’s | Number | Comments
view of care homes

Happy to go into a care | 3 ‘Her Mum went into care. She would nagt
home have wanted to be a burden’

Would not have wanted | 16 ‘My mother made us promise never to put
to go into care her in a home’

Not able to discuss 6 ‘We thought we would go on forever’

‘She never looked ahead or thought abput
the future’
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The carers were asked how they felt about pladiag telative in care setting and how it
feels now. (The length of time the relatives hadrbm long term care varied from 8
weeks to 6 years)

Carers’ Comments

‘It was taken out of my hands, it made it easier’

‘Slightly better still tearful at times’

‘I have been through the grieving process butll el guilty’

‘I am more used to it now, | used to cry all thepmme’

‘It feels just as raw as it did the day he wenthree and a half years ago’
‘| feel sad and angry if only | knew then what blnnow | would have tried
harder to keep him at home’

From asking these questions it is possible to catecthat in many cases long term care
was neither the wishes of the person with demertidhe carer. Also over half the
carers interviewed continue to carry the burdethefdecision to place their relative in
long- term care for many years to come.

6.2 The Care Manager’s perspective of the carershvolvement in the
care of their relative once they were a resident ifong -term care

Managers were asked to give ways in which theyligbthe carer in the care home
setting. 13 out of 33 managers said they mainly wse to one contact to talk to carers
but that sometimes it was difficult. Others desedilinvolving carers through their
participation in developing care plans for thelatwe. Some Managers assumed that
carers did not want to be involved in physical care

6.2.1 Care staffs’ views of the carer’s role oncéé person was a resident
in the care home

A number of staff thought it was important to inveland support relatives, also that
visiting was important,Their face lights up when they get a visitarhelps staff
morale’ Other care staff expressed the idea that relatiee®ot want to be involved}’s
hard for them to accept and they don’t know howdpe’

A widespread problem seemed to be that there vigmdisant numbers of people who

received no visitors or that as the dementia acadutine families visiting patterns
changed often becoming more infrequent.
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Over half of the care staff interviewed expresseégative image of relatives:

Care Staff's Comments

‘They have a small role they are often uncomfoaadyid expect too much from us,
they tryto shift the guilt and think we should do more’
‘Sometimes they are critical of the care yttransfer their guilt’
‘Relatives are quite self centred’
‘It is demoralising for staff when relativesrtt visit’
‘Their visit often upsets the resident and &eehto sort it out afterwards’
‘Visitors are really bystanders it is no lomgieir responsibility’
‘Staff don’t get support from relatives’
‘Some are dumped here, families feel guilty’

6.2.2 The carers’ perspective

Informal carers expressed a range of views on ¢igee of involvement they wanted in
looking after their relative:
» 14 informal carers felt involved in the care, twgpractical ways and they were
all happy with the level of involvement
* Five would have liked to have been involvei it's been taken away from me |
would like to do bits for him’ ‘It would be a wayupsetting staff’
» Six were happy for the care home to take over

Recommendations

» Informal carers must be seen and treated as indilsgdwith recognition of their
own particular needs and relationships within dmaify

» Training is required to help bring about a chanigatitude and give staff a
greater understanding of carers needs

» Clear boundaries and guidelines need to be edielliwith each family on an
individual basis

» Carer partnerships with the care home need tothblehed, perhaps in the form
of a ‘contract’

» Staff should develop a plan to effectively involaérmal carers, at a level they
are comfortable with, throughout the course oEidis

6.3 Support provided for carers

The carers were asked if they shared their feelvitisthe care staff
15 out of 25 carers said they did not share tleilirigs with care staff:
‘No they have enough to do but sometimes | leavaetiocand upset’
‘Never discussed my feelings with the staff but tieve never asked, sometimes
they put their arm round me and are friendly’
‘No | don't like to bother them’

35



The staff were asked to describe what support pineyided for relatives:

» Some homes offered relatives business meetingsevdspects of running the
care home are discussed but were not seen as & wiezarer support. The
uptake and interest in attending such meetingdavas

6 carers had support from Alzheimer Scotland Supgpayups and found
them helpful

The remainder of carers mostly felt they could ngenaith family and
friend’s support.

One carer felt that support groups waret‘her thing’

Managers reported trying to get support groupsingbut there was not the
support from the families

vV V V

Recommendations

e Carers should be routinely made aware of any stigpailable within the
home and support which is provided by external wiggions

» Staff should be aware that support groups are ex#ssarily a static thing and
may be dependent on a particular group of resicirdaay one time, and
because there has been no interest in the paayihot always be the case

* Training is provided for staff on group work

* One to one support should be encouraged with thevikeker

6.4 Keeping carers informed

Over half the carers did not feel they had suffitiaformation about their relative.

Comment from carers

‘Yes they are sensitive they don’t overburden you’

‘They always seem cagey | sense it is not the vdiotg’

‘I would like more information,

| feel they are holding back’

‘It was sometimes difficult to find the right tiraed person’

“No I didn’t trust what they told me’

‘No it's difficult to find information out, don’tlavays tell you if they have fallen and often
don’t seem to know ...don’t trust them’

‘| feel they are not allowed to say what really paps if there is a fall | get conflicting
accounts of what has happened’

Recommendations

* A culture of openess should be fostered in all baraes

» Sharing of accident reports and involving the reéain care planning is
essential

» The key worker role should be developed to invdihecarer more
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6.5 Reviews

Reviews should form a key part of keeping the chath informed and provide a regular
forum for them to discuss their concerns and feslinn an unthreatening and
constructive way.

The majority of care managers say that the reviemegss to assess the success of a
placement is generally carried out within the firgb months and then at six monthly
intervals, to which carers are invited. Howevereéghhomes did not hold reviews at alll.
All care homes stated that they reviewed the clam ipternally on a regular basis
(usually monthly) It is generally the remit of thecial workers to organise reviews
however they report having difficulty in keeping wggh them on a regular basis.

6.5.1 Carers’ experience of the review process

The majority of carers had not regularly been imedlin a review process, which would
appear to be in direct conflict with what the car@nagers said. Three carers had tried to
arrange reviews but only one had been successhnyMformal carers said they would
have liked to be involved and would have welconeddpportunity to discuss how well
their relative was getting ohwould like to know if she was any bother andhére is

more | can do’

Recommendations

» As social workers appear to be unable to orgaeigews on a regular basis
owing to other pressures perhaps a review proaesd be developed in house
inviting social work/GP/District nurse input if geoularly relevant

* Reviews should occur at least yearly but preferttirige to six monthly
depending on the individual resident

* Monthly reviews of care plans should be shared thighcarers

» Carers must be invited to and be a part of allewsi

» Carers must be able to have a review if they recures

» Reviews should not be a negative experience, lmviglr opportunities to discuss
positive achievements as well, and these shouldftected within the care plan

6.9 Key worker

Key workers form an essential link and means of momication withrelatives. Many of
the communication difficulties and support mechasisor carers can be overcome if
there is an effective key worker system in pladee Key worker system can also build on
trust and developing relationships with the cafée key worker can provide a familiar
face and a reassuring word for the carer. Equialyrole of key worker can also be of
benefit to the staff as it can provide them with gatisfaction. All the larger care homes
visited operated a key worker system but half #rers interviewed did not know who
this was.

37



Recommendations

* The key worker system needs to be fully developedllicare settings and
training and support provided to help them devethair role

» All carers must be able to identify and have ati@hship with their key
worker

38



7. Organisational and management factors that inflance the
guality of care for people with end stage dementia

There are number of organisational and trainingeisghat will impact on the quality of
care provided by care home staff, and thus affects well the palliative care needs can
be addressed.

7.1 Training

Whilst training may not be a ‘panacea to ensurirag person centred care is practi¢gd’
it is certainly a key element in ensuring thatfstaé equipped with the necessary skills to
allow them to find their job fulfilling and to fesupported and valued.

The Regulation of Care (Requirements as to Care Servisg(Scotland) Regulations
2002states in relation to training that staff shoudovéda training ‘appropriate to the work
they perform’ and ‘suitable assistance, includingetoff work, for the purpose of
obtaining further qualifications appropriate to lswmeork.” By questioning the managers
and their staff it is possible to see how succésiséy were being in meeting the
regulations and what extra help was required tblerthem to meet training
requirements.

» 21 homes said they provided training on dementia
> [1At least 10 homes were not providing any tragnam dementia

The managers interviewed were not always ableytdewa frequently training in
dementia care was repeated and were often undleat the actual content of the
training. The training was from a variety of sowwesd took different forms, ranging
from workbooks, in house, talks given by Commuiigychiatric Nurses and external
courses. A number of homes are supporting staditir the Scottish Vocational
Qualifications programme although the modules n@ynecessarily be dementia
specific.

Care staff were on the whole keen to have trainidigere dementia training was
provided it was concentrated within specialist detigeunits.

7.1.1 Resource implications

Care homes struggle to meet the financial implkcetiof mandatory training and they
see dementia training as an additional financiadiéo. In addition to the actual training
costs there are additional costs in covering tte Bnd therefore in many cases training
is in the workers own time and unpaid.
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7. 1. 2 Quality of training

The quality of training appeared to vary considsralnd often did not include key issues
such as communication and behaviour. In additioa staff reported that their training
was infrequent and not extensive enough.

An example of a successful training programme le@s identified in North Cumbria
Mental Health and Learning Disabilities NHS Trustete a comprehensive training
programme is delivered to care homes, backed wementia care mapping and
outreach teams to help and support care homessiAthig training programme is not yet
accredited, it is anticipated it soon will fe.

Recommendations

* There must be an overall strategy for the demératiaing of care home
staff throughout all care homes providing carepeople with dementia

* There must be a commitment to work towards an ddecdementia
training programme for all care home staff

» To improve the standard of care there must be sovarall responsibility
and financial commitment to help with the provis@frdementia training

* Social Services and the Health Board should consadléng some
responsibility for the financing of dementia traigias in North Cumbria

* The implementationf a service similar to the North Cumbria projecid
be beneficial where a rolling programme of trainias offered to care
homes

7. 2 Recruiting and retaining staff

Although not specifically asked six managers déectidifficulties in recruiting suitable
care staff. One described difficulty in attractitige right sort of persorand another said
that there was a huge problem in recruitinigespite paying £6 per hour with enhanced
payments for unsocial hourdl'rying different shift patterns did not necessaaittract
dedicated staff. Another describestruggling with bank staff and quality of staff
available’

Smaller more rurally isolated homes found that tielynot have such problems in

retaining staff and had a constant workforce. Ty be because there were limited
employment opportunities in the area.

7. 3 Staffing levels
The majority of homes found the minimum levels taffisrecommended by the Care

Commission inadequate to care for people with éagesdementia and therefore they
provided more care staff dependent on workload. él@s, some homes had no
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flexibility in the number of staff per shift and vked within Care Commission
Guidelines. These homes appeared to struggle onghmanager describing it as a
‘nightmare and that tempers get frayed.

Two smaller homes found there were problems orcl bhift because of peoplkeun
downing’ (people with dementia often become restless indtieeafternoon or early
evening) and there were insufficient staff to cofeother home had difficulties at night
when extra staff were necessary but not economieible.

7. 4 Shift patterns

A number of homes used a 12hour shift pattern #hdwgh some staff liked the amount
of time they had off it was not universally favodr&taff complained that it was very
tiring, and made continuity of care difficult. ltas especially a problem in the late
afternoon when people with dementia are tired @artaps at their most restless and the
staff were also tiredsome nights | have had enough | try to be patient’

7.5 Support for care workers

The majority of care staff interviewed felt theyreevell supported, either within their
teams or from a senior or care manager, howeverasex staff said they did not feel
supported or had to ask for support. The suppok teany forms such as peer group
support or regular one to one supervision. The ritgjof care staff had yearly
performance appraisals.

Recommendations

» Shift patterns and number of staff available shoefttct the needs of the people
with dementia for example if there is a particyladstless resident, managers
must take this into account

* The Care Commission should review the minimum istgfievels and encourage
the use of a sliding scale related to the work load

* Increased training, support and remuneration cbald to reduce the turnover of
staff and improve staff morale
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8. External support services

8. 1 General practitioners

General practitioners (GP’s) play an important parhanaging the health of elderly
residents in care homes. The approach in DumfnidsGalloway to medical input to
homes varied from practice to practice, but wasgdly reactive rather than proactive.
The care managers pointed out that there wereguarephysical health checks for the
residents.

Some residents were able to keep their own GP whilsther settings there was a GP
allocated to the home. This worked particularlylvrebne care home funded by the
NHS because regular clinics allowed the doctoraeetan in depth knowledge of the
person.

The regularity of visits also varied; some homes Wwaekly visits or phone calls whilst
others relied on call outs. Care managers repootéztling better supported when the
GP had a regular visiting pattern.

Care Managers relied on the support of the GPsraard/ had good relationships with
the particular practices involved with the homelyQwo homes described the service
they received from the doctor as poor. Consistevey highlighted as a problem with
particular concerns about the lack of continuigttthe service NHS 24 Hour Direct
gave.

Case study A view from a Care Manager

‘Sometimes we feel isolated and left to cope. Tivagea recent incident when we
were screaming out for help; eventually there wasdmission to hospital but not
before four visits by different doctors prescribtifferent medication. The Staff took
it personally, and they were aware that they weseaoping. The Management
committee - listened but did nothing. We were suoieg out for help but nobody
came...we were perhaps sending out mixed messagassbege did not want
admission to hospital... but we felt let down

8. 2 Review of medication

Whilst it was more likely that a regular reviewroédication took place in care homes
where there were nursing staff present it was aoessarily the case. In most homes
medication was not reviewed regularly; researchshasvn ‘the elderly receive 45% of
all prescribed medication, 78% of which is issusdepeat prescriptions. This potentially
represents a huge problem as elderly patientsétead to be at high risk from
inappropriate prescribing, either from an unsuéatioice of drug, dose or duration of
treatment or from inadequate monitorifig’
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Monitoring of all medication is vital for people tividementia but perhaps even more so
given the widespread use of neuroleptic drugs.SIEN guidelines 22 states in relation
to neuroleptic medication:'the prescriber must be continually aware of thie ofsside
effects and balance his risk against any percdiee@fit. Treatment should normally be
short term and should be regularly reviewed. Theedshould be reduced as soon as
possible and treatment stopped if it is no longseatial®

There was no attempt to measure the use of netimfapdication in this project but the
staff indicated that the drugs were often useddiog periods, and said reviews of
medication either did not happen or only happeresibse the care staff were proactive
in arranging them.

8.3 Sharing medical information

Many care home managers felt that they were girsafiicient information about their
resident’s health problems and informal carers voéen unaware of changes in
medication but were usually contacted if there sasrious problem.

8.4 Overall medical care

The care managers were asked how willing doctore teeinvestigate other health
problems and the majority found doctors were syhmgtat and tried to make an informed
judgment taking the carers views into account. FFoamnagers thought there was still
some element of an ageist attitude, this was psrhagre evident within the hospital
setting, and a further two managers considereddb®rs they dealt with were reluctant
to investigate other health problems.

For care home staff to feel supported it is impartaat if a problem arises which the GP
cannot solve then expert advice is at hand, armé teeminimum distress to the resident
and their relatives. The majority (22) of care ngara were satisfied with the support
they had from the psychiatrists. There were sorg®mnal variations and some care
managers described the serviceshsw’ with referrals taking up to two weeks, this may
have possibly been because the referral was vi@khéne manager identified the
problems of a referral to a learning difficultigsesialist.

Recommendations

* GPs should try and provide regular visits to atedaomes. This would provide a
better monitoring of health and a proactive rathan reactive approach to health
care. It would also provide support for care hotadf s

» Greater use could be made of nursing servicesasi€}PN’s and District Nurses
to provide monitoring of psychiatric symptoms amgygical checks

* In some circumstances it may be more appropriata gven practice to assume
responsibility for individual care homes, as thaddfés of continuity might
outweigh the resident maintaining links with thewn individual GP
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» Policies to ensure monitoring and review of meddrain all care settings should
be developed

* SIGN Guideline 22 must be adhered to and wherevssiple the use of
neuroleptic drugs avoided

* Relevant medical information should be shared withcare home

8.5 Dental services

Dental hygiene is an important part of providingoaerall palliative approach to care.
Sore mouths and lack of dentures not only impingéhe nutritional aspects of care but
also on dignity and wellbeing

The care managers gave a range of responsesdwatitability of dental services in the
region and this reflected the shortage of deniistified in the Draft Health and
Community Care Plan 2005/2006.

The key issues identified were:

» Where a good relationship existed with local déstis the resident had their
own dentist there was no problem in getting treatrfer the residents

» Access to the Nithbank Community Dental service slas/, made more
complicated and slower by the process of refetraisng to be made via the
GP

» Once the Nithbank service were involved the servias slow; one manager

said it hadtaken 17 weeks to get a replacement set of dentamsther

manager described the community dentistving extracted someone’s teeth

weeks ago but had never returned to take impression

In some areas there was no community dentist dolaikt all

Seven managers found it impossible to get a ddntisesidents

Other managers identified the difficulties the desits faced who had their

own teeth and the difficulties of trying to maimtalental hygiene

YV V

Recommendations

* Until more dentists can be recruited, the currefdrral process to the
community dental service should be reviewed andgidemnation given to
making people with dementia a higher priority.

8.6 Community nursing services

The care managers were asked about their expesientee community nursing services
including Community Psychiatric Nurses, Districtrisies, and Macmillan Nurses.

The majority (32) found the services provided westoful and supportive. The negative
comments were that the CPN service was sometiraesssid that they were difficult to
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contact. Two managers pointed out that the advidetiaining provided by CPNs was
helpful. One manager suggested that there shoudgdaalist dementia support nurses
for the homes to access and this perhaps servegttioght the difficulties that CPNs are
faced with; how much is it their remit to train asubport care home staff?

Managers tended to have a limited experience o¥themillan Nursing Service.
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9. Environmental factors

9.1 Buildings

The information gained for this section was throggheral observation when
completing the interviews.

Throughout Dumfries and Galloway there are a vanébuildings used for care homes,
varying from purpose built units to isolated rugehnd houses. There is a number of
specialist dementia units and larger homes ara adlfiteded into smaller specific units to
allow residents to move from one area to anothéneis needs change. This is to be
welcomed as it is generally agreed that if peopet@be moved then it is ‘as
infrequently and as purposefully as possible.’

9. 2 New Builds

There has been much research into designing dearfeetidly buildings, and specialist
units and there is obviously a conflict betweenitleal and what is possible and
compromises often have to been made. Despite athaviag been sought for a number
of new builds there appears to have been lost typites.

Whilst there have been attempts to create smalehoonits, it was disappointing to find
that the staff found that the small dementia uaitked space, particularly in the public

areas, including the dining areas which were sdlshs it was impossible for relatives

to join them for meals.

The lighting was also poor in the corridors of aner of the new builds. Insufficient use
appears to have been made of the design prindifrencediate visual acce$$There are
well documented ways of identifying doors and tisilleut the use of this was not
widespread in the homes visited, nor was coloud tisdelp counter the adverse effects
of sensory deprivation. The sitting areas were ksamal background noise often loud.
Carers commented that TVs/radio were often on hatthere was no escape from
“noisy” residents. Personal effects in rooms wereoaraged in most settings, which was
encouraging, and many homes had a safe gardefeatiee.

9. 3 Older buildings

Older buildings presented their owners with addaiochallenges associated with
maintaining buildings that were sometimes listelgey often found it difficult and
expensive to heat. In addition there were sometuiifésulties in meeting planning
regulations.

Many homes suffered from fussy decoration, withhhigatterned wallpapers. Research
shows ‘walls should be solidly and imaginativelypugh neutrally coloured...the use of
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patterned wallpaper should be avoided on the wé®léis known that some patterns
cause problents: Also there were highly patterned carpets, ‘hgaatgerns can give the
impression that there are holes in the floor ot there are changes in the leV&l’,

Another very common feature was long confusing atcow corridors. The residents
did however have more space to walk about anditheglareas in older buildings
tended to be more spacious.

There were many homely touches and some exampirs®ifative thinking for example
a fire door painted with a mural.

The homes were generally clean and well maintawéd,the exception of a small
number of homes that appeared to suffer from umidesstment. However good the care
staff managed to provide, a poor environment hdstamental effect on the overall well
being of the residents and of carers involvemerdttidotes ‘Good design attracts staff
members and supports their efforts, and residentisdementia may be aided by design
more than any other grouf.’

The survey of where people with end stage demargidiving in Dumfries and
Galloway identified that many people were livingwith specialist units, in homes
where there were frail elderly people who were ainggly intact. These residents were
often described by care staff as being intolerdpeople with dementia, and staff are
constantly trying to balance the needs of the playlyi frail with those of people with
dementia.

Recommendations

* Any future developments must utilise all the ava#aknowledge on
creating dementia friendly environments

» Care home owners should be encouraged when refurgibuildings to
use dementia friendly designs and colours
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10. People with end stage dementia who are cared ft home

‘We are both swimming out to sea she is in the maatd | am on the raft... we
just carry on’

A total of 14 people with end stage dementia weeaiified as living at home and nine
carers agreed to take part in the interview protieststook place over a six- month
period in 2004.

This is a small sample and doesn’t truly refleet ttumber of people being cared for at
home. It was difficult to access carers to intevwin the community and although efforts
were made to identify them through the CMHT’s ardll Services Teams contacts
were not forthcoming for various reasons. Peopleeveeentually identified through
individual Social Workers, CPN'’s or were known tingh either the Dumfries or
Wigtownshire Alzheimer Scotland Services. The saofgbe project did not allow time
for contacting individual GP practices.

Chart 10: Mapping process — people with end stagesthentia living at
home whose carer was interviewed
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10.1 Other life threatening illnesses

Five out of the nine people had no other life thermg diseases.
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Chart 11: Carers’ relationship to the person with end stage dementia

Relationship Number of people
Wife 2

Husband 2

Sibling 4

Friend 1

10.2 High mobility needs

Carers identified that six of the nine people vetid stage dementia had high mobility
needs. They had to cope without moving and handtaiging and even though the
person may have been assessed as requiring tweegeapove them, the carer will be
expected to manage on their own if the person redunoving at a time that no care was
available.

Recommendations

» Training is provided for carers in moving and hamglland effectively
managing hoists etc

» Carers should not be expected to work outside #edthl and Safety
Legislation

10.3 Housing

Eight of the carers lived with the person who had stage dementia and one managed a
complex care package which allowed her mothewvwih her own home. They lived in a
range of places from rural isolation to towns amd variety of styles of housing, from a
purpose built adapted house to a housing assatidio The suitability of the housing

did not seem to preclude the carer from managirkgép the person at home if they were
determined.

10.4 Length of time caring

The shortest time that a relative had been thdifo# carer was 18 months and the
longest time was 12 years. Two carers describedthewrocess had ‘crept up’ and
described the last three to four years as intensive

10. 5 Views on the caring role

The views on the most difficult part of being aerararied, but there were some common
themes to emerge. These included lonelingsssilence is the hardest pathe loss of
freedom and feeling restricted, tiredness anddbsteep. Coping with the physical
aspects of caring was also an issue, for one hdsbaras the cooking, for others it was
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taking over the management of the physical neettoowi appropriate training.
Coping with emotional upsets, especially when thiesen they cared for became angry
‘he grips my hand if he wants to hurt naas also a problem.

The most positive part of providing the care wascdeed in different ways but each
carer found strength and pleasure in differentgfisome very small but the two
overriding positive themes were the unique relatn they had with the person and
appreciating when there was recognitigime smiles when she sees me’ ‘getting her true
character to shine throughSecondly the importance of keeping them in thein dmme
‘looking after her where she would want to be’ ‘sleesn’t say a lot... just occasionally
"myhome.”

The reasons given for caring for their relativb@ine also varied, three carers felt they
could do abetter job’and provide a better quality of lif€he has not given upwill
make sure she stays at home come what may evanniééds change | will fight for
nursing care.” Two carers had a bad experience with a care hooha &mnther two
carers felt they were financially better off kegpthe person at home.

Recommendations

* The wishes of carers who want to keep the persdmein own home should
where possible be respected and supported

Chart 12: Carer’s views on emotional needs of thegrson with end stage
dementia

alanmn

Happy Contented Afraid Anxious Bored
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Although the carers could not give an impartialwief their relatives emotional state
they identified higher levels of contentment anggiaess than families found when their
relatives were in a care home setting. This islamd how care home staff viewed their
residents' emotional wellbeing [Chart 7 page 20]

However, even when the person is cared for in tha&ir surroundings by their loved
ones sadness, fear, anger, anxiety and boredorstitidye present.
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10.6 Activities carers were able to provide for thie relative with end
stage dementia

The majority of carers interviewed provided a r&fd varied life for their relative and
there is no doubt that they were able give theqmevdth end stage dementia a greater
sense of worth and wellbeing than may be possilil@mthe care home setting.
However, for two carers it was still difficult telieve appropriate stimulation for their
relative and they perhaps needed more help andHduppengage with their relative.
Carers described a variety of activities, involvthg person in family life, reading to
them or sitting with them and reading a book gujetlking or having a laugh with
them, taking out for rides in the car and creapiggure boards. Also feeding them, was
important and was sometimes the only real way fakynvolved and connected to the
person

10.7 Meeting core care standards

The carers were asked the same questions as casedtaff and relatives of people with
end stage dementia in other settings. The majofitarers felt they were able to meet
the person with end stage dementia’s needs in tefiplsysical, emotional, spiritual and
social needshe still knows me argiiles and holds up her hands to nfdhére was
however some unmet need, with two carers descritiffigulties coping with anger and
anxiety. Another carer felt that although the pershe cared for had been a church
member, the minister seemed unable to help and thoright it was impossible to meet
spiritual need

Whilst this is not an impartial view of the care@yided, carers tried to give an honest
opinion of the care they gavia comparison to care in other settings, most efdarers
were more able to meet the core elements of caté¢hars provide a more palliative
approach to care.

10.8 Nutritional Needs

Ensuring the person had enough to eat was veryrianpdor the carers. One described
how upsetting she found it if her relative did eat. They went to great lengths to ensure
the person had an adequate diet. Two describethfgdte person and another of
providing finger foods and another of using the Imea wheels service to ensure the
person she cared for had a hot meal at lunch time.

10.9 Family Support

Four families provided practical support. Three ifeas visited but were not actively
involved either because they lived too far awagidmot want to be involved. Three
families found it difficult to cope or were busyttvitheir own lives.

Even from this small sample it is possible to $e tamilies react in different ways and
because there is a family network it cannot berassithat they will necessarily support
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or help the main carer, or person with end stageetéia.

10.10 Respite Care

‘Respite care is described as any service of |ungkeration that benefits a dependent
person. Respite care should be a positive experifemehe cared person and the
carer..... respite care may extend from a few haussfew weeks®

The respite care available to carers ranged frat Sineaks away from the home in
residential settings, daycare and input from cgenaies.

Research shows that ‘many carers of people witredéimstill only have limited access

to a break from caring and that a single type spite service, however effective is
unlikely to be effective in meeting carers ongoirggeds. Also quality standards may need
strengthening, in order to reduce variability irality of, and access to, servicgs’

All of the carers described it as either beingiclifit or very difficult to have free time,
and described only getting free timehen he sleep@Another described feelingut like a
piece of cheese and always watching the clock'

10.11 Access and success of respite care — shogds away from home

» Only one carer had found respite care completdigfaatory and took
advantage of it three times a year.

» Three expressed emotional difficulties with the {ghidea, feeling guilty, and
problems of letting go.

» A further three felt it was not necessarily benefito the person with
dementia. They described poor standards of cas@ydtation, thrush
infection, pressure sores, and of being unwelledarn home. This had made
them apprehensive about accepting future respige ca

» Two carers would not entertain the idea of respai® outside the home. One
fearing that his wife would not have the one to atiention she was used to
and the other did not feel there was an approphiatee close by. . One had
successfully managed a night away with 24 hour icatlee home. A Proper
Break also identifies that many carers ‘voice adnfee greater access to in
home respite’ and this was also identified by gisup of carers’

Recommendations

* More creative ways of providing respite care shdadgrovided including within
the person’s home, where familiar faces and sudimgwill be less stressful for
the person, and therefore more reassuring fordhes c

» Respite care, to be of value must meet the neeldstbfthe carer and the person
with dementia

* The quality of respite care within the care hontérsgs should be addressed
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10.12 Day care

Carers place a high value on day care servicesp#rceived that they are benefiting
both the carer and the person they look after harktis some evidence that day care
attendance may have an effect on the eventual éateyinto long term care Alzheimer
Scotland specialist daycare meets the needs ofgadih moderate dementia but not
necessarily people with end stage dementia who higyephysical dependency.

There comes a point in the illness when becaugbysdical frailty, or simply because the
illness has advanced so far, that the practicafisending someone to a different
environment for a day, or simply the journey itsbcomes impractical.

Whilst it may still fulfill the needs of the carar providing respite, it may not be of any
benefit to the person with dementia. It seems gedhat at this end stage point of the
illness, the carer has less access to suitabléeesp no specialist service available to
meet the specific needs of the person they arag &or.

10.13 Access to day care

» One person had never had day care, it had beerdfieit she had not enjoyed
going

» Two people were still able to attend Alzheimer &owd day care and it was
beneficial as it provided respite for the cared atimulation for the person with
dementia.

> Six people had previously had Alzheimer Scotlanglce but reduced mobility
had meant that it was no longer possible for thegotto this day care provision.
They had been offered an alternative day care witie care homes but it had not
been very successful. Three carers declined tothengerson to another day
care, one for financial reasons. Where possiblewese offered additional
services such as Crossroads but carers pointeédeyuho longer had so much
free time, as it was for fewer hours,

» The remaining two did use the service within theedaomes, one described it as
‘a baby sitting serviceanother described a real struggle to get him to go

Recommendations

* When day care no longer meets the needs of theidudil person, a similar
number of hours of specialist care and stimulastoould be provided within the
person’s own home

» Greater recognition by the statutory sector ofrteed for appropriate services
and respite for carers

» If the carer has made the decision to care fop#reon at home until they die
then these wishes must be supported.
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10.14 Home care agencies

The packages of care provided varied and the $itteen reflected the complex needs of
people with dementia in this group. It was eviderd number of cases that the resolve of
the carer to keep the person at home was not tmdberestimated; they described

fighting for the care package, or falling out witte social worker and in one instance the
fight to have Direct Payments.

There were examples of innovative care packages:

Case Study 1

The most complex case was a daughter whose camviictikeep her mother in her
own home supported by carers was to be admiredmdérer with the help and
support of the social services has the maximum atafucare allowed; in addition
the daughter used her mother’'s savings of £60@np@th to augment the care
provision. She felt her mother was happy in her ¢tname. This would not have begn
possible without the determination of the daughter

Case Study 2

A lady who was determined to have the care packédmgeh suited her and her
husband’s needs had to fight for two and a halfs/eg@aaccess direct payments to
enable her to have the care she wanted

Other carers also described complex packages efacat one had a night sitter that was
helpful. A common theme was the fight it had takeget what they wanted and of
disagreements with social services and other hpattfessionals. The process was often
described in terms of a struggle. This may havbaqes been because the professionals
felt the time had come for the person to go intgglterm care.

Carers described needing greater flexibility in ¢kevices provided, a greater continuity
of the carers providing the care and of the cangiged being less restrictive. The carers
described the help they would have liked as béiatp with the housework, garden,
shopping and a night sitter but they would not tikénave to pay more money for this
help.

Recommendation

* A commitment from health and social services prEifasals to keep people with
end stage dementia at home without carers fedtiegghave to ‘fight’ for services

10.15 Carers’ Assessment
Since 1996 carers have had the right to an assessifrtheir own needs. The

Community Care and Health (Scotland) Act 2002)ave the assessment process more
strength; it gave carers a legal right to an assessof their needs and is their chance
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to discuss with social services what help they neéla caring. It is also an opportunity
to discuss any help that would maintain their owalth and learn to balance caring with
other aspects of their life, such as work committsi@md family life.

Despite the legislation only one of the nine caveas aware of having an assessment of
their own needs and this was only because the backinsisted on it. She felt it had
made no difference to the amount of help she wasngi

10.16 Carer Support

The carers did not necessarily have support frasams. Sometimes they did not have
enough spare time to come or they were held ahwverment times. However three carers
did attend support groups and found them helpful.

10.17 Support from professionals

There was a mixed picture of support from the msifenals with the majority of carers
feeling largely unsupported. The overwhelming inggren was that there was no real
commitment from health and social services protesss to keep people with end stage
dementia at home and without the determinatioh@fiarers it would not have
happened.

10.18 Carer access to information and training

Carers were coping with complex physical care ngedsdldition to the problems
associated with dementia. Whilst there is muchrinftion about dementia available, it
was interesting to see how well informed carerseveed if they thought there was
further training that they would have found helpful

10.19 Information on Dementia

Only one carer did not feel they had sufficienbmfation about dementia, the remaining
eight thought they probably had enough informat©ne felt there should be more
publicity about dementia, and another thought & wat always possible to follow the
advice given

10.20 Courses attended

Three of the carers had had previous nursing expegi, which they described as
invaluable. A total of five carers had attendedrsea on dementia and had found them at
least in part helpful. One described the coursepasng too late in the course of the
illness and another that training on moving andlliag was not specific enough.

Four carers had had no training and one pointethatishe was expected to deal with a
new style of colostomy bag without help and was alaving difficulty managing the
incontinence despite the use of pads.
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Recommendations

» The benefits of courses and information is recaghes a form of support and
empowering carers

» Appropriate respite care should be provided tonalttendance of suitable
courses

» The primary care services provide greater suppattracognition of the difficult
role that carers are providing

» Carers must be made aware of their right to arsassent
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11. Psychiatric and acute hospital services

It was not a specific aim of the project to lookla care of people with end stage
dementia received in acute/ psychiatric hospittinggs and how well it met the person
with end stage dementia palliative care needs. Rewas many of the people with end
stage dementia were frail and ill these servicendal an integral part of their care.

11.1 Psychiatric Assessment over 65's Unit

This fourteen-bedded unit provides acute assessoeifder people with mental health
problems. The charge nurse was the only persorviaeteed (carers and care homes did
not provide any additional information and seenettsBed with the unit)

The Charge Nurse felt there were good levels aféchand untrained staff. He described
pain control as the first line of treatment for beloural problems and careful use of
antipsychotic medication often involving the preetof withdrawing drugs from people
on admission.

He identified a good thorough assessment thataeghwith others as important, (and
was commented on by staff in many other care gst@s being extremely useful.) Also
the need to involve relatives and a person centgrpach was adopted at all times.

He was aware of the challenges he and his teard tau# some are in common with
other settings. These included an increasing nuoiygeople admitted who were very ill
and often overmedicated and in his opinion theyikhbave been hospitalized earlier.
On some occasions there was evidence of malnougishim some of the people
admitted from care homes. Only a very few peopdeadnie to go home perhaps, three or
four per year. He felt this number could be inceeki§ there were more community
services available

He identified that sometimes there was unwillingnelssome departments to investigate
other physical health problems, and of difficultiedinding a dentist. There was also a
lack of occupational therapy and specialist physcpy.

There were some core areas of care that he fodinclittito meet in particular the
religious and spiritual needs, and providing atiggi

He described the building as old fashioned, whiaeest are few quiet areas and dark
corridors.

He also pointed out that the unit is only availabl@eople over 65 with dementia and
felt that people under 65 with dementia shouldlide 80 access the same specialist
service as the over 65’s.
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11.2 N.H.S Intermediate care for people with end age dementia

The care provision for people with end stage demaeavithin the NHS consists of two
Intermediate Care Units, one in the west of théoregnd one in the east. These units
were originally designed as Domus units and wermdel of care when ‘a priority was
given to staff levels and training and a domesitirsg’ and were seen as a resident’s
home for lifé”. There is also a small unit located within LocheraiCommunity
Hospital.

In addition there are 16 beds for people with éagesdementia contracted out to Well
Care, Allan Bank. Information about these bedsdtuded in the mapping and interview
process on care homes, as although funded by Hithhmard, they are registered with
the Care Commission and are subjeckiie Regulation of Care (Requirements as to
Care Services) (Scotland) Regulations 2002

The admission policy to the units is psychiatrst, land at the time of admission the
person with dementia would have specific behavigu@blems. However, as the illness
progresses these needs change and this has lethamge in the use of the units. They

are now seen as providing intermediate care (asgbds change the person is reassessed
and moved to a more appropriate setting) and ngelofollow the philosophy of the

Domus Units. There is currently a review in progresreassess the use of these beds.

Chart 13: Mapping process
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The same process of collecting information was w&éuthe care homes.
In contrast to the care homes staff were ableduige an accurate diagnosis
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11.3 High mobility needs

At least 10 (figures were not collected for Lochmaltospital) of the 19 people with
end stage dementia had high mobility needs and pleysically very dependent, perhaps
suggesting that it is difficult to move somebodgath a late stage in the illness.

There are a similar percentage of heavily physiadipendent people with end stage
dementia within the intermediate care settingmdke general care home population.

11.4 Information from the interview process

A manager, worker and relative were interviewedagh of the units using the same
semi-structured interview in care homes. In additiee manager from Lochmaben
hospital provided information. It was clear thatfStvere able to meet the physical needs
of people with end stage dementia, but despitenmdved assessment process, a good
key worker system, and medical knowledge, theree\gemnilar problems in meeting

other areas of care such as spiritual care or dpwvej a wider palliative care approach.

The intermediate units have a specialist role ieting the needs of people with end
stage dementia with specific behavioral needsrtizat not be managed within the care
homes. Maintaining the units as intermediate @azemoving the people when their
needs changed) has proved difficult and the staffid the mix of residents difficult to
‘manage’ and thought their skills could be bettdrsed with the people who had more
challenging behaviour.

The managers identified similar difficulties ofasting and training of care staff, and

said that although there were various packs anebgicvailable there was little time to
provide training. One unit described employing cstedf without experience stating
instead that they simply took on ‘just the rigbttof people’. Both care workers
interviewed identified the lack of training in demtia care and staff development as a big
problem.

11.5 Acute Hospital Setting

The information in this section is from commentdedy care staff, those who had
relatives in care, or who cared for them at hontethree carers who were recently
bereaved

The difficulties of caring for someone with demantiithin the acute hospital setting
have been well documented. In addition the capeople in general hospitals was
addressed locally in an unpublished paper predaydar Gary Morrison on behalf of the
Joint Advisory Group in September 2000. He idesdifthe view from the carers was that
the care of people with dementia in Dumfries andd@eay Royal Infirmary ‘was poor’
and ‘staff felt too busy to deliver individual caard to have an inadequate knowledge
about dementia. Carers often felt ignored and eberld®

The paper identified a number of ways to improwegéarvice provided to people with
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dementia. It was therefore interesting to gainvieess of relatives and care home staff
some five years later. Care staff and relativerewet asked specific information about
the acute services but wanted their views to bedhea

No attempt was made to interview hospital statigeess how well they thought they
were meeting the palliative care needs of peoplle @nd stage dementia, but it was clear
from both carers and care staff that the hospitalrenment was often seen to be
detrimental to the health and wellbeing of the permwith dementia. Problems were
identified during all stages of the hospital admissWhilst this evidence is largely
anecdotal the concerns were too widespread torimead.

11.6 Admission

Care staff were often reluctant to send peoplesphal, and one group of homes
encouraged relatives to provide a letter statiag ey did not want their relative to go
to hospital. One manager described having to waibhdurs in the Accident and
Emergency Department with the person on a trolley.

11.7 Hospital Stay

» All carers interviewed perceived the hospital elqgreze for many people with
dementia as traumatic and frightening. One carscriteed her mother being in
four wards in less than a week then finally beimsgllarged to a community
hospital

» Carers and care staff described the difficultiesrefuring that the person with
dementia was fed and of having to visit at meaésno feed their resident or
relative. Care staff also tried to visit to feed ferson. One carer complained to
the ward staff that his wife had not been fed aad wld'they were too busy
feeding three other<Other managers gave examples of people comingfo@ok
the hospital dehydrated and malnourished

» Managers pointed out that often people when theyrred to the care home had
MRSA infections

» Four people described the problems encounterealimiy a fractured hip all
describing a similar experiencéhey sent him home as soon as possible.. he was
a difficult patient .. he kept calling out for hisfe. They never tried to get him
walking again, he had no physiotherapy, his wouad badly infected and he
had a pressure sore and he seemed very sleepy’

» Carers often found that the difficulties associatéti the dementia were not
taken into account, and staff appeared only intedei® meeting the physical
needs of the person. In some cases carersdgletren struggled to meet these
needs, they statetie wasn'’t clean, fed or shaved and his mouth wasg. dihey
made me feel that he was a nuisance at night’al$ & nightmare that will live
with me forever’

> Relatives described some of the staff as havimar attitude” they treated her
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like a naughty schoolgirand of the staff not having the experience to dethl
dementia andresenting her going into other peoples’ lockeAnother described
the staffs’ approachs'patronizing’

> Relatives described feeling the way’

» Care staff described how somebody who was onlytjigncontinent on
admission was catheterised on return to the honuefedt that hospital staff
thought catheterisation was often seen as an gdiEyN0

11.8 Discharge
Staff and relatives also described a number otisst the time of discharge:

» Staff felt that people were sent back to the caraés too soon, and had
insufficient discharge information. Care staff wag routinely involved in the
discharge process

* When people returned to their own homes carers @féee distressing accounts
of poorly thought out discharge processes, of ratdinvolved in this process
and of not being able to cope when the person ¢emmee because of poorly
thought out care packages or care packages naj lveplace on discharge

There is a liaison RMN with responsibility withing DGRI but this post has a limited
remit.

A model of care that is proving helpful is one mered by the Cumbrian Heath Board,
providing an acute hospital liaison service. Outheaorkers work alongside hospital
staff, helping them to manage the person with déimemd they also link up with the
discharge process.

Another model of providing specialist dementia injpo hospital care is a three year
pilot scheme providing a specialist clinical nurs@n acute hospital to be known as an
Alzheimer Scotland Dementia Nurse. It will be basethe Royal Alexandra Hospital
Paisley and will be funded by Pfizer Ltd for thestithree years with an undertaking from
the Health Board to continue funding the post dfterinitial three years.

The recommendations are in line with those maderiNlorrison’s report.

Recommendations

* Admission to hospital should be prevented if apalsible
* Nursing staff should receive more training in datreecare

* Ratio of staff to patients needs to be addresseshwhring for somebody with
dementia

* The need to take into account the diagnosis of démenust be stressed

* People with end stage dementia should be movedeleetwards as little as
possible

» Staff must ensure that people are well nourished
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» The discharge policy, including when the persadeimg discharged to a care
home, has now been reviewed but further monitosngecessary.

* Whilst there has been some progress in the flowfofmation and systems have
been put in place there is still more work to demsure the information gets to
the most appropriate person

* Development of a similar services such as the Cianlmutreach service and the
Alzheimer Scotland Dementia Nurse
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12. End of life issues

This section will look at the end of life issuespafople with dementia in all settings,
including those who are at home. Three carers wére \necently bereaved were also
interviewed and their experiences are included.

From Planning Signposts it is estimated thatadtl200 people with dementia out of
100,000 will die each yedt They die at all stages of the illness and mayfrdie other
causes other than dementia. There are no figuegkable for the number of people with
end stage dementia who die each year.

One of the difficulties in looking at the pallia¢icare needs of someone with end stage
dementia is that ‘despite the progressive natudeofentia it is not recognised as a
terminal illness and it is unlikely that it will lecknowledged as a contributing cause of
death® The evidence for this is to be found in sevenadiigts on causes of death
identified in death certificates ‘Dementia is undeworted on death certificates in the UK
by around 30-40 per cent, with some studies suiggestat as many as two thirds of
people who die with dementia do not have it recdmie their death certificate and
researches have concluded that ‘as a cause amrtbating cause of death it is not so
much overlooked as ignoréd.

It is therefore not surprising that relatives, cstadf and professionals are reluctant to
discuss the eventual death of the person with déaleat ‘What happens to individuals
late in the course of dementing illnesses, thegevof their death and dying, and how
those most closely affected cope with their grief and must continue to be, crucial
areas of concern for dementia care workers andatohs’’

An additional difficulty faced by care workers,a@Ves and doctors is the trajectory of
death that people with end stage dementia facen yid Adamson have argued that it is
a long slow process with no overwhelming diseasegss that makes the actual
diagnosis oflyingvery difficult to predict®

The Care Commission is keen to see relatives onsatm to care homes giving end of
life instructions. These may include practical ftah@rrangements and instructions about
life prolonging interventions. For many care mamadkis seems to be an inappropriate
time, for other managers it was not a problem anefal directions are dealt with as a
matter of course

When interviewed several carers welcomed the oppitytto talk about the eventual
death of their relative and were keen to have gebanhderstanding of what they might
expect as the disease progressed. Carers were a@steidend of life issues and if they
had thought about how they would handle decisiokinggabout life prolonging
interventions and most of them had given it sonoeigit and were keen to take into
account their relatives wishes. There was no e&peé of welfare power of attorneys
among the carers interviewed.
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Relatives comments on life issues

‘Keep him comfortable’

‘| was quite taken aback the first time | was askdte doctor made it sound as if he was too ol
for treatment. The decision should be from GodJehbeen thinking a lot about it lately; about K
quality of life and trying to make sense of its ijood to have the opportunity to talk. It's diificto
cope when there are so many close calls’

‘She would not want to be kept aljand]always talked about the blue pill’

‘I was angry when the Dr prescribed antibiotics wtes a family we had made the decision for
further active treatment’

‘It’s difficult to make a decision she was veryalillittle while aggand]the doctor misread the
situation and thought she was dying but she re@a/ée didn’t come back to us.

‘I haven't been asked but it's not difficult. Fdretfirst couple of months she just wanted to die.
has had enough. She doesn’t want to be here ang’mor
‘She has no value to her life now’

S

* From the variety of comments, it is clear that thia very difficult area to
explore but it does demonstrate that families lairgking about the eventual loss
of their relative and are, perhaps more open toudsng it in a sensitive way
than is commonly believed.

« For many, these issues had not been discussedh&ittare homes until their
relative was very ill and this may or may not be thost appropriate time.

12.1 End of life

It may be the case that people with end stage desrane sent into hospital for the last
few days or weeks of their lives. Three carers vebie to share this experience and were
full of praise of the staff, their understandingldmgh standard of care. It is at this stage
of the illness that perhaps the palliative careag@gh is most keenly identified and
understood by staff in the acute care setting.

It is interesting that these same carers who wetieat of the care prior to this final
illness, were full of praise for the staffs’ skalhd kindness. It is possible to conclude that
because the person is compliant and the physicalaced comfort are paramount, the
staff are able to demonstrate their skill and etigein this area of care.

Nevertheless the question remains whether if theessupport could not have been
provided either in the person’s own home or withia care home where there were
familiar faces and surroundings. The Liverpool Raih has been developed by the
Marie Curie to transfer the hospice model of carether settings and is recommended
by the NICE guidelines for supportive and palliatsare® With further research, which
is currently being undertaken by the Bridges Itiitg, this could be of benefit within
Dumfries and Galloway and reduce unnecessary atmsst hospital allowing a more
peaceful and dignified death.
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13. Overall Conclusions and Recommendations

1. The evidence gathered in this project identifiegardless of the care setting
similar challenges in providing a palliative cappeoach to care for people with
end stage dementia. Some settings are more sudcatssfeeting physical care
needs than others, but meeting the emotionaltsairiand social needs and
providing the essential sense of purpose for liviogild appear difficult to
achieve across all setting

2. There are a number of factors to be consideredsure a palliative approach to
care. These include the sharing of relevant medhéaimation, medical support,
management and environmental issues.

3. For families whatever way they remain involvether by taking the decision to
placetheir loved one in care and their subsequent iraraknt in that care, or if
they decide to keep the person at home, the neapidater understanding and
support is clear from all care staff and profesaisn

4. Whilst most of the buildings were clean and hignmeore could have been done
to create a dementia friendly environment.

5. There were specific difficulties identified whehe person with end stage
dementia was in an acute hospital setting.

In order to improve the quality of care for peoplewith end stage dementia living in
Dumfries and Galloway there are seven main recommelations: -

1. There has to be recognition of gaps in spepditiative and dementia care of the
most dependant group of people with end stage dgan&hose physical and
verbal communication needs are greatest.

2. Commitment to dementia training and relateddspor staff in all care settings
with the eventual aim that the training is accredlis vital. Staff should be paid
for attending training.

3. Carers must be allowed to be involved in the e level they are comfortable
with, and some form of partnership with the catéirsg should be adopted to
ensure all parties agree on the level of involvem@arers must be fully
supported if they decide to look after the persomoane.

4. There has to be a commitment to a change afreudind training of staff within
the acute hospital setting. Ways to support stedtisd be explored such as the
liaison service developed by The North CumbriansTar the Alzheimer
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Scotland Nurse Project currently being piloted Iy Royal Alexander Hospital
Paisley.

Relevant medical information must be availahlall care homes, as without it
they will have difficulty managing symptoms incladipain and be unable to give
truly person centred care. Proactive rather thaotiee medical care should be
provided.

. For recruitment, retention and development of ctaff there are fundamental
financial implications. Care staff's pay must beiesved.

To help people with end stage dementia makeesgitheir surroundings every
effort must be made to make dementia friendly emriments for them to live in.
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Glossary: Definitions used in this report

1. End stage dementia

‘By this stage of the iliness the person will h@evere fragmented memory loss. Their
verbal skills will be very limited and they will b@ientated only to self. The ability to
make judgements or solve problems will be lost, thieg will have no independent
function inside or outside the home. They will n&éedp with personal care and are
frequently incontinent.’

2. WHO Definition of Palliative Care

‘Palliative care is an approach that improves traditywof life of patients and their
families facing the problems associated with Iliestatening illness, through the

prevention and relief of suffering by means of gaikentification and impeccable
assessment and treatment of pain and other propgdgrysical, psychosocial and
spiritual. Palliative care:

1 provides relief from pain and other distressipignstoms;
affirms life and regards dying as a normal preces

intends neither to hasten or postpone death;

2

3

4 integrates the psychological and spiritual asgpetpatient care;

5 offers a support system to help patients livadisely as possible until death;
6

offers a support system to help the family copend) the patients illness and in
their own bereavement;

7 uses ateam approach to address the needseaitgand their families,
including bereavement counselling, if indicated;

8 will enhance quality of life, and may also pogty influence the course of
illness;

9 is applicable early in the course of illnesscamjunction with other therapies
that are intended to prolong life, such as chemafheor radiation therapy, and
includes those investigations needed to betterrstated and manage
distressing clinical complications"’

3. Carer

There are various definitions of a carer but fer purpose of this report the definition
used will be ‘the carer is a person who providesil& ongoing support to an entitled
person/s in an informal, unpaid capadity’
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