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establ

Three interventions were applied to this research 1) The deliveryofl r el and 6 s

Nati onal Dementia Of fi c e s ndidgeDemantiaifoa
Homecar e Wor kane sabe workers BH2C W) and 6 members of
Company Ab6s communi t y(CMMR B) dlgeecongpletion of
three questionnaires regarding dementia, emotional intelligence (EI) and
training delivery; and 3) The facilitation of two focus groups. Group one
consisted of 7 H C Wihbils group two consisted of 6 members of the CMT
and their service manager.

An extensive literature review indicated that despite a suspected 55,000
people currently living with dementia in Ireland, there is a vast educational
deficit in dementia care. The lack of dementia knowledge and skill-sets to
deliver person-centred care is of public concern and national priority. There is
a recognition for change readily reported by government bodies however,
minimal evidence is available to suggest where changes had been made or
when the implementations for change will commence.

The research methodology undertaken is underpinned by a mixed methods
approach, conducted in a systematic sequence and order.

The study highlights the need for dementia training that moves beyond
traditional didactic models of training, to training that captivates the importance
of EI. Current training deficits and the restraints of homecare tender
specifications, do not incorporate the psychological needs of a person living
with dementia.

trai

eam

Further research is required to capture what impact adequately trained H C W6 s
have on people living with dementia, if such training developstheElo f HCWO0 s

and how best to address the lack of specialisation and flexibility in the provision
of dementia care.
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1.1Background

I n todaydés Il reland, people with dementi ¢
services are engaged with. While there are many reasons for this, this is not
the focus of this piece of research, it is merely a contributing factor. General
misperceptions are held that home care workers (HCW®6 )shave the skills and
knowledge to cater for those with dementia. There are continuous reports of
sub-standard care being provided within the acute and community setting. This
piece of research focuses only on the community setting, with attention given
to the provision of homecare. While there are many titles held by those
employed to provide care and support to a person with dementia e.g. carers,
care givers, support workers etc. In this document the title applied will be
HCW.

Consent for participation in this research (see appendix 1) was sought by a
non-for-profit company, solely funded by the Health Service Executive (HSE),
located in the north of Dublin. For anonymity purposes the company will be
known from here on as Company A. Company A provides an annual average
of 220,000 hours of care and support in the community, with an average
turnoverof U 5 mi. Established int h e e ar |thye cdnpanyhéssa feam
of 220 staff, primarily built up of 200 H C Wéasd 20 staff allocated to the care
and support management team. The organisation has a client list of
approximately 600 service users; however, these numbers vary depending on
funding available from the HSE. The targeted group for this research was 52
H C W) along with 6 members of the community management team (CMT)

and their service manager.

Despite the growing demands for skilled dementia H C W Gompany A did not
have a dementia training programme in place. The organisation suggests that
budget restructuring within the HSE has put excessive demands on the
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organi sation for upskilling of HCWS®G s

living with dementia in the community. This in turn has created an influx of
H C WO reporting excess stress, exhaustion and an inability to provide
adequate care. HC W0 s have i ndi cat ed -setsaand
academic qualifications are insufficient when providing care and support to a

person with dementia.

To conduct this piece of research, from September to December 2018, |

t o

their

attended DCUOGs Person Centred Dement.i

Successful completion of this course awarded me the criteria to attend the

C

trainthetrainerscour se for AUNnder standing Dement i e

facilitated through I relandds Nafseeonal

appendix 2). Permission was granted by Company A to train the target group
of 52 ,Mi\Wodunderstanding that the remaining 148 H C Wovgould be
trained once this dissertation was complete.

1.2 Motivation for research

When there is little, or no short-term memory and the facts are misplaced in a
personds mind, feelings are often t
provision of person-centred care. Theii Un d e r s Demerdia for gomecare
Wo r k dacuses on this concept but not just for the person with dementia, it
includes the HCW. For this reason, it was deemed fitting to incorporate the

concept of emotional intelligence (El) into this piece of research.

The literature presented in this dissertation is mainly built up by academic and

government publications, both noting the significance of such an intervention.

This piece of research concurs with current available research, suggesting that

there is a vast educational deficit in dementia care; and the impact this is

having on HCW6s and those I|iving wi
clarity to the importance of research in this area, illustrating the estimated and

projected numbers for people with dementia in Ireland, living in the community,

2011-2046:
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Estimated and projected number of people with
dementiain Ireland and living in the community, 2011-2046

160000

® Estimated no. of
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120000
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people with dementia
E0000 living in the
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BOO0D0
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20000

2011 2016 2021 2026 2031 2036 2041

o

Figure 1: Estimated/ projected number of people with dementia 2011-2046

(Source: Pierce et al.,, 2014. Prevalence and Projections of Dementia in
Ireland, 2011-2046).

1.3 Structure of dissertation

The main body of this dissertation is divided into 5 chapters:

Chapter 1: Introduction i gives a brief introduction to the study and the

motivational reasons for conducting this piece of research.

Chapter 2: Literature review i an exploration of academic and government
publications that delve into the common themes associated with the research

question, with particular reference to the significance of such an intervention.

Chapter 3: Methodology T outlines the research methodology and the

approaches taken for the purpose of collecting primary data.

Chapter 4: Research findings and discussion i provides a descriptive
analysis of the research findings and discussions, outlining participants

response, experiences and opinions of the intervention.

Chapter 5: Conclusion i gives an overall conclusion of all work completed to

produce this dissertation, along with proposed future research.
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2.1 Dementia

2.1.1 Dementia as acrisis in Ireland and global

According to Mitchell et al. (2013) due to the lack of formal diagnosis it is
difficult to determine the actual number of people with dementia. There is an
estimated 35 million people living with dementia worldwide, an estimated
55,000 living in Ireland; and this figure is expected to escalate dramatically
(O6Shea and Mo nTaagthirdsnof thee05%,@0) are living in our
communities (Pierce, Cahi I | and Ob6Shea
Organization (2012) alludes to how governments must plan accordingly for
dementia care and the necessary financial supports. The Irish National
Dementia Strategy (Department of Health, 2014) identifies dementia as a
national priority and indicates its intention to care for people with dementia in

their own home, for as long as possible.

The absence of data in the area of dementia and the available services to
those with dementia is a key constraint to priority-setting (Cahill et al. 2012).
While the Cabhill et al. (2012) report focuses on figures relating to 2010, the
data does not correlate with other reports. For example, according to Wimo et
al. (2011) the Northern Europe annual estimated cost per person with
dementia i s U 3,&papptadd. Prindth(2007¢ wosking off 2005/6
figures report the average annual cost per person with dementia in the UK as
that of A25, 000 (G429, 00 Oepartthé annuallcostisCahi | |
reported at U 2 2 , (BUch reporting discrepancies make it difficult to present
the actual associated cost to a person living with dementia, which highlights a

requirement for present-time data collection.
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2.1.2 What is dementia?

According to OECD (2015), dementia is the second largest cause of disability
in people over the age of 70. O6Shea and

as.

fa neurodegenerative disease character:i
cognitive and functional abilities and social skills, often impinging on quality

of I'ife and the individual(®4). capacity

Dementia is an umbrella term used to describe a person who experiences
cognitive loss, social abilities and behavioural changes (Pierce et al. 2014). In
many cases resulting in a p-®dayactviiss i nabi
and navigate through physical environments (Parson, 2001). When providing
care and support to a person with dementia there are six psychological needs
that must be considered (Kitwood, 1997b). These are illustrated below, in a

di agram often referred to as Kitwoodébs f|

Attachment

Inclusion Identity

— | Occupation

Figure 2: Kitwood& flower of emotional needs

(Kitwood, 1997b: p. 82)
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According to Kitwood (1997b) the following come together to meet the central

need for love:

A Comofort - the need for being close to another.

A Identity - knowing who you are in cognition and feeling.

A Occupation - engaging in a project, activity and a general need to help
others or to just get involved.

A Inclusion i ensuring face to face interaction and the encouragement of
activities.

A Attachment - loss of attachment undermines a sense of security which

can have a devastating effect on the person with dementia.

2.1.3 Dementiatraining

There is slow recognition of the vast educational deficit in dementia care
(Kitwood, 1997a). While there is much research and literature available
regarding the importance of delivering dementia training, no literature was
found to support the impact that qualified dementia H C Wsdhave on a person
with dementia. Dementia training needs to be tailored for specialist roles within
services that embodies the incorporation of both knowledge and experience
to apply learning (Surr et al. 2016). None of the existing training available
appropriately addresses the challenges arising in dementia care (Kitwood,
1997a). It is of international concern that H C Wéak informed and effective
dementia training (Surr et al., 2017). Conventional papers/ qualification may
mean nothing when specific training on dementia care has not been availed of
(Kitwood, 1997b). There are many complexities to dementia, both the
complexities and negative attitudes pose challenges when a person with
dementia is presented (Crabtree, J. et al., 2010). The scale of this problem is
gigantic (Kitwood, 1997a). H C W darse the direct providers of care and support
to those with dementia, therefore they must be upskilled to manage the
demands of working in this area (Jansen et al.,, 2017). Dementia specific
training is often delivered quantitatively, looking at training large numbers
rather than looking at the quality of the dementia training. Mustafa et al. (2013)
propose that the educating and training of those working with people with

dementia is a global challenge. That although some organisations offer
Pagel6of 134



training, the training is delivered in a 3-hour slot, which trainers themselves
believe to be inadequate and therefore do not exert the delivery. Dementia
training should focus more on improving outcomes for both the person with the
dementia as well as the H C W&Surr et al., 2017). Adler et al. (2015) refers to
the lack of dementia training to be that of a public health concern, describing
the implementation of dementia training to H C W &as paramount for achieving
clinical competence. Smyth et al. (2013) describe HC Wdas the target
population for dementia awareness and education. Kitwood (1997b) describes
how person-centred care can be found when personhood is catered for.
Personhood is the acknowledgementofa per sonés aut hen
have an ethical status and their right to be treated with respect (Kitwood
1997a). Understanding personhood is a key requirement when providing
support to a person with dementia (Kitwood, 1997b). Other than the
AUnderstanding Dementia for Homeca
research, personhood is not covered in current academic HCW training in
Ireland. It is within personhood that the importance of a HCW being emotional

intelligent is explored.

2.2 Emotional intelligence (El)

2.2.1 The concept emotional intelligence

El is undervalued by society (Whitmore, 2010). El is just a different way of
being smart (Goleman et al., 2017). Often considered to be a non-intelligible
concept rather than a cognitive concept, it is continuously becoming more
prevalent in todayds soci elhiysthaflEhigjuse
as important as 1Q. Gibbs (1995) proposes that in a work environment it is 1Q
that gets you hired but that it is El that gets you promoted. As little as 4% of

| Q contri butes t oCoapermedrSavaiml®%/). Bl bas lbeens s

defined as:

1. fArhe capacity to reason about emotions to enhance thinking. It includes
the ability to accurately perceive emotions, to access and generate
emotions so as to assist thought, to understand emotional knowledge,
and to reflectively regulate emotions as to promote emotional and

intellectual growtho(Mayer, Salovey and Caruso, 2004, p. 197).
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2. fiThe abilitytomoni t or onedés own and others f

among them, and to use this information to guide ones thinking and
a c t i(Salovey and Mayer, 1990, p. 189).

3.AThe capacity for recogni ziathgrs, forur

motivating ourselves, and for managing emotions well in ourselves and
i n our r elGaléemam h998a,ipp3s7d (

2.2.2 Strengths within emotional intelligence

El is not stagnant and can therefore be developed over time (Convey, 2004).
A person can improve their EI through personal development and training
(Cherniss and Caplan, 2001). People with higher EI are better at establishing

and maintaining close relationships (Saarni, 1999). This is particularly

important when providing support to a person with dementia. A p er suesn 0 s

and general communication techniques experience patterns of disturbance,
often making communication difficult for someone with dementia. Empathy is
a way of capturing or sensing what others are trying to communicate at a
higher level, without saying so (Goleman, 1998b). As humans, we have the
ability to transmit our moods. While it often happens unnoticeably at first, we
will always recall our interactions with someone as uplifting or deflating.
Goleman (1998b) describes this as a powerful tool that is often invisible, subtle
and contagious; but suggests that there is great importance here as El
accounts for 67% of the abilities to be a successful leader. Moreover, many
organisations 80-90%, sometimes 100% report that the competencies that set

apart their top leaders are based on El (Goleman et al., 2017).

2.2.3 Emotional intelligence and leadership

Leadership is a foundation that is built from trusting relationships (Kouzes and
Posner (2002). Given the nature of the industry, in homecare leadership is
expected at all structural levels and within all roles. The high prevalence of
lone working can have an impact on the level of leadership management
applied to H C W6 Wheatley (2017) describes the importance of not micro-

managing and suggests that if increased productivity is desired, management
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must engage emotionally with staff, that it is through this type of engagement
that commitment, buy-in, creativity and imagination is achieved. Furthermore
suggesting that it is not about being a leader that is liked, but a leader that
helps others to discover their capabiliies and potential to deliver
organisational purposes. Much research suggests that if we enforce fear on
individuals that we suppress their emotions. In homecare emotions are what
drive person-centred care. Wheatley (2017) believes that it is this shift from
hero to host whereby people feel like they are a necessity within the workforce.

Asking a workforce to change from how they currently support a person with
dementia, to that of a more emotionally engaging approach will require
emotional intelligent leadership. Developing the EIl of leaders and mentors
enhances the emotional competencies within an organisation (Sosik and
Magerian, 1999). El is a contributing factor in almost 90% of successful
leadership positions (Chen et al., 1998). Emotionally intelligent leaders have
the ability to effectively address underlining feelings and emotions with a
person (Mayer and Caruso, 2002). Therefore making El an essential element

for the provision of person-centred care.

2.2.4 Emotional intelligence as a theory/model

According to Goleman (2015) high El, rather than cognitive abilities can be
linked to effectiveness and strong performance in the workplace. Goleman
suggests that there are 5 components within El: 1) Self-awareness, 2) Self-
regulation, 3) Motivation, 4) Empathy, 5) Social skills. The following is a chart

giving explanation behind his theory:
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Definition Hallmarks

Self-Awareness the ability to recognize and understand your self-confidence
moods, emotions, and drives, as well as their realistic self-assessment
effect on others

self-deprecating sense of humor

Self-Regulation the ability to control or redirect disruptive impulses trustworthiness and integrity

and moods comfort with ambiguity
the propensity to suspend judgment-to think

: openness to change

before acting P 9

Motivation @ passion to work for reasons that go beyond strong drive to achieve
Hohey onsiates _ optimism, even in the face of failure
a prqpensmy to pursue goals with energy and organizational commitment
persistence

Empathy the ability to understand the emotional makeup expertise in building and retaining talent

§f ovhexpropte : : ' cross-cultural sensitivity
skill in treating people according to their emotional SRS I R e
reactions

Social Skill  Pproficiency in managing relationships and building effectiveness in leading change
networks

persuasiveness

an ability to find common ground and build rapport expertise in building and leading teams

Figure 3: Goleman's five components of emotional intelligence at work

(Goleman, 2015: p. 6)

225 Gol emandé five components applied
2.25.1 Self-awareness
The ability to read oneds own emot.

impact is found within the self-awareness component (Goleman, 1998a).
People with high self-awareness are more capable of working with people who
make high demands, whereas a person with low self-awareness makes
decisions that brings on inner turmoil based of buried values (Goleman, 2015).
HCWG6s struggl e i n -awareness dus ® the eompbekitiesoé
supporting a person with dementia in an often reactive and unpredictable
working environment. Providing care and support can be emotionally
challenging. Being self-awar e i s knowing oneobs

(Goleman, 1998a). Self-aware HCW®& who have a good understanding of their
capabilities, can make good judgement calls and are less likely to set

themselves up to fail.
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2.25.2 Self-regulation

Impulses drive our emotions, self-regulation frees us from our own feelings,
often allowing for better moods and the ability to consider mitigating factors in
challenging situations (Goleman, 2015). H C Wsbare by nature lone workers
and therefore often have very little supervision or support. Without self-
regulation H C Wsdwould be more likely to react in a negative manner to the
daily challenges of providing care and support. In addition, Goleman (2015)
proposes that self-regulation enhances integrity and it is only when the
opportunity arises that a person with low impulse control abuses power for
selfish ends. H C Wstare often exposed to situations of temptation e.g. handling
service user o6s f i nan c-eegulateditneg can sasyonme&oone | S

impulsive urges.

2.25.3 Motivation

While many people are motivated by power, salaries etc. some are motivated
by a passion for the work itself. Motivation can be seen in someone who just
wants to do things better (Goleman, 2015). Research in this area has shown
that this is very typical of H C Ws6While hourly pay in Company A is by average
higher, a H C Wsdweekly take home salary can decease without warning. For
example, if the person with dementia becomes ill and is admitted into hospital
the HCW does not get paid for the hours he/she has lost. Therefore, this
indicates that money is not the real motivator for doing this type of work.
Goleman (2015) argues that when people love the work they do, they are often
committed to the organisation, even when they are headhunted by others.
Known as a reputable company, H C Wsat Company A are consistently offered
employment elsewhere in the private and black market industry. Company A
has managed to retain staff with approximately 70% of the workforce
employed by the company for 10 years plus, while others are employed for 30

years plus.
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2254 Empathy

Empathy is a key requirement when support a person with dementia. Empathy
is were meaningful relationships are built. It requires H C Wsdto have real
conversations were the sharing of knowledge and experience takes place. By
being empathetic a person can establish relationships with people with diverse
backgrounds (Goleman, 2002). An important aspect of person-centred care is
establishing a connection that will enhance long term respectful working
relationships (Kitwood, 1997b). Due to the requirement for intimacy and
empathetic engagement, the provision of care and support can be a vulnerable
place for both the HCW and the person with dementia. Goleman (2015) refers
to empathy as an antidote, proposing that people who are empathetic are
attuned to subtleties in body language; and can hear real messages beyond
the words been spoken. An important skill when supporting a person with

dementia, particularly when that person is non-verbal.

2255 Social skills

Social skills are not just about being friendly, socially skilled people have a
knack of finding mutual or common ground with people; and the capability of
moving people in the direction that they desire (Goleman 2015). Given the
nature of the tasks that is required in the provision of care e.g. personal care
(washing/dressing) it is important for H C Ws&o have social skills. People with
social skills are adept in influence and persuasiveness (Goleman, 2002). As
expert influences and persuaders, HCWs use their social skills to effectively
manage difficulties, in often challenging situations, particularly when

collaborations are required.

2.3Homecare

Company A, on behalf of the HSE provides Home Help (HH), Home Care
Packages (HCP) and Intensive Home Care Packages (IHCP), delivered by
H C Wdérsthe Dublin 1, 3 & 7 area.
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2.3.1 Home help

According to the Haslet et al. (1998) HH was introduced in 1972 and was one
of the key community services for older people. HH expanded over the years
to incorporate other persons within the community that required supports e.g.
family support (young children in crisis) and to those with a disability. In
summary the HH cliental could be expanded to capture any person within the
community whom required assistance to maintain their independence; or as a
deterrent for engagement in other already overwhelmed systems e.g. social
work. HH was later followed by the HCP scheme, which over time would see

the dramatic reduction of HH budgets.

2.3.2 Home care packages

The HCP scheme was introduced in 2006. According to the NESF (2009)
report as an administrative scheme, there was no automatic rights to avail of
aHCP.InsteadHCP6s ar e t yapailablatb pepplemerdthe age of
65, in accordance with the HIi®ERwIsd
care and medical conditions. HSE budget restraints are reported nationally,
detailing hospital bed restraints, all of which have an impact on the quantity of
HCP6 distributed to companies like that of Company A. Such budget restraints
can be a deciding factor as to whether or not a person is allocated a HCP,
despite their current requirement for support. When a case of advanced
dementia is presented, the HSE can apply for an alternative budget through

the Intensive Home Care Package (IHCP) scheme.

2.3.3 Intensive home care packages

ntranc

To dat e, Company A has only received 5 |

being near crisis point when referred. In 2015 Genio, supported the HSE in the
implementation of up to 500 IHCP&. IHCP& were initiated after agreement
with the Department of Health and the Atlantic Philanthropies. Genio was
commissioned by the HSE to complete a mixed methods piece of research on
the roll-out of these IHCP&. The research was completed between 2016-2018.

Research findings have not yet been published. The process for distribution
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of these IHCPO s ar e all ocated out si de t hat of

process.

2.3.4 National tenders

Since 2016, homecar e providers are required to
procurement department for all new HCPOSs.
a successful tenderer, all new referrals to Company A must be referred
through the HSEOs nat fficatioraditerib. dlhhdreecares er vi ¢
providers who were not successful in application can now no longer be in

receipt of new HSE HCP referrals. The HSE (2018) Service Specification for

Home Support is overwhelmingly based on standards that do not drive person-

centred care, despite setting a requirement for all homecare providers to

ensure the provisionofperson-c ent r ed car e t o aThestylen r ece
of care required in the provision of person-centred care is time consuming;

and therefore does not fit into the task orientated medical model of the HSE.

Kitwood is the most widely referred to expert in the provision of care to people

with dementia. Kitwood (1997b) proposes that people will not flourish in cases

like that of the medical model, that they will instead be reduced to isolation,
despair and what hThisstyte bflddivery doesmat prdmotd e at h 6 .
person-centred outcomes and fails to look at satisfaction levels of the person

with dementia. Furthermore, despite the requirement for such standards
specified i n t he HSEOGSs service speci fi
inspections of homecare providers to gauge whether or not person-centred

care is being provided.

2.3.5 Standards and the provision of care

Prior to 2019, inspections completed by the HSE were minimal. Since its
establishment in the 1 9 7 DQ@ompany A was inspected on two occasions.
Once in 2011 and again in 2013. The HSE have suggested that a team of
inspectors have been employed and that they plan to inspect homecare
providers nationally. No literature could be found indicating such inspections.
Nursing homes are subject to the statutory regulatory framework provided
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through the Health Information and Quality Authority (HIQA), homecare is not.
Therefore, outside homecare provided through national tendering, there are
no set boundaries for the provision of homecare. The rationale behind this is
that there is no legal framework that allows for organisations like HIQA to
regulate homecare. Regulation will require a change in legislation or the

amendment of a respective piece of legislation e.g. the Health Act 2004.

2.3.6 Lack of regulation

History will suggest that the lack of regulation leaves vulnerable people at risk
in theirown homesand yet nothing has changed. | n
APri meti me I nvestigateso exposedsubmany o]
standard provisions. While many organisations have since closed or been
taken over by new management, part of the recommendations at the time were
for the implication of new standards. According to the OECD and the European
Commission (2013) heavy administration costs associated to standards can
often prove to be a burden for providers. However, it could be argued that
there is no cost too great for the provision of quality care to our most vulnerable
in society, particularly those living with dementia who are less likely to

complain about sub-standard care provision.

2.3.7 Sub-standard care

Homecare providers have the potential to improve sub-standard care that is
currently being provided to those with dementia living in our community. This
type of intervention would help to overcome the high turnover of H C Wsbas
well as meeting the complex needs of those with dementia (Bdlenius et al.,
2017). H C Wansed to be equipped not only with regards to the physical work
but also the psychological tasks associated with providing support to those
with dementia (Kitwood, 1997a). Unskilled workforces contribute to the
delivery of sub-standard care. When H C Wdase more adequately trained in
the area of dementia care, this reduces the high turnover of staff, reduces

stress and brings about personal and professional job satisfaction (Brooker
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and Latham, 2015). Enforcement of training standards require the production

of government strategies and financial support for implementation.

2.3.8 Governmental training strategies

According to Healy et al. (2019), there is government recognition for the need

for dementia training. |l rel andds Nationa
2014 indicates that funding has been promised to three priority areas 1)

intensive home care supports, 2) GP education; and 3) training and dementia

awar eness. Il rel andds esunat capturd theiragdireda st r u c
person-c ent red approach to delivering dement
(2016) argue that there is a narrowness to providing dementia care through a

medically driven model and that this approach runs the risk of diminishing the

personhood of the individual. There is also a clear indication that the current

model of service provision for people with dementia lacks specialisation and

flexibility, all of which are essential in the delivery of person-centred dementia

care. Kitwood (1997a) suggests that the delivery of dementia care brings about

its own special organisational issues, but specifies that when employees

experience support and encouragement they will take their own sense of well-

being into how they operate/interact in the workplace. In order to capture the
complexities of person-centred care, skilled specialised trainers outside that

of the typical academic field, are required for dementia training delivery.

2.3.9 Shortfall of specialised trainers

According to Sheard (2008) management is drowning out dementia care, that
there is no focus on the individual 6s f e
the delivery of care from a patchwork quilt perspective filled with restrictions
and controls. Company A has recently invested in the training of two dementia
facilitators and agreed to pay all H C Wsdwho attend the training. This is rare in
homecare as most organisations do not provide training that is not specified in
the national tender specification. Kitwood (1997a) suggests that the scale of
the problem is gigantic and that there is a need for approximately 2000 trainers
in the professional dementia setting and likewise a need for an additional 2000
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people to help support those in the less formal setting e.g. family carers. This
i's a real indication of the crisis in to
are often considered time-intense and have an expense associated with them,
but while this may be the case, the delivery of effective training requires that
investment ( O 0 B et ale 2018). Research suggests that the making of such

investment enhances the working environment of the HCW.

2.4Home care workers

24.1 Informal carers (family carers)

Many HCWO0s assigned to HCPOs work direc
Typically made up of family members, informal carers often act as the required

second person in high dependency cases. This practice is common when

funding for more hours is not made available by the HSE, resulting in the two

types of carers coming together for the provision of safe, quality care. The

below chart suggests an average governmental cost associated to informal

carers to the value of 0807 million. The
of 033 per hour for a HCW which indicate:
support there is a national saving of more than . However, this saving does

not capture the cost associated with the adequate provision of dementia care

as it is not yet a requirement.

Number with dementia in Care hours per | Cost per hour (€) Total annual cost (€)
the community day

<65 3,046 8.33 10 92,627,309
65-69 2177 8.33 10 b/,489,634
70-74 5,363 8.33 10 166,273,983
75-79 1,766 8.33 10 54,747 9a7
80-84 5,764 8.33 10 178,696,872
85+ 7,988 8.33 10 247,663,374
All 26,104 807,499,128

Figure 4: Informal carers

(Cahill et al. 2012, p:53)
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2.4.2 Recognised qualifications

As part of the HSE (2018) national tender specifications in order for a HCW to

be allocated work under HSE tendered contracts they must ideally obtain a

relevant major award (e.g. QQI) at level 5 or higher. As a new entrant to
homecare, HCWO snust have two minor awarded mod.L
iCare of the Ol der Persono. Exi sting HCWCE
employment are required to engage in acquiring at least the two minor awards.

Dementia care is not considered in this training. Traditional forms of training

has been criticised for not capturing the practice learning required to be

empathetic towards a person living with dementia (Cowdell, 2010).

Inadequate training is commonly reported as a contributing factor to HCW

burn-out. People who work directly in the capacity of helping others often

experience vulnerabilities, usually resulting from a lack of vocational qualities

(Chernis, 1980).

2.4.3 HCW burn-out

Burn-out is a common theme in the provision of homecare and tends to
increase when supporting a person with dementia. Kitwood (1997a) refers to
burn-out as being significantly different to that of exhaustion, suggesting that
when a person experiences exhaustion that this can be remedied through rest
or even recreation, but that burn-out is often dramatic and results in people not
being abletoreturntowork. EI i nf l uences a personds abi
with everyday demands and pressures (Bar-On & Parker, 2000). There needs
to be a comprehensive approach taken to relieve such stresses experienced
by H C WsqButcher, Hooley and Mineka, 2015). Due to the reinvestment ethos
of non-for-profit organisations financial support is more likely to be make

available to meet these requirements.
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2.5Homecare non-for-profit organisations

Established s i, hanmecaré hom-for-prafé Orgasisations are
typically set up as charities and governed by a voluntary board of directors.
Due to ongoing cuts and resource scarcity non-for-profits generally have to be
more creative in their spending allocations, yet like that of for-profit companies
they strive towards achieving their goals and objectives (Pinho, Rodrigues and
Dibb, 2014). Non-for-profits have been exposed in many scandals that have
raised questions regarding their professionalism. Success in non-for-profits
can be seen when a learning is adopted as a culture and primary goal (Marino,
2011). As a non-for-profit organisation Company A has been in a position to
reinvests all surplus finances gained from the new HSE tendering process
back into the organisation, particularly in the area of training. In a comparison
study of non-for-profit and for-profit companies completed by Birdi et al. (2007)
the findings suggested that employees reported more training opportunities
within non-for-profit organisations, which was a contributing factor for

organisational performance.

2.6 Literature conclusion

While there has been considerable literature published with suggested
f 1 g u roeealsime data could be found to support the actual total number of
people living with dementia in Ireland. Over the last two decades, a number of

researchers and government publications have sought to determine the

negative impactthatuns ki | |l ed and i nappropriately e

on the provision of person-centred care to people with dementia. Moreover,
while researchers have examined the importance of delivering dementia
training, no literature was found to support the impact that appropriately

qualified dementia H C Wéwsuld have on a person living with dementia.

Research alludes to the importance of establishing a relationship between El

and dementia care for the provision of person-c ent r ed <car e isby

now widely excepted as an important aspect of supporting a person with
Page29of 134
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dementia. Concurrent developments suggest that El has been linked to
effective | eadership, a qual,ipdartigulatlylnat i s
their often lone working environment. Effective leadership, strong performance

i n the workplace; and Golemané6s five com
an adequate foundation in the provision of dementia training. All important

aspects for the provision of homecare.

The presented literature explored the types of funded care distributed by the
HSE to Company A for subsequent all ocat:i
national and global acknowledgement of identifying dementia as a priority.
Despite much government publications and research findings, minimal
implementations to support appropriate dementia training have been reported.
Moreover, literature suggests that current medically driven models of
homecare do not encourage person-centred care. It instead creates a
narrowness in the provision of care and support that lacks specialisation and
flexibility; causing a sub-standard delivery of care services through an
inadequate financially resourced system. Which in turn has been a

contributing factor towards HCW burn-out and service delivery dissatisfaction.
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3.1Introduction

For the purpose of gaining new knowledge in the subject area, research was
conducted in a systematic sequence and order. Research is a well-
coordinated activity that allows for the contribution of further knowledge to an
existing body of knowledge (Fellows and Liu, 2008). This chapter provides
information on the research methods used for the collection of data throughout
the study. The study was designed to establish a relationship between El and
dementia care for the provision of person-centred care by H C Warsthe non-
for-profit sector. The present chapter will discuss the methodology for the

study.

3.2Proposed research methodology

The Onion Model developed by Saunders, et.al (2009) was adopted as one of

the guiding frameworks for this study.

Philosophy

Positivism — - I
Approach to
. theory development

Methodological
Critical choice
realism H
N

Mono method
quantitative

//5':;;\

Experiment Archival
Research

Cross-sectional

/" Data \
{ collection \

method |
Interpre - |

I quantitative .

I and data J f':d_‘-'_ct_":"'_ -tivism |
\ _analysis _~ Multi- v
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\ Longitudinal r'ne_tho_d | ,,.-’
\ qualitative Y,
A\ Mixed method /:f

- simple ya
i
Mi h
! ped method Induction Postmod- i
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] - e
i = e T T L Time horizon
| Pragmatism ___—
| e

Techniques and
procedures

Figure 5: The research onion

(Saunders, Lewis and Thornhill, 2019, p. 130)
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The rationale behind the adoption of this model was that it allows the
researcher to break down the philosophy into more detailed sections, giving
detailed structure to the research. Sinha, et al. (2018) describes the research
union as a metaphor that uncovers layers of meaning which enables the

researcher to understand the phenomenon they are researching.

The second chosen guiding framework for this study was a phenomenological
approach which allowed for a Interpretative Phenomenological Analysis (IPA).
Smith and Shinebourne (2012) describes phenomenology as it he
phil osophical movement primarily doncer ne
73). In summary, phenomenology is a holistic approach to research whereby

the researcher engaging in a process of interpretation, trying to gather
information about the human lived experience that can never be truly
transparently extracted. It is important to note that by applying IPA the
researcher only has access to the participants human life experiences as
provided by the participant; and that it is for this reason that transparency is

not always present. Most research takes qualitative and quantitative approach
whereas IPA looks at the individual. Therefore, it was deemed fitting to
incorporate IPA into this study, as part of a mixed-methods approach and not
that of a sole approach.

3.2.1 IPA applied to focus group sessions

Participant in this part of the study were selected purposely. This is in line with
the theoretical underpinning of IPA. There are 2 focus groups in total, all of
whom are working in Company A in the study area and had a new knowledge
base of dementia. The first focus group participants were the CMT and their
service manager (7 participants), whereas the second focus group consisted
of HC W6 (8 participants). Both focus groups were audio recorded and
transcribed verbatim (see appendix 4). Transcripts were evaluated to review
similarities and differences. Due to its complexity, Smith and Shinebourne,
(2012) suggest that it is useful to describe IPA in distinct stages. For illustration

purposes the following figure has been devised:
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Stage 1 Stage 2 Stage 3 Stage 4 Stage 5

Researcher Researcher Researcher Researcher Researcher
Immerses in explores evaluates produces data | writes a

data emerging emerging making narrative
(transcripts) themes themes for decisions on account of the
noting connections the prevalence | study
observations, and of the data

reflections and similarities and

potential pertinence of

significances the themes

Figure 6: IPA 5 stages

3.3Research philosophy

AThe Research Oni ono phitbsoghy abkéhe fist laybrof r e s e a
the onion. fResearch philosophy refers to a system of beliefs and assumptions

about the devel op mé¢Saunder® ét alk 2009w p. €180y e O
Throughout the journey of research the researcher makes several types of
assumptions about the research matter (Burrell and Morgan 2016). Williams

and May (2002) refer to these as philosophical values; and suggest that these

values are defined by varying disciplines which are the basis for research.

These are categorised in 3 philosophies: ontology, epistemology and axiology.

The following was devised a way of showing a simplistic understanding of the

3 philosophies.
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Philosophies  Explanation

Ontology Ontology looks at knowledge or knowing and what it is that we know
about the world? From a researchers perspective ontology asks
questions like ‘what is the reality?” and ‘what actually exists within a
particular field of research? Researchers use this concept to
explore questions to further the ontological status of the world, often
looking to group similarities together into categories.

Epistemology Epistemology is concerned with the nature of knowing. It is an
approach often used by researchers who want to explore how we
know what we know, and how we get to know the things that we find
out through research? For this reason this concept is often used by
researches to gather human knowledge e.g. measuring data
through the use of questionnaire for personal testing e.g. emotional
intelligence testing.

Axiology Axiology looks at what could be described as the ethical behaviour
of the researcher. It asks questions like ‘what are the values of the
researcher?’, ‘is the researcher neutral?’, or ‘is the research shaped

by the values of the researcher?’

Figure 7: 3 Research philosophies- Ontology, Epistemology, Axiology

The position adopted in this dissertation is that of both Ontology and
Epistemology. By adopting the position of Epistemology it allowed for the
collection of data/knowledge uniquely held by participants completing the
training, findings within the El questionnaires and those also participating in
the focus groups. Whereas, the adoption of the position of Ontology was
chosen when participant were ask to complete a before and after DAK
questionnaire to establish the knowledge held relating to dementia prior to and

after the commencement of training.
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3.4Research approach

Both deductive and inductive approaches were used when conducting
research in the subject area. While deductive and inductive approaches are
considered to be direct opposites, it was necessary to apply both due to the
application of both quantitative and qualitative research methods in this study.
Quantitative data is collected from studies that are deductive, whereas
qualitative data is collected from studies that are inductive (Horn, 2009). The
topic of dementia requires a more indebt approach to gathering information.
Levin-Rozalis (2004) refers to this combination as abductive. The combination
of both approaches are perfectly possible and often advantageous, within the
same piece of research (Saunders et al, 2009). Furthermore, Horn (2009)
suggests that applying a deductive only approach could cause the data
generated to be flat, whereas by applying both deductive and inductive this

can have a more dynamic and creative effect.

Saunders et al. (2009) refers to three types of study approaches: exploratory,
descriptive and explanatory. The mixed methods approach of quantitative and
qualitative taken in the dissertation makes suitable application of all three
studies. For the purpose of application of theory to the intervention the
following figure was developed highlighting Saunders et al. (2009) three types
of study approaches (exploratory, descriptive and explanatory), applied to this

piece of research:
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Approach Application Narrative

Exploratory

Descriptive

Explanatory

The training intervention of this piece of research is applicable to
Saunders et al. (2009) theory of an exploratory study. Descriptions are
given whereby the research allows the researcher to explore what is
actually happening and to seek further insight, asking questions that
will bring new light to the phenomena.

The DKAS questionnaires were performance related to give an
accurate portray of the participants profile of learning prior to and after
the completion of training. Saunders et al. (2009) describes this
method of researching as a descriptive study.

For the purpose of this research an extensive literature review was
completed along with the engagement of focus groups. According to
Saunders et al. (2009) the explanatory study incorporates these two

methods of research.

Figure 8: Research application of Saunders et al. (2009) three types of study approaches

exploratory, descriptive and explanatory

3.5Research strategy

This layer of the Research Onion refers to strategies such as experiment,

survey,

archival research, case study, ethnography, action research,

grounded theory and narrative inquiry. For the purpose of this piece of

research the following research strategies were applied:

1 Survey Research: A validated DKAS Questionnaire and validated 33-

liem assessing emotions scale (Self Evaluation Questionnaire) was

used to enable the collection of quantitative data.

1 Action Research: An intense literature review was completed looking

for common themes amongst the relevant literature. As well as a

training intervention that promoted change within the organisation,

looking at the need of the researcher, whilst giving a new knowledge

base to the sponsor (Company A).

Page360of 134



9 Grounded Theory: In summary the grounded theory is used to predict
and explain behaviour, for the generation of data through observation
and interaction.

1 Narrative Inquiry: This approach is also aligned with the previously
discussed Interpretative Pneumological Analysis (IPA) whereby the

researcher gathers information about human lived experiences.

3.6 Research choice

Academically, the widely accepted research methodologies are: quantitative,
qualitative and mixed-methods (Creswell, 2014). The research approach
adopted in this study will take the form of a mixed-method design. Saunders
et al. (2009) refers to a single data collection method being called a mono
method and a more than one approach to data collection as a multiple method,
but argues that there are many opportunities with applying a multiple method

approach.

Research choices

I
I I
Mono method Multiple methods
I
I I

Multi-method Mixed-methods
Multi-method Multi-method Mixed-method Mixed-model
quantitative qualitative research research
studies studies

Figure 9: Research choice

(Saunders et al., 2009: p. 152)

Amaratunga et al. (2002) suggests that by applying the mixed methods
approach, the weaknesses of both quantitative and qualitative are
complimented by the strengths of the other method. For the purpose of

addressing the research area, quantitative and qualitative research was
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conducted concurrently. This mixed method approach was chosen as a way
of bringing positive value to the research. To complete only one method of

research, would have applied limitations to accessing the required data.

3.7 Secondary data collection

For the purpose of conducting a literature review a secondary data collection
was completed. Saunders et al. (2009) classify secondary data in three

classified groups: documentary, multiple source and survey:

Secondary data

]

I | |

Documentary Multiple source Survey
i I l |
Written Non-written  Area Time-series Censuses Continuous Ad hoc
materials materials based based and regular surveys
surveys
Examples: Examples: Examples: Examples: Examples: Examples: Examples:
Organisations'  Media Financial Industry Governments’ Government: ~ Governments’
databases, such  accounts, Times country  statisticsand censuses: Family surveys.
as personnel or  including reports. reports. Census of Spending, Organisations’
production. TV and Government Government Population, Labour Market surveys.
Organisations' radio. publications. publications.  Census of Trends. Academics’
communicat‘ions, Voice . Books. European Employment. Organisation:  surveys.
such as emails, recordings. J | Union BMRB
letters, memos.  y/ideo ournats. publications. International’s
Organisations’ recordings. Books. Target Group
websites. Index,
Journals. Employee
Re,poz“ "’;d attitude
minutes o surveys.
committees.
Journals.
Newspapers.
Diaries.
Interview

transcripts.

Figure 10: Three types of secondary data: documentary, multiple source and survey

(Saunders et al. 2009, p. 259)

In accordance with the three classified groups, a multiple source and survey
approach was taken. Data sourcing was completed through a combination of
accessing academic journals, web reports, articles and text books through
formal data sources e.qg. library and online facilities. Once the data had been
sourced a data downsize approach was taken and a forensic critique was

carried out to analysis the arguments presented in the literature. While there
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are many advantages to the collection of secondary data (easy accessibility of
high volumes of quality data) there are also some disadvantages (complexities
associated with data e.g. core research subject may not be a current topic,
limiting the data available).

3.8 Quantitative and qualitative research

Quantitative research is mostly used in scientific research, but it is qualitative
research that contributes to a body of knowledge (Willig, 2019). Quantitative
data generally involves analysing a set of descriptive statistics, whereas
qualitative data is interested in exploring meanings, perceptions and
understandings (Horn, 2009). This piece of research involved the use of both

guantitative and qualitative research.

3.8.1 Quantitative research

Quantitative research often involves the collection of predominately numerical
data and opinion, testing whether or not views are correct; and the reporting
of relationships between one variable and another (Horn, 2009). While
reporting such data in this piece of research was considered important, limiting
the collection of data to only that of quantitative could have limited the

substance in the research findings.

3.8.1.1 Quantitative data primary collection: questionnaires

The quantitative data collection methods chosen were two questionnaires and
a training evaluation sheet. The two questionnaires were both validated
questionnaire therefore strengthening their validity. Whereas, the training

evaluation sheet was produced as part of the training delivery pack.
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3.8.1.2 Validated 25-item dementia knowledge assessment scale
(DKAS)

Data analysis was conducted using the dementia knowledge assessment
scale (DKAS) (Annear, 2018). The DKAS was developed to measure dementia
knowledge amongst people providing care to individuals with this complex
syndrome (Annear, 2018). This is a self-report questionnaire that measures
and identifies a base-line understanding of the H C Wapsor to and after the
delivery of the training intervention. Annear et al. (2017) describe DKAS as a

reliable and valid measure when collating knowledge across four domains:

1. Causes and Characteristics

2. Communication and Behaviour

3. Care Considerations

4. Risks and Health Promotion
(Annear et al., 2017)

3.8.1.3 Validated 33-item assessing emotions scale (self-evaluation

guestionnaire)

The assessing emotions scale questionnaire was chosen as a method for
assessing the El of the participants. The rationale for using this questionnaire
was due to its recognised validity and the scoring mechanism applied.
Findings could then be captured through the use of SPSS allowing for the
identification of EIl levels within the research sub-groups. El is strongly
represented in the dementia training, therefore making the analysing of El an
interesting factor in this piece of research. Ciarrochi et al. (2001) identifies four

most widely used sub scales from the 33-item assessing emotions scale:

1. Perception of emotions (items 5, 9, 15, 18, 19, 22, 25, 29, 32, 33)

2. Managing emotions in the self (items 2, 3, 10, 12, 14, 21, 23, 28, 31)

3. Social skills or managing otherés emot
30)

4. Utilizing emotions (items 6, 7, 8, 17, 20, 27)

Reverse coding was applied to questions 5, 28 & 33. Scores ranged from 33

to 165, with the higher scores indicating more characteristics of EI.
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3.8.1.4 Training evaluation sheet

The training evaluation sheet is a traditional method used for analysing
whether or not participants found the training intervention to be successful or
not. Unlike the questionnaire the training evaluation sheet was anonymous.
While it may have been interesting to show some statistical research results
on whether satisfaction was as a result of learning, this was not to be the case

due to the anonymous stipulations set out in training delivery requirements.

3.8.2 Qualitative research

Qualitative research may fill a void in literature, and has the potential to
establish a new line of thinking in the area of research (Creswell, 2007). Three
methods of qualitative research were chosen 1) focus groups, 2) the training
evaluation forms comment section; and 3) through the process of receiving
feedback during the delivery of trainingtothe HCW6 s and t he CMT men
By engaging in qualitative research, this allows for narrative story telling.
Glesne and Peshkin (1992) describe this process as a process that blurs the

lines between fiction, journalism and academic studies.

3.8.2.1 Qualitative data primary collection: focus groups &
feedback from training

Focus groups and feedback from the training intervention were chosen as
methods for this study as it allows for the gathering of data that reflects
interaction and insight into why opinions are held. Focus group research is not
static and has become ever changing over time; resulting in the collection of
real data from such engagements (Krueger, 1994). Researcher6 seed to be
careful when engaging in focus groups, and ensure that no imaginative data

is used after transcribing (Freeman, 2009).
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3.8.3 Reflective statement

Assumptions can lead and mislead research. At every stage of research
engagement the researcher makes a number of assumptions (Burrell and
Morgan, 2016). These assumptions inevitably shape our approaches to
research and the methods in which we interpret findings (Crotty, 1998). For
this reason, at the end of each research intervention, an evaluation of findings

was completed, for the purpose of establishing real facts.

On reflection the training delivery showed that there had been a pathway of
change. The pathway of change consisted of 3 stages 1) training delivery, 2)
reflection on practices; and 3) El. The training generated a reflection on
practices, which brought about a real focus on the importance of EIl for
participants.

Training

delivery

Emotional
intelligence

Figure 11: Pathway for change

It is for this reason that the pathway for change would become the centre point
for the focus groups. The focus groups were an opportunity to establish the
relationship between EI and dementia car

basic emotional and social competencies to El.
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Self
awarene

Self
regulation

Figure 12: Golemandés (1998a) identified five basic em

Using the five identified basic emotional and social competencies to El,
statements and questions applied to the dementia training, were developed to
formulate focus group discussions. This topic is discussed in more detail in

Chapter 4: 4.6 Focus Groups.

3.9 Quantitative and qualitative data

The population for quantitative and qualitative data were a targeted group of
52 HC WO s, 6 rs ofehe EMT and their service manager. Bringing the
tot al amount of participant s CampanpA.s The
care coordinators based on their clientele, an expressed interest in completing
the dementia training, or through a random selection process based on
availability. The 6 CMT members and the service manager were approached

directly as they are line managerstot he HCWS®6 s .
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3.10 Population for analysing quantitative and qualitative

data

The most appropriate methods for analysis quantitative and qualitative data
were chosen. SPSS was chosen for the analysing of the quantitative data
(questionnaires and evaluation sheet), whereas a narrative/story telling
approach was taken for the analysing of the qualitative data presented (focus

groups and feedback from the training intervention).

3.10.1 Analysing quantitative data

SPSS was used for the purpose of analysing all chosen questionnaires.
Descriptive statistics (means and standard deviations) were calculated for all
variables. These statistics will be discussed later in chapter 4. In chapter 4,
exploration is provided regarding population demographics and overall results
of the statistical analysis. Out of the 58 participants who completed the EI
questionnaire, 7 individuals had left one question blank each. These missing
data cells were assigned the mean value for that question so as not to distort
the results. Shrive et al. (2006) assesses multiple methods for dealing with
missing questionnaire data and found mean substitution to be simple yet

accurate.

With regards to the DKAS questionnaire a paired t-test was completed. The t-
test allows for a comparison to be completed between the two sets of results
from the same person. The only difference is that the results were taken at two
different time points i T1 before and T2 after the training had been given. The
purpose of doing same was to compare the results to see if there was a
statistically significant difference when subtracting participants after and

before result. From this an average of these differences was generated.
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3.10.2 Analysing qualitative data

The analysing of the qualitative data was achieved through the process of
identifying important feedback provided in the focus groups, through
comments made in the training evaluation forms; and throughout the training
intervention. This method was chosen for this study as it allowed for the
gathering of data that reflects interaction and insight into why opinions are held
on the subject matter. Through such engagements a narrative was developed
for the purpose of telling a story of the participants experiences to date.
Narrative is a fundamental way in which human thoughts are processed
(Hogan et al., 2009). By gathering feedback through these processes it
allowed for real life experiences to be heard. This was identified as a gap in

literature, particularly with regards to the research subject.

3.10.3 Quantitative and qualitative population demographics

Basic demographic information was analysed using descriptive statistics.
Results are presented as mean values + standard deviations and % proportion
of the overall group are displayed within the brackets. Throughout the research
process there were 59 participants in total. This figure only changed from 58
to 59 when Company Abs service manager was 1includ

group. All of which is discussed in detail in chapter 4.

3.11 Sample
For the purpose of gathering data on the research matter, theoretical sampling

was applied. Theoretical sampling is concerned with the obtaining of data from
best candidates, with a particular focus on exploring participant views and
listening to their stories (Qureshi, 2018). As part of the research proposal a
sample intervention was completed. The purpose of this sample intervention
was to get a real life understanding as to whether or not there was a
requirement for research in this area. To ensure that the participants in the
sample intervention could not be identified they were each given a

pseudonym: Service User Susie, HCW Mary and HCW Anne.

Paged45of 134



The pilot intervention involved identifying one person (Susie) with dementia,
living in the community; and two ofher HCWé6s ( Mary and Anne) ,
agreed to participate in the pilot (see appendix 5). Once agreement was
obtained a pilot training course was delivered and an observation of
behaviours prior to and after the training was conducted. The findings were
that, based on the polit study, conditions for the person with dementia
improved and there was a reduction in the burden effect of those providing
care and support for the HCW. The literature reviewed highlighted dementia
as a global concern, with governmental recognition of the requirement of
service delivery change, along with the current sub-standard homecare
service not meeting the intrinsic needs of those living in the community with

dementia.

3.12 Ethical issues

While ethically drawn to this type of invention, the research intervention and
findings will add knowledge and substance to Co mp a n yplan& forsservice
improvement to those with dementia. Cooper and Schindler (2008) define
ethics as the fmorms or standards of behaviour that guide moral choices about
our behaviour and our relationships with otherso (p. 34). From a moral
perspective it is vital that research is completed in the area of dementia,
particular given the statistics regarding the increase of dementia cases
discussed in the introduction section of this dissertation. However, given the
nature of the disease the topic of dementia is complex and can often raise
concerns regarding consent for those with dementia. This was only presented
as a caution during the sample intervention (pilot study) as no other Service
User participation was required in this research. Concerns are often raised as
to whether informed consent has been considered when a person is invited to
participate in research (Sherratt, Soteriou and Evans, 2007). This is

particularly more prevalent when a person has dementia.
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3.13 Limitations to research

One of the major limitations to this piece of research is the use of convenience
sampling from only one organisation. This limits the generalization of the
results, given that the study only represents the current service delivery and
skilsetsof HCWG6s and CMJIomparybParticgpants fnay also
have felt cautious about divulging information about current service delivery
and skillsets, which may have led to limited participant throughout the

research.

3.13.1 Section process

From a research and findings perspective all participants were treated as
anonymous individuals, informed of their right to withdraw from the research if
they wished to do so. Participants were selected based on their current
clientele (if any had dementia), based on an expressed desire to attend
dementia training and randomly selected based on availability. Consent and
financial approval was obtained by the Board of Management of Company A.
As part of giving authorisation to the research and funding the delivery of
training, all findings were reported back to the Board of Management for
review. However, no individual findings were reported, therefore respecting

the anonymity of all participants.

3.13.2 Literacy

Throughout the intervention it became apparent that there were concerns
raised regarding the literacy levels of participants. For the purpose of allowing
these individuals remain anonymous to the wider group each intervention
group were advised that if they wished to repeat the questionnaires on a one
to one basis that they could put a star in the corner and they would be

approached separately, which they did.
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3.13.3 Implementation of new training

The training delivered is newly developed by the National Dementia Office, the
HSE and DCU. Like all new training there was unexpected situations that
arose. This was particularly seen when participants were referring to personal
experiences/memories, which appeared to open up old wounds during the
feedback sessions of the training. It therefore became apparent that the
training was not a stand-alone course and that there was a real need for future
supports to be put in place, either from a group or one-to-one perspective,
pending on the disclosure and need of the participant.
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4.1 Participant profiles

A total of 58 participants took part in the training and the completion of
questionnaires, with a breakdown of 51 Females (87.9%) and 7 Males
(12.1%). The participants consisted of 6 members of the CMT and 52 H C W6
There was a Mean Age of 43.17 £ 12.34 years (Youngest: 20, Oldest: 73). The
length of service in Company A had a mean of 9.45 + 7.81 years (Min 6
months, Max 34 years). Throughout the process the CMT consisted of 6
members except when joined by their service manager (female, aged 36,
length of service: 16 years) in the focus group. Bringing the total amount of

participant to that of 59.

4.2 DKAS

4.2.1 DKAS scores

As discussed in the methodology chapter results are presented as mean
values + standard deviations. These values were obtained using descriptive
statistics on SPSS. The following figure will show a comparison between
DKAS T1 and DKAS T2. DKAS T1= The first time the dementia questionnaire
was completed, which was before the participants commenced in the dementia
training. Whereas, similarly DKAS T2= the second time the participants
completed the dementia questionnaire, which was directly after the completion

of training.
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DKAS T1 DKAS T2

Mean Std. Min. Max. Mean Std. Min. Max.

Score Deviation Score Score Score Deviation Score Score

28.14 +6.86 12 42 34.20 +7.24 18 48

Figure 13: A comparison between DKAS T1 and DKAS T2

A paired sample t-test was used to compare the mean values for before and
after the intervention (dementia training). The findings suggest that:

1 The scores at DKAS T1 and DKAS T2 were weak but positively
correlated (r= 0.283, p = 0.032)

1 A significant difference was observed between the scores before and
after the training (ts7= 5.455, p<0.001)

1 The mean difference in DKAS T2 vs DKAS T1 scores was 6.05,
meaning that on average individuals scored 6 points higher on the
second test. (95% CI [3.83,8.27]).

DKAS T1: Subscale Std.

Deviation

A: Causes and characteristics 7.45 +2.73 1 14
B: Communication and behaviour 6.88 +2.70 0 12
C: Care Considerations 8.81 1245 3 12
D: Risk factors and health promotion 5.00 +2.25 0 9

DKAS T2: Subscale

Std.

Deviation

A: Causes and characteristics 8.98 1272 3 14
B: Communication and behaviour 9.09 +2.38 4 12
C: Care Considerations 9.52 1 2.41 4 12
D: Risk factors and health promotion 6.60 +2.63 2 12

Figure 14: A comparison of the subscale results before and after the intervention using

paired t-test
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Findings of a comparison of the subscale results before and after the

intervention using paired t-test show that:

1 Sub A (Causes and characteristics): Mean Difference: 1.53 + 3.57
(improved on average by 1.53 points) p = 0.002
Ts7 = 3.274, Upper and Lower CI [0.60, 2.47]

1 Sub B (Communication and behaviour): Mean Difference: 2.21 + 3.27
(improved on average by 2.21 points) p = <0.001
Ts7 = 5.140, Upper and Lower CI [1.35, 3.01]

1 Sub C (Care Considerations): Mean Difference: 0.71 £ 2.77 (improved
on average by 0.71 points) p = 0.057
Ts7 = 1.942, Upper and Lower CI [-0.02, 1.44]

1 Sub D (Risk factors and health promotion): Mean Difference: 1.6 £
2.80 (improved on average by 1.6 points) p = <0.001
Ts7 = 4.366, Upper and Lower CI [0.87, 2.34]

4.3Emotional intelligence

By measuring El this gave an understanding of whether or not a HCW could
sustain the pressures of supporting a person with dementia (discussed further
in 4.6).

4.3.1 Overall results of the assessing emotional scale questionnaire

A total of 58 participated in the completion of the Validated 33-Item assessing
emotions scale questionnaire. With the highest possible overall score of 165
the overall participant mean= 136.86 * 13.78 (standard deviation). The
minimum possible score for participants was 33, however the lowest
participant score in this study was recorded at 96 with a maximum score of
164. The following table has been produced to show an understanding of the

different subscale mean associated findings.
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Subscale Maximum Std.

Possible Deviation
Score
Perception of emotions 50 40.28 5.00
Managing emotions in the self 45 36.88 5.01
Social skills or managing other’'s emotions 40 34.36 3.55
Utilizing emotions 30 25.34 3.05

Figure 15: Participant results of 33-item assessing emotions scale questionnaire

Belowisa compar ative between the CMTOG6s

Group Statistics

Role N Mean Std. Deviation p-Value
Sum_ Total Participants

CMT 6 140.3333 10.63328 0.520
HCW 52 136.4615 14.14832

Managing emotions in the self_ Sum

CMT 6 38.8333 5.30723 0.323
HCW 52 36.6538 5.04445

Social skills or managing other's emotions_ Sum

CMT 6 34.0000 1.78885 0.795
HCW 52 34.4038 3.71145

Utilizing emotions_ Sum

CMT 6 26.0000 3.28634 0.583
HCW 52 25.2692 3.04937

Figure 16: Group statistical results of 33-item assessing emotions scale questionnaire
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4.4 Training evaluation feedback

4.4.1 Results through SPSS

All 58 participants reported that the content of the programme supported their
knowledge development on dementia. The majority of participants (94.8%)
rated the programme as very good in terms of content, presentation, handouts
and reading material supplied. All 58 participants reported that they would

recommend the dementia training to a colleague.

4.4.2 General overview of feedback comments

Positive Feedback
“Really enjoyed the course, full of knowledge and advice on moving forward with

my clients with dementin”

“I found the course beneficial, interesting and very relevant”
“Excellent course, brilliant delivery”

“Lovely class with aw easy learning environment”

“Ull remember what ( Learnt for a very long time”

“Very intense, good group interactions”

“creat job, thanks for all the new knowledge”

“Thought provoking”

“Overall very informative”

Suggested Improvements

“More colour and contract tn the slides”

“Family members would really bewefit from this course”
“Too much words on the slide”

“More relevant video's”

“Real scenmarto’s”

“Bloger room with wmore participants”

Figure 17: Training evaluation- positive feedback and suggested improvements
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4.5Themes generated from training delivery

4.5.1 Description of dementia

OnDayloftheiUnder st anding De&€mert Wa trdneng s 610 me

participants were asked what words they associate with dementia. The
description provided was negative and showed little hope for the person with

dementia.
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Figure 18: Trainees description of dementia

4.5.2 Ageism

Throughout each training session there appeared to be a generalised set of
beliefs that legitimised ageism amongst the group. While predominantly from
a protective perspective (protecting from danger and in some cases further
injury), the assumptionsmadep | aced | i mitations on

engagement in activities due to their perception of the person being old. The
concept of ageism has been around for over 50 years. It has been suggested
that the term was first introduced by Butler (1963). There have been several
books published since then, however the term ageism is still relatively young
and an unchartered field of research. Bytheway (1995) suggests that older
people are often categorised as being incompetent, ugly and burdensome.

Again a description that shows little hope for the person with dementia.
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4.5.3 Quotes from training participants

“in all my years of working with older people [ never thought that | was ageist, but
now | have to question that” (Participant 42, aged &2, female, HCW, length of
service: 232 Years)

“Feel Like | have been doing everything wrong until now” (Participant €, aged 52,
male, HCW, length of service: 7+ years)

“Never thought that people with advanced dementia could still be able to
communicate” (Participant 33, aged 32, male, HCW, length of service: 5 years)
“Until now | never would have thought that keeping someone safe could actually be
stopping people from making decisions for themselves” (Participant 1, aged 5%,
fenale, HCw, Length of service: 7 years)

“wow, never really thought of the differences between empathy and sywmpathy, but
only ever wanted for the person to feel better. it all makes sense now” (Participant
54, aged 39, female, Community Supervisor, Length of service: 11 Yyears)

“l have beew working in Company A for 34+ years and | have just Learnt to get on
with it. [t’s never about the money for me, whew | started we got £20 a week despite
what hours we did. | don't take the job personally, | just do whatever needs to be done”
(Participant 44, aged 73, female, HCW, length of service: 34 years)

“Treachery is a common part of how | engage with people with dementia, it's a way of
calming people with dementia down” (Participant 22, aged 38, female, HCW,
length of service: 1.5 years)

“Until now | never thought about the Lmportance of putting the persons needs first, |
have always thought that we had to do what the family wanted” (Participant 2, aged
41, female, HCW, Length of service: 2 years)

“t am always taken advantage of, one womaw gets e to walk tw front of her so that
t break her fall if she falls dowwn the stairs. Never realised until wow how t allowed
people to do this to me” (Participant 28, aged 23, female, HCw, length of service:
11years)

“This training will makes me Look at things very oliﬁ:erew’ctﬂ, it's exciting”

(Participant 24, aged 24, female, HCW, Length of service: 1 year)

“I knew | was doing something wrong, this training will all help me feel more
confident in my role” (Participant 47, aged 33, female, HCW, length of service: 3
years)

“I never thought there could be a problem with a therapeutic white Lie” (Participant 5,
aged 43, female, HCW, Length of senvice: 17 years)

“People tend to see the dementia before the person” (Participant 53, aged 42, fewale,
Community Supervisor, length of service: eyears)

Figure 19: Quotes from training participants
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4.6 Focus groups

As discussed in Chapter 3.8.3 Golemanos

were applied to the dementia training for the purpose of compiling statements
and questions to be used in the focus groups (refer to appendix 4). According
to Krueger (1994) the ideal size for a focus group is typically between 6 and 9.
For this reason two groups of 7 participants were chosen. The 5 stage
Interpretative Phenomenological Analysis (IPA) guiding framework was then
applied to analysis the scripts of the focus groups:

Stage 1: The intervention involved both qualitative and quantitative
research, each producing interesting findings strengthening each research
method approach. While it was noted that there was much research sourced
material regarding EIl, none could be obtained showing the importance of
establishing a relationship between EI, dementia care and H C &0

Stage 2: Emerging themes were found throughout the training delivery

and focus groups, all of which are detailed in this chapter.

Stage 3: The connecting of emerging themes and similarities was
particularly relevant when completing a comparison between the two focus

group as detailed below.

Stage 4: The production of data was divided into two sections, the
chaptered section of the dissertation and the appendix section. The data
entered in the chaptered section was considered to be most prevalent with

pertinent themes.

Stage 5: This stage is outlined below, illustrating a summarised narrative

account of the research.
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4.6.1 Objective 1: Self-awareness

CMTfocus group

Synopsis of the CMT feedback regarding self-awareness:

Being self-aware is important. Goleman (1998b) suggests that being self-

aware assists in decision making and gi Ve
abilities. When a HCW is not self-aware this can bring about confusion for a
person with dementia. Peoplewi t h dementi a can feed off
and general mood. Therefore,a H CWO6 s  mimpadt orchawthat person

with dement i ao sawdrengss bwings ¢consigtency. Mdeedvér, it

is important to create boundaries and stay within a care plan. The person must

come before the dementia, the dementia is just the illness, not the person. It

i's i mportant that HCWGO6s maintain at the g
their way of doing things to suit their audience, while reassuring the person

that it is okay to make mistakes. Things can get very distorted for a person

with dementia therefore it is important to make life as normal as possible for

them. Humour is a good way of keeping things normal. By bringing humour

into care, it helps to form a connection with the person. Without laughter a

HCW would not survive. The absence of laughter will lead to a HCW beating

themselves up. Laughter is a great way of acknowledging limitations. People

who are self-aware know their limitations (Goleman et al., 2002).

HCWfocusgroup

Synopsis of the H C W &eedback regarding self-awareness:

HCW6s suggest t hawdre cancduseltanfusiog and feustrition
for the person with dementia. It is important to recognise our inner signals
(Golemanetal.,2002). A HCWO0s rol e requi rtpatcilanhye m t o |

due to the importance of building a trusting relationship. If you are not confident
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in your role the person with dementia will sense this and will not be
comfortable in you supporting them. Reference was also given to the
importance of humour and how this can break down barriers and help people
feel comfortable in uncomfortable situations e.g. personal care- toileting,
washing and dressing. Laughter is a great way of dealing with the challenges
associated with supporting someone with dementia. It can lighten difficult
conversations that have to be had and reduce tensions. Laughter is what
makes the job easier and the person6 s e n v i happiemdavihg the
potential to set the mood for that person. When a person with dementia is more
relaxed it deduces the complex challenges of providing support. Goleman et
al. (2002) describes this as dhe open loop in operation§ suggesting that this is
something people are conditioned with, that we cannot help but lighten our
moods when we are introduced to laughter. Some people with dementia
scream a lot. Singing and laughter creates connections, helping change a
p e r s mood. 8Vhen you laugh, she laughs, when you sing, she sings. When
a person with dementia is laughing or singing they can complete tasks that
they would otherwise see as difficult. This type of engagement with a person
requires much confidence particularly when family or community members are
around. Some people struggle to understand this. Being self-aware a s si st 0 s

you assessing a personb6s needs and want s

4.6.2 Objective 2: Self-regulation

CMT focus group

Synopsis of the CMT feedback regarding self-regulation:

The CMTO0s describes not b e igimegentphmasisssda wor t h

the importance of building a trusting relationship. Noting that without a trusting

relationship people with dementia woul d |

support. That the person would express fear, therefore keeping their distance.

Closenessisformed by respecting a persondés val ue

them. This can be time consuming and difficult foraHCW6 s but it i s in
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not to sway a person from their values. Doing so takes away their choices and
power. Moreover, this can have a diminishing ef fect on a
independence and their control levels in life. By being self-regulated a HCW
always puts the person first, respects their wishes, even when there is
persistent family members pushing their own values to the forefront. Self-
regulation allows a person the opportunity to handle their emotions, which in

turn avoids interference and offers facilitation to the task at hand (Goleman,

1998b). Di sregarding a p e r s o rotionsv ican htriggdre me n t i

behaviours such as anger, frustration, etc. HCW6s must remember

are there in service of the person with dementia and not the family. The is

particularly prevalent with regards to the personé grivacy. CMT members

describe how family members and friends

home care file without the permission of the person, despite it containing some
of their most private details. Sometimes we just act without thinking. Old urges
can come into practice, making it difficult to self-regulate our actions (Goleman
etal., 2002). Nevertheless,pe opl e wi th dementia donot

their wishes even when doing so makes them feel empowered and liberated.

HCW Focus Group

Synopsisofthe HCWé6 s f eedbac k-reguatipa:r di ng sel f

There was a general consensus held that it was important to ensure the

al

happiness of the person with dementia. By being self-r egul at ed HCWO0 s

ensure that they do not engage in supporting someone with dementia while
still holding onto their own person issues. Providing support can be challenging
for both the HCW and the person with dementia and often exposes a HCW to
situations of temptation e.g. financial irregulating. People with dementia often
offer money as a way of showing gratitude. However, it is important that a
HCW remains self-regulated and professional, advising the company of such
activities so that they can be protected should an allegation be raised. Itis also

important to regulate your feelings and behaviours as a HCW. When a person
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is self-regulated they are not using mental energy to fight off urges, instead
efforts become automatic, taking away the pressures once held (Goleman et
al., 2002). It was acknowledged that sometimes supporting a person with
dementia can help you forget your own issues, but that it did take a certain
type of person to work in this industry. Supporting someone with dementia can
come with its frustrations and be upsetting. Therefore, it is important to stay
professional and be mindful of burn-out. Burn-out can be found i n
and family carers. Self-regulation is important for managing challenges. Self-
regulation helps a person to recover well from emotional distress (Goleman,
1998b). While it is important to understand that the family may also have
challenges, self-regulation assists a HCW in choosing how to address
challenges from family members should they arise. Furthermore, there has to
be a balance, the person with dementia has to come first, particularly given

the limited time allocation of calls.

4.6.3 Objective 3: Motivation

CMT Focus Group

Synopsis of the CMT feedback regarding motivation:

The CMT members were adamant that this type of job was never about
money. While some members recalled how the working hours and wages were
enticing, all agreed that it was the personal rewards that encouraged them to
stay. Emphasis was placed on the importance of building a trusting
relationship with the person with dementia and how this could not be achieved
with only a financi al i ncenti ve. A bel i
worked for financial gain, were clinical, therefore not meeting the individual
needs of the person with dementia and would never be motivated enough to
do the job right. When we understand the source of discontent this can
motivate us to act (Goleman et al., 2002). CMT members collectively agreed
that when providing support to vulnerable people, that person must be of
caring nature. That this is a requirement for good relationship and engagement
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which is achieved through the provision of quality care. People with dementia
can have heightened senses, they know when a person is engaging with them
just for financial purposes. This often makes it difficult for them to connect,
which makes general tasks difficult to complete e.g. washing, dressing and
bathing. In some cases it can take a long time for a person with dementia to
connect with a HCW but these connections are usually the ones that last the
longest. Opinions were voiced, suggesting that homecare companies place
mor e val ue o norkekcdssige houls,alespite this creating burnt-
out for the employee and a devalued service provided to the person with
dementia. Goleman (1998b) suggests that motivation guides us towards

achieving goals particularly when faced with challenges. CMT members

propose that it is the people and the personal rewardsthatmot i vat es

to stay working in homecare. Allagreedthats eei ng a smi |l e on

when you arrive and leave can be gratifying for a HCW.

HCW Focus Group

Synopsis of the H C W &eedback regarding motivation:

The HCW6 s pr o p os e d mushlztmotivh@iVih order to motivate
others. Being motivated gets the job done right e.g. a lack of motivation when
washing someone could lead to a person getting sores. When we are truly
motivated we are tapping into our own values and wishes for the future
(Goleman et al., 2002). Challenges within dementia care can require you to
take deep breaths and centre yourself before going into a call, but in general
it is a very rewarding job. Motivation helps a person to take initiative and strive
to improve situations despite being faced with frustrations or setbacks

(Goleman, 1998b). The slightest little improvement in a person can motivate

HCWo

som

you to do more. Their appreciatlinmkesf or wt

you feel good about yourself. Due to the exposure of vulnerabilities, H C W6 s

bond quickly with a person with dementia. When a HCW is going on holidays

they make preparations for their absence e.g. ordering medication, ensuring
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there is an adequate supplyofg | ov e s, shopping etc.
working in homecare is often considered a vocation, but there was a difference
in working for a private company and a non-for-profit company. Further
suggesting that in their company (non-for-profit), unlike private companies,
that appreciation is shown in other ways e.g. that they have a team of mentors
to support new staff members, get paid more, receive sick pay, Christmas
vouchers and occasional gifts like chocolates for gust becausedetc. Again it is
not the money that motivated H C W ¢ lsut rather the thoughts of them being

appreciated by the company.

4.6.4 Objective 4: Empathy

CMT Focus Group

Synopsis of the C MT @esdback regarding empathy:

Strong beliefs were held that empathy was an important aspect of providing

The

support to a person with dementia. That a personés edtadepend:é

be supported and their choices/wishes treated with dignity and respect.
Emphasis was given to the importance of holding onto these choices/wishes

even if they appear small in comparison to those choices/wishes being

expressed by family members on their behalf. It was described how H C W6 s

needed to step back and observe a person with dementia® capabilities,
allowing them to do what they can instead on jumping straight in. Agreement
was held that this allows the person to maintain their independence as much
as possible. People see the dementia before they see the person. It is
important to approach a person with an empathetic attitude instead of a
sympathetic attitude. People with dementia should be able to show their
emotions and H C W&shkould not be distracting them from doing so. By being
empathetic H C Wéescourage people to show their emotions, which in turn
helps a person to understand their emotions. Naomi Feil, a leading expert in
dementia care refers to the expression of empathy as &alidationd(Laing 1967).
When a person with dement i @Gdfidatedbteeyfeel
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more alive and connected in real life (Kitwood 1997b). This eases the
frustrations of HCWOGs, par t iscTihe teinihgy ar ou
illustrated that this helps people with dementia work through their frustrations
and find the causes of same. Being empathetic does not just lie with the
person with dementia it is also important to be empathic with the family. The
family would benefit 100% from participating in the dementia training. Not
having knowledge in this area makes it difficult to understand the complexities
of the illness. The training has ma d e HCWSoG s more consciou

empathetic and how they interact.

HCW Focus Group

Synopsis of the H C W &eedback regarding empathy:

Gol eman (1998b) refers to empathy as a w
and the ability to build rapport with people of all diversities. Agreement was
held that empathy was an everyday part of the role of a HCW and that if a
person does not have empathy, that this would not be fair on the person with
dementia. The persons feelings are too important to be ignored. To be
empathetic with a person with dementia there has to be a focus on the
emotions not the facts. Family members often struggle with the difference
between being empathetic and sympathetic. One HCW recalled a heart
breaking situation whereby a daughter would tell her mother on a daily basis
that her husband was dead, which resulted in the woman going through a new
bereavement every day. The HCW described how it took several weeks to get
the family to explore a different approach. While it was obvious to the HCW
that there was no real harm intended, it was challenging considering that the
family had been told by a medical professional to be honest with their mother.
Being empathetic can be successful when offering constructive advice
(Goleman et al., 2002). Others recalled how some of their dementia clients
had appeared miserable and how working through their feelings made them

feel better. It is about just being there for them, being present, not saying
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anything, respecting their regression age and treating them appropriate to their
needs at this age e.g. some people with dementia display childlike behaviour

like wanting to be cuddles and tickled.

4.6.5 Objective 5: Social skills

CMT Focus Group

Synopsis of the C MT @eesdback regarding social skills:

Communication is vital in any relationship, if a HCW is not engaging with a
person with dementia they can become more reclusive. Having social skills
makes a HCW feel more positive about what they do, creates a sense of ease
for the person with dementia and gives a level of trust to families and their
networks. Applying social skillshelpsaHCWG6s | i sten and obser v
overtime helps the person with dementia build a picture of what they are trying
to communicate. Lewis et al. (2000) describes this process as two people
harmonising their mental state. Social skills assist H C W6 sidentifying when
they are trying to stop the emotion of the person with dementia due to its
uncomfortable state. It is important for the person with dementia to feel safe in
their environment and verbalise their feelings. Being empathetic and having
social skills impact on each other. They come hand in hand. When a HCW has
social skills they can provide support from a person centred perspective.
Having social skills give an insight into family dynamics as well as creating
reassurance when a buy-in for new ways of doing things is required. Knowing
how to approach situations can be particularly beneficial when defusing family
conflicts relating to the person with d e ment i a 0 Avishesh leamity e s
member frustrations regarding their lack of supports can be particularly difficult
to deal with. Having social skills will allow the HCW the knowledge of knowing
when it is appropriate to get involved and when to back off. A person with good
social skills will have the skillset to persuade, lead, negotiate and settle
disputes (Goleman, 1998b).
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HCW Focus Group

Synopsisofthe HCW6 s f eedback regarding social sk
The HCW6s di scussed t he isaual ekilg, descobeng hmk havi r

nearly every interaction with a person w
persuasive. People with dementia can be resistant of daily activities,

particularly that of personal care as they tend to be afraid of water. Having the

social skills to read an environment and the person with dementia helps.
Singing is a great distraction for activi
teeth in. Social skills help to build trusting relationships but there is also a

requirement for a HCW to have a good personality, otherwise it would be

impossible to assist a person with dementia. By being attuned to another
personbs fears, anger, good spirits a pe
the right direction (Goleman et al., 2002). The HCW6s gave a detail ed
of the importance of putting a person at ease, showing respect, getting down

to their eye level and having the banter (conversation). By being socially skilled

HCW6s <can observe when i treadshe pepsgns opr i at
wants/needs, be engaging, give hugs or have an understanding that someone

may just need t he c¢omf shoulder.cSocialrsklisdllown g o n

a HCW to observe how a person is feeling on arrival, which is particularly

important when maintaining effective relationships within family dynamics. A

HCW needs to recognise the significance of putting the person with dementia

first without jeopardising their relationship with the family. Sometimes social

skills are required when a family member is too involved. A person with social

skills can handle emotional relationships and situations well, ensuring that

smooth interactions take place (Goleman, 1998b). HCW are often called upon

to have challenging conversation e.g. suggesting to a family that they are there

to support their parent and need privacy to do so. When a HCW is not socially

skilled they may take a damaging approach with the potential to jeopardise

relationships e.g. asking them to back off.
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4.6.6 Emerging themes

The following figure gives an account of the comparative emerging themes of
both focus groups and their interpretation of why each objectives was

important for a person with dementia.

Obijectives Comparatives for the person with dementia

Objective 1:
Self-
awareness

- Self-awareness is an important aspect of proving care and support
- Not being self-aware brings confusion to a person with dementia

- The person feeds off the HCW's level of confidence to do the job

- Laughter is very important and can lighten engagements

Objective 2:
Self-

regulation

- Providing care and support requires self-regulation

- The absence of self-regulation effects the building of trusting
relationships

- Self-regulation puts the person with dementia first, always ensuring
that they are treated with respect, particularly around their
independence and making choices

- Being self-regulated helps a HCW to be confident when
approaching challenges within family dynamics

Objective 3:

Motivation

- Money, titles etc. would never motivate a HCW

- HCW are motivated emotionally, through rewards of gratitude

- Seeing a person smile or their situation improve motivates HCW's
- Motivation is required for building trusting relationships

- A person with dementia can sense a person’s intentions

Objective 4:
Empathy

- Working with a person with dementia requires empathy not
sympathy

- It is important to acknowledge how a person is feeling

- Emotions must be encouraged to allow the person to work through
their frustrations and repetitive behaviours

- Being empathetic can help with developing family relationships and
when addressing struggling situations

Objective 5:
Social skills

- A HCW requires social skills when working with someone with
dementia, particularly for building trust

- Social skills have a positive impact on people with dementia

- Communication and how we communication to the person with
dementia and their family is very important

- Having social skills can create a buy-in and defuse potentially

challenging situations when required

Figure 20: Comparative emerging themes from the focus groups
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4.7 Findings with reference to literature

This research correlates highly with currently literature proposing that
homecare lacks the supports required to meet the complex and ever-changing
needs of Il rel andods dementia community.
dementia, their family, surrounding networks and the numerous healthcare
professionals providing care and support to those with dementia. The findings

in this piece of research supports previous research that proposed that a

leading factor in this area is the lack of suitable dementia training.

In the absence of suitable dementia training H C W&fisd it difficult to support
those with dementia because of their complex needs and their exhibited
behaviours. According to Kitwood (1997b) people with dementia who are
experiencing illbeing were often people who were exhibiting feelings of
undermined personhood or whereby their living environments did not support
personhood. It is important to note that, ot her than the AUnN
Dementia for Homecare Workerso t r apersonhoagl js not covered in any

other dementia training currently provided to HCWG m Ireland.

This research suggests that understanding El can have an impact on a
personb6s personal and professional i f e.
better connect with others. People who are high in ElI perform at higher
standards and have better working relationships (Merkey, 2010). Emotionally
intelligent people are more enthusiastic, show initiative and enjoy working in
challenging situations (Zampetakis et al., 2009). It is important to note that El
can i mprove. When engaged Elcan maereeovérear ni n
time (Mayer et al., 2004). El is required from all levels of an organisation.
Organisations strategic planning and development must captivate the
importance of providing person-centred dementia care. This appears to be the
case in Company A. The EI of health care providers affects client satisfaction,
therefore it should be recognised as one of the quality indicators within health

care services (Oyur, 2007).
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By encouragingHCW6s t o attend dementia training
the increasing reports of sub-standard care provision. The vast educational

deficits in dementia care must be acknowledged if providers are to move

towards adequately providing person-centred care and supporting H C Wairs

their well-being. Research suggests that the lack of training is a major
contributing factor of employee burn-o ut . HCWSG s by t heir
themselves readily to the everyday tasks required to support a person with

dementia but fail to acknowledge their own psychological care (Kitwood,

1997b).

While there is much information available offering government intentions to
address the presented challenges of staff deficits in dementia knowledge
(training and skills), there is a lack of leadership towards the provision of same.
As the largest non-for-profit on the north side of Dublin, Company A has only
been in receipt of 5 IHCP referrals, which indicates a lack of such packages
being financially supported by government. In an already underfunded sector
of healthcare it is difficult to comprehend were funding initiatives will be
generated from, despite the department of health identifying dementia as a
national priority. These type of budget restrictions often result in the public
sector shrugging off long-term responsibilities in the area of dementia care
(Kitwood, 1997b).

The homecare industry has become a financially attractive industry over the
last decade. Dementia care does not require any special inputs from nursing
yet providers are charging higher fees for same (Bell and McGregor, 1995).
The provision of dementia care does require a more person-centred approach
which can require more time with the person from a humanist perspective.
People with dementia often require higher ratios of personnel or longer hours
allocated for the completion of tasks at the personwit h dementi ads pac
is not always catered for from a budgetary perspective therefore making the

area of dementia care less attractive as a business (Kitwood, 1997b).
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A story of success will only unfold when people with dementia can truly
experience humanisation. While there is cause for encouragement, in current
times, humanisation is occurring at a slow pace (Kitwood, 1997b). Better staff
development and training to elevate the stigma connected to dementia is a
step in the right direction. The term person-centred care goes beyond the
individual with dementia, it requires an understanding and acceptance within
society. People living with dementia prosper when they maintain connections
and status within the family and community at large.
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5.1 Introduction

The aim of the research was to explore the importance of establishing a
relationship between El and dementia care, specifically for the provision of
person-centred care by H C Wsdin the non-for-profit sector. The research was
supported mainly by academic and government publications noting the
significance of such an intervention. With a suspected 55,000 people currently
living with dementia in Ireland, research established the vast educational
deficit in dementiacare.Such deficits were al so

skills-set. While the lack of dementia skilled forces was readily reported as a
public concern and national priority, government bodies showed little evidence

of implementing the recommended community initiatives.

5.2 Applicability of the intervention

The study highlighted the need for dementia training to move beyond the

traditional didactic models of training, with a particular requirement for training

that captivates the importance of EIl. T h e new training

Dementia f or Ho rambodies the inportakce of thedintegration

of El into dementia training, therefore transforming learning and experience

ackno

iund

for both HCWb6s and t he ptesimpootanttdnotethah g wi tt

people with dementia do not flourish under the typical restraints of homecare
delivery. Working with someone with dementia requires a very different
approach to that of someone of old age or disability. When there is little, or no
short-term memoryand t he facts are misplace
are often the best place to focus when engaging in the provision of person-
centred care. TheiUnder st andi ng Dement i atraifimgr
also focuses on this concept but not just for the person with dementia, it also
includes the HCW.
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5.3 Practical applications

The research methodology undertaken was underpinned by a mixed methods
approach, conducted in a systematic sequence and order. Taking a mixed
methods approach to research proved labour intensive. The mixed methods
approach did however generated complimentary insights which has helped to

enhance the validity of the study.

Three interventions were applied to this
National Dementia Offices dement i a training AUnder stand,i
Homecare Workerso to 52 home care worker
Company A6s community management team ( (
three questionnaires regarding dementia, El and training delivery; and 3) The

facl i tati on of two focus groups. Group one
two consisted of 6 members of the CMT and their service manager.

5.4 Originality and value

It is important to note that, ot her than the AUnderstar
Homecare Wo r k e r s 0 pdrsordndochis netg@qvered in any other dementia
training currently provided to HCW® m Ireland. While there are no statistics or
research currently available reporting training engagement outcomes, the
majority of participants (94.8%) in the research rated the programme as very
good in terms of content, presentation, handouts and reading material
supplied. All 58 participants reported that they would recommend the dementia
training to a colleague and that they now felt better equipped and confident to
support a person with dementia. From a person-centred perspective the
training could have a profound effect on service satisfaction levels for those

with dementia.
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5,5 Recommendations for further research

This work indicates that further research is required to captivate what impact
adequately trained HCWO0s will have on pe
training develops the El o f HCWSoG s and how to addr e s
specialisation and flexibility which is essential for the provision of dementia

care.

5.6 Concluding point

Current dementia training does not focus on improving outcomes for both the

person with the dementia and the HC W6 s . People with dement
to a service that best meets their individual needs and respects their wishes.

By addressing the vast educational deficit in dementia care we will be in a

better position to address the challenges that arise in the provision of dementia

care. Research suggests that conventional papers/ qualification mean nothing

when they do not address the needs of the person with dementia. As direct

providers of care and support, HCW®6 s  eugpskilled to manage the

demands of supporting people with dementia.

This research highlights the importance of establishing a relationship between
El and dementia care for the provision of person-cent red care by F
Findings suggest thatthe iUnder st anding Dementia for |
training captivates the core knowledge required for the provision of person-
centred care. All training participants suggested that they would recommend
the training to a colleague, that engaging in the training gave them more
confidence to do their job; and new skills and knowledge that can be applied

when supporting a person with dementia.
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Appendix 1: Participation in research information

Appendix 1.1 Participants information sheet
Participants Information Sheet

Invitation: | would like to invite you to take part in a research study. Before you decide
you need to understand why the research is being completed and what it would involve
for you. Please take time to read the following information carefully. Ask questions if
anything you read is not clear or if you would like more information. Take time to decide

whether or not to take part.

Who | am and what this research is about: My name is Deborah Rooney and | am
a student at NCI college, Dublin. | am currently completing a Masters in Management

and this piece of research is for my Dissertation.

The research: Through a change management project, can the incorporation of
Dementia training sustain the viability of a homecare organisation and its staff into the
future? On researching this topic literature suggested that:
o Dementia is the second largest cause of disability in people over the age of 70
e There is an estimated 35 million people living with Dementia worldwide, an
estimated 55,000 living in Ireland
¢ People with Dementia, living in Ireland are at crisis point
e There is a lack of quality care being provided in both the acute and community
setting
e Homecare is outdated and not capturing the intrinsic needs of people with
Dementia
e Homecare is driven by a medical model and not suitable for the delivery of
Dementia care
e There are training deficiencies amongst those who are required to provide care
to people with Dementia
e There are reports of high staff turnover and burn-out

e There is a general requirement for change within the industry.
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It is also important to note the projected figures for people with Dementia as outlined

in the chart below:

Figure 3: Estimated and projected number of people with
dementiainlreland and living in the community, 2011-2046
160000 -

B Estimated no. of
people with dementia

140000

120000 -

100000 - B Estimated no. of
people with dementia
living in the
community

20000 -

60000

40000

20000

2011 2016 2021 2026 2031 2036 2041 2046

(Source: Pierce M, Cahill S, O'Shea E, 2014. Prevalence and Projections of Dementia
in Ireland, 2011-2046. Genio. Mullingar).

The aim of this piece of research is to:
Create an understanding of the current and future crisis in Ireland regarding the
lack of appropriate Dementia training
Identify the Dementia knowledge of the core group of Care Staff participating in
this research
Deliver the 2-day National Dementia Educational Programme to the core group
Create a platform for learning that strengthens the knowledge base of Care
Staff to meet the intrinsic needs of our Dementia community

Capture the requirement for change for sustainment and viability of a homecare
organisation () and its staff into the future.

By engaging in this research you will: receive a training qualification in the newly
developed 2-day National Dementia Educational Programme fnderstanding
Dementia for Homecare Workersq facilitated through Irelands National Dementia
Office.

What will taking part involve? Taking place in this research will involve you

completing a pre and post questionnaire (2 in total) regarding your knowledge of
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Dementia. You will also be required to make yourself available for the two days and

participate accordingly in the training provided.

Why have you been invited to take part? You have been invited to take part in this
research as you are part of the Care and Support Team at || ] . therefore

have/or will have direct contact with our Dementia community.

Do you have to take part? Participation is completely voluntary, you have the right
to refuse participation, refuse any question and withdraw at any time without any

consequence whatsoever.

What are benefits to taking part? You will receive a new qualification in Dementia
Care. This is only newly developed training therefore you will be a minority of qualified
staff in this area. You will assist ||| ] Bl in becoming a service that meets the
intrinsic needs of our Dementia community as well as becoming sustainable into the

future.

Will taking part be confidential? All information provided in this research will be
treated confidentially. Participants will not be identified in any reporting segment of this
research. If necessary, names will be changed disguising any details of your
participation. In the event that the researcher is made aware that you or someone else
is at risk of harm, the researcher may have to report this to the relevant authorities -
they will discuss this with you first but there may be a requirement to report with or

without your permission.

How will information you provide be recorded, stored and protected? Signed
consent forms will be retained in the researcher® office in a locked cabinet. This
information will only be retained until the exam board confirms the results of the
researcher® Dissertation. Under freedom of information legalisation you are entitled
to access the information provided at any time while it is in storage as specified. The
participant can contact the researcher to seek further clarification if required.

What will happen to the results of the research? The results of the research are
used as part of the final report for the researchers Dissertation. Disguised extracts

from the completed questionnaires and/or group sessions may be quoted in the

Page850f 134



researchers Dissertation, presentation®, published papers etc. and will be reported
back to the board of management of ||l However, no individual findings will

be reported, therefore respecting the autonomy of participants.
Who should you contact for further information? Deborah Rooney: 087N

Thank You!

./ ) / ;, ‘
(e ko

Deborah Rooney
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Appendix 1.2 Participants consent

Consent to Take Part in Research

...................................... voluntarily agree to participate in this research

| understand that even if | agree to participate now, that | can withdraw at any
time or refuse to answer any question without any consequences of any kind.

| understand that | can withdraw permission to use data from my questionnaires
and/or group session’s within two weeks after same has taken place, in which
case the material will be deleted.

| have had the purpose and nature of the study explained to me in writing and |
have had the opportunity to ask questions about the study.

| understand that participation involves participation in a pre and after training
questionnaire and/or group sessions.

| understand that | will not benefit directly from participating in this research.

| understand that all information | provide for this study will be treated
confidentially.

| understand that in any report on the results of this research my identity will
remain anonymous. This will be done by changing my name and disguising any
details of my participation which may reveal my identity or the identity of people
| speak about.

| understand that disguised extracts from my completed questionnaires and/or
group sessions may be quoted in the researchers dissertation, presentation’s,
published papers etc. and reported back to the Board of Management of
I

| understand that if | inform the researcher that myself or someone else is at
risk of harm that they may have to report this to the relevant authorities - they
will discuss this with me first but may be required to report with or without my
permission.

| understand that signed consent forms will be retained in the researcher’s office
in a locked cabinet. This information will only be retained until the exam board

confirms the results of the researchers dissertation.
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| understand that under freedom of information legalisation | am entitled to
access the information | have provided at any time while it is in storage as
specified above.

| understand that | am free to contact the researcher to seek further clarification

and information. Deborah Rooney: 0872653545.

Signature of research participant Date

| believe the participant is giving informed consent to participate in this study.

Signature of researcher Date
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Appendix 1.3 Permission letter

24% January 2019

Re: Permission to Conduct Research with the Employees at [N

Dear Deborah,

Tn response ta your request to conduct research at [ ENRNRNEEEN. i - our plcasurc
to grant you permission to carry out the research. We are looking forward to your findings
and how they could benefit the college and current peer learning curriculum.

Please contact the employees through I who will handle all correspondence
with employees. NN will distribute your letter of request to the emplovees’.

I wish you every success with your research.

Yours Sincerely,
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Appendix 2: Facilitators certificate
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Appendix 3: Quantitative research methods

Appendix 3.1 DKAS questionnaire and scoring information

Scoring the validated 25-item Dementia Knowledge Assessment Scale (DKAS)

dementa. [FALSE]

Response scale
Q# Statements about dementia [PIEase S0k one box )
Probably | Probably | dom't
Falss false frue Trug knaw
Al Dementia is a normal part of e ageing process. [:."-‘._5“__5]
Remove TRUE/FALSE

A2 |Azheimer's disease is the most common form of dementia. labels before use.
AS F"en;; can recover from the most comman forms of

Al Dementia does not resul from physical changes in the
korain.
FALSE]

A5 Plarming for end of life care is generaly not necessary
fiollowing a diagnosis of dementia. [FALSE]

A5 Blood vessel disease (vascular dementia) is the most
lcommian form of dementia. [FALSE)

AT Most forms of dementia do not generally shorten a person's

life. [FALSE]

A% Having high blood pressure increases a person's risk of
eveloping dementia. TRLUE]

A3 Maintaiming a healthy lifestyle does not reduce the risk of
eveloping the most common forms of dementia. [FALSE]

A10 [Symptoms of depression can ke mistaken for symptoms of
emenda. [TRUE]

ATl ercise is genesally bensficial for peogle experiencing
emenia. [TRLE

A2 fy diagnosis of dementia does not generaly improve
uality of life fior people expedencing the condition. [FALSE]

A13 [The swdden onset of cognitive prollems is characteristic of

commin forms of dementia. [FALSE]

Al4

tis impassible b communicate with a person who has
pavanced dementia. [FALSE]

A5

I8 person experencing advanced dementia will ot generaly

respond to changes in their physical environment. [FALSE

1 is impartant to corect a person with dementia when they
pre confused. [FALSE]

A7

Feople expensncing advanced demsantia often communicate

through body language. [TELIE

AlS

IUncharacieristic behaviows in a person expenencing
dementa are generaly a response fo unmet needs. [TRELUE]

Al3

Medications are te most effective way of reating
behaviowral sympioms of dementia. [FALSE]

Feople experencing dementia do not generally have
roklems making decisions. [FALSE]

Movement is generally affected in the later stages of
demenfa. [TRUE]

E‘enpe with advanced demertia may have dificuty
peaking. [TRLUE]

Feople expensncing dementia ofien have difficuty leaming
pew skils. [TRLE]

Difficulty eating and drinking generally ocours in the later
Efges of dementia. [TRLE]

[Daily care for a person with advanced dementia is effecive
mihien it focuses on providing comfiort. [TRLIE]
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The primary approach to scoring the valid and relizble 25-item version DKAS involves recoding responses and
the calculation of a tofal, subscale and item scores using SPS5 (or similar data analysis soffware).

Verified DKAS subscales

Subscale A: Causes and Characienistics (7 items scored out of 14) AT + A2 + AZ + AL + AS + AB + AT
Thiz zubscale describes fundamental mformation relatng to the pathology and terminal course of dementia.

Subscale B: Commumnication snd Behsviour {6 iteme scorsd out of 12): A14 + A15 + A16 + A1T + A18 + A19
Thes subscale describes information about how 2 person with dementia engages with the workd,

Subscale C: Care Considerafions (6 items scored ouf of 12); A20 = AZ1 + AZ2 = AZ3 + A2 = AZ5
This subscale describes symptoms that are relevant to the provision of care.

Subscale D: Risk Facfors and Heafth Promofion (B items scored out of 12): AB+ A9 + A10 + A11 + A12 + A13
Thes subscale describes information about fsk factors and conditions that are associated with or mistaken for demenia.

DEAS scoring

Step one: in your database, DEAS response categories should be labelled as follows:
Falze
Probably false
Probably true
True

I don't keow

e L P —=

Step two: recode resulfs to reflect whether responses are correct (True) or ncorrect (Falze) and apply the scoring
system. Examples of recoding in SP3S synfax:

Insert name of item Insert desired name of
used in your datakbese, recoded fbem.
;’H f”
("4 T4

RECODE [fem_A1] (3.4,5=0) {1=2) (2=1)into [final_iterm_A1].
RECODE [item_A2] (1.2 5=0) {3=1) (4=2into [final_itsm_AZ].

The DKAS scoring system is as follows:

= LSrore 2 points for an answer of true’ to a truthiul (true) statement.

Score 2 points fior an answer of falss” to an untrue (false) statement.

Score 1 point for an answer of ‘probably true’ to a truthiful (rue) staterment

Score 1 point for an answer of ‘probably fakse' to an untrue (fales) statement.

Score ) points for an answer of true’ or ‘probably true’ 1o an untrue (falss) statement.
Seore 0 poirts for an answer of Talse” or ‘probably fakee’ fo a truthful (true) staterment.
Score ) points fior an answer of | don't know'

Recoding of DKAS scores can be undertaken using the syntax funchon in SFS5. Note that the synfax below assumes
that the onder of itemnis iz the zame ag that presented in the scales

Step four: sum items to provide a total score. The maxinum total zcore on the DEAS iz 50 points.

Step five: depict relatve fem scores and subscale soores. Subscales can be compared direclly by creating a
normaized score (that is — uming the score into a fractional score between 0 and 1).
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Appendix 3.2 Assessing emotions scale questionnaire

Q# | Participants Name: Response Scale
1. 2, 3. 4, 5.
Strongly | Some- Neither | Some- Strongly
disagree | what agree what agree
disagree | nor agree
disagree
A1 | | know when to speak about my

personal problems to others

A2 | When | am faced with obstacles, |
remember times | faced similar
obstacles and overcame them

A3 | | expect that | will do well on most
things | try

A4 | Other people find it easy to confide in
me

A5 | | find it hard to understand the non-
verbal messages of other people
A6 | Some of the major events of my life
have led me to re-evaluate what is
important and not important

A7 | When my mood changes, | see new
possibilities

A8 | Emotions are one of the things that
make my life worth living

A9 | | am aware of my emotions as |
experience them

A10 | | expect good things to happen

A11 | | like to share my emotions with
others

A12 | When | experience a positive
emotion, | know how to make it last
A13 | | arrange events others enjoy

A14 | | seek out activities that make me
happy

A15 | | am aware of the non-verbal
messages | send to others

A16 | | present myself in a way that makes
a good impression on others

A17 | When | am in a positive mood, solving
problems is easy for me

A18 | By looking at their facial expressions,
| recognize the emotions people are
experiencing

A19 | | know why my emotions change

A20 | When | am in a positive mood, | am
able to come up with new ideas
A21 | | have control over my emotions

A22 | | easily recognize my emotions as |
experience them

A23 | | motivate myself by imagining a good
outcome to tasks | take on
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A24 | | compliment others when they have
done something well

A25 | | am aware of the non-verbal
messages other people send

Q# 1. 2. 3. 4. 5.
Strongly | Some- | Neither | Some- | Strongly
disagree | what agree what agree

disagree | nor agree
disagree

A26 | When another person tells me about
an important event in his or her life, |
almost feel as though | experienced

this event myself

A27 | When | feel a change in emotions, |
tend to come up with new ideas

A28 | When | am faced with a challenge, |
give up because | believe I will fail

A29 | | know what other people are feeling
just by looking at them

A30 | | help other people feel better when
they are down

A31 | | use good moods to help myself keep
trying in the face of obstacles

A32 | | can tell how people are feeling by
listening to the tone of their voice

A33 | It is difficult for me to understand why
people feel the way they do
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Appendix 3.3 Training evaluation form

FROCGAAMME EVALUATION FORM
Pemon-Centred Dementia Care
Ddd the pragramme content suppert your knowledge development on this subject?
Yes[ | Mal |

Ratis the programirme averall (@5, content & presentation, handeuts, reading material].

Viery Good 5 4 3 2 1 Paar

Wauld you recaommend this programme to a colleague?
Yes[ ] Ma] 1
Can you suggest any changes that would enhance the pragramme 9 maet your learning
needs?

1.

additional Comments:
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Appendix 4: Qualitative research methods: focus groups

A Appendix 4.1: Focus group statements and questions used
A Appendix 4.2: Script of the CMT focus group session
A Appendix 4.3: Script of the HCW focus group session
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Appendix 4.1: Focus group statements and questions used
Main Document Reference: 4.6 Focus Groups
Using the Goleman’s five identified basic emotional and social competencies to El,

there following topics were explored in the focus groups.

4.6.1 Objective 1: Self-awareness
In the training we looked at why it was important for a home care worker to be self-
aware. Examples of being self-aware are:
e Having confidence about what we do
e Understanding that there are limits to the care and support that we provide to
others
¢ And that we can laugh about not being perfect, bringing humour into what we
do.
Question 1: Taking all of this into account, if we were not self-aware as home care

workers, what impact would this have on a person with dementia?

4.6.2 Objective 2: Self-regulation
In the training we also looked at why it was important for a home care worker to be
self-regulated. Examples of being self-regulated are:
e The importance of being trustworthy. Care can be a very tempting place
particularly regarding money
e The importance of having integrity, always looking at doing the right thing
e How we offer comfort and staying open to the persons changing environment
and all the family dynamics that go with that
e Being able to control our personal feelings and not making judgements of
people’s living wishes or circumstances.
Question 2: Taking all of this into account, if we were not self-regulated as home care

workers, what impact would this have on a person with dementia?

4.6.3 Objective 3: Motivation
In the training we also looked at why it was important for a home care worker to be
motivated. Examples of being motivated are:

e Having a passion for the work we do, that goes beyond money or status/titles
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e The importance of striving to do the best that we can do, even if we are
feeling unsupported by the organisation that we work for
¢ Staying optimistic (like being positive) even when we are faced with failure.
Question 3: Taking all of this into account, if we were not motivated as home care

workers, what impact would this have on a person with dementia?

4.6.4 Objective 4: Empathy
In the training we also looked at why it was important for a home care worker to show
empathy. Examples of being empathic are:
e Creating a genuine connection with a person with dementia
¢ Being able to focus on the person with dementia’s emotions while providing
care and support
¢ Understanding that it is the emotions that are important not the facts.
Question 4: Taking all of this into account, if we were not empathic as home care

workers, what impact would this have on a person with dementia?

4.6.5 Objective 5: Social Skills
In the training we also looked at why it was important for a home care worker to have
social skills. Examples of having social skills are:
¢ Being good communicators
¢ Building and managing effective relationships with the person with dementia
and their surrounding networks
¢ Being particularly persuasive and skilled in the area of finding common
ground for building relationships
¢ Asking ourselves “if the behaviour could talk, what would it be saying”.
Question 5: Taking all of this into account, if we do not have social skills as home care

workers, what impact would this have on a person with dementia?
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Appendix 4.2: Script of the CMT focus group session

For the purpose of confidentiality, specific client references were removed from the

script. The following details the discussions held in the CMT Focus Group:

4.6.1 Objective 1: Self Awareness
Facilitator: In the training we looked at why it was important for a home care worker to
be self-aware. Examples of being self-aware are:

¢ Having confidence about what we do

¢ Understanding that there are limits to the care and support that we provide to

others
¢ And that we can laugh about not being perfect, bringing humour into what we
do.

Question 1: If we were not self-aware what impact would this have on a person with
dementia?
Speaker 1: By not being self-aware you can cause more confusion to that person. Like
at the start of the care call you have to go in and show them that you know what you're
doing, being confident and that you have the skills and have come up with a plan
before going in there.
Speaker 2: The person feeds off your confidence, giving them an understanding that
your confident in completing what is needed in the call.
Speaker 3: And also as well yeah, you know, you’re looking at him as a human being
and not just looking at them as someone with an illness.
Speaker 4: Like, if | wasn't self-aware my mood might determine how that persons day
goes and how | deal with my moods will impact on that person. Looking at the moods
that you are having and how they impact on the person with dementia. Like if I'm
having a bad day and | don'’t clear the desks before | go in, then my moods will have
a negative impact of the person.
Speaker 1: Negativity can be brought in.
Speaker 2: It can be erratic. And if you are erratic this will have an impact on the
persons moods. Can cause them to be erratic. Goes back to the confusion. The person
would feel very confused.
Speaker 5: It's important to stay within the care plan. Self-awareness creates

boundaries, making sure everything is okay for all parties involved.
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Speaker 3: Keeping that routine familiar for the person every day, you may even have
to be aware that they may need you to introduce yourself to them every day.
Speaker 6: It is important yes, that you are aware of the person having dementia. But
the person must come before the dementia, the dementia is just the illness, not the
person.

Speaker 4: Self-awareness is all about consistency for the person, you being aware
of who you are as a person will bring consistency. Its key to what works.

Speaker 2: You might have to tame down your personality or make it more upbeat, it&
important that youde at their level.

Speaker 5: If your aware of who you are its easier to adapt to your audience. You need
to adapt to your audience.

Speaker 7: You need to always know exactly what you're trying to bring to the
community as well. And to make sure that your emotions are like okay, before going
into someone, like clearing the desks.

Speaker 2: And also, about bringing in humour, if they see you wrestling with
something they then know it is okay to make mistakes and laugh about them.
Facilitator: What do you think this gives to the person with dementia?

Speaker 2: It gives them reassurance, that everyone messes up, its normal, and that
it® okay to mess up. It doesnd have to be all doom and gloom, tears and more tears,
laugher can help someone move on from this experience. It& about making it as
normal as possible for them, like saying sure | dond even ever know what day it is.
This helps the person, cause many things are very distorted for them. It& a positive
experience when you can connect with someone through laugher. They are aware of
their cognitive abilities going down and your just reassuring them that its ok.
Facilitator: Do you think that the ability to laugh at yourself is a positive thing?

All Speakers: Definitely.

Facilitator: Do you think we could be home care workers if we were not able to laugh
at ourselves?

All Speakers: Definitely not, you have to bring humour into care, you would just keep

beating yourself up over things, you wouldnda survive without it.

4.6.2 Objective 2: Self-regulation
Facilitator: In the training we also looked at why it was important for a home care

worker to be self-regulated. Examples of being self-regulated are:
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The importance of being trustworthy. Care can be a very tempting place
particularly regarding money
The importance of having integrity, always looking at doing the right thing
How we offer comfort and staying open to the persons changing environment
and all the family dynamics that go with that
Being able to control our personal feelings and not making judgements of
people® living wishes or circumstances.
Question 2: Taking all of this into account, if we were not self-regulated as home care
workers, what impact would this have on a person with dementia?
Speaker 1: If we cand be trustworthy, we are abusing them.
Speaker 3: We have to build up a trust, this comes with familiarity, if we dond have it
they wond let us care for them.
Facilitator: So are you saying that the truth is important in the relationship? | mean, if
we can't be trusted, what kind of impact would that have on somebody with dementia?
Speaker 3: The person wouldnd want to get close to you, they would be afraid.
Speaker 6: If we bring our own personal values and opinions into how we care for
people, or in general how we are in our families, this may have an influence in the way
that would automatically benefit you and not the person.
Facilitator: So what would that do if you were imposing your values on someone with
dementia?
Speaker 5: It makes life a lot more difficult to live in a way. It can challenge how you
do your job, makes it harder sometimes.
Speaker 6: In a way that they would probably prefer to live. But when they listen to
people that's coming in constantly with different beliefs, they can be swayed.
Speaker 1. And that's not fair on them as you could be taking away their
independence.
Speaker 4: Takes away their choices and power.
Speaker 5: It creates a situation where the person does not make decisions for
themselves and they are then automatically looking for someone else to do it for them.
So they're independent slowly goes, because they're looking for somebody else to
make decisions. So they start to lose control of themselves, then about what way they
actually did want to be.

Facilitator: Do you think that's common practice with home care workers?
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Speaker 5: Yeah, because not everyone is self-regulated. Okay. It can be very hard
to self-regulate, given scenario® that we come across, families often want differently
to the person. And that familiarity can be good in one sense but it can also breath
contempt.

Speaker 4: Another side to that is that the person may start showing anger, frustration
and all other connected behaviours. And there is always the perception that families
always knows what is best for that person and it's not always that way.

Speaker 1: Families can often be jealous of personalities and relationships.

Speaker 3: They often depersonalise the persons feelings.

Speaker 4: If we are in service to the person with dementia, it can only be about them.
Their values, norms and wants.

Speaker 5: Not all home care workers are regulated and it is something that needs to
be looked at. Because if we are not self-regulated it will create a whole different set of
problems for the person that we are supposed to be looking after.

Speaker 2: By not being self-regulated we overlook the individuals wishes.

Speaker 4: It can be very frustrating for the person with dementia to have things being
discussed around her and not with her. Also how people walk into their homes and
pick up their home care files and start reading their private business.

Speaker 2: You would never reach over and pick someone® phone up and read its
messages.

Speaker 4: It® a real violation of the person privacy.

Speaker 3: People want to get involved in the relationship or being part of making
decisions for the person. But when they are deciding what is best for the person they
sometimes miss the individual and act on what they think is best.

Speaker 2: We need to encourage people to speak openly about their wishes.
Facilitator: If | encourage somebody with dementia to speak openly about their wishes,
how do you think that would and make them feel?

Speaker 2: It would make them feel good, relieved, happy.

Speaker 4: It could also make them feel sad but also empowered or liberated.

Speaker 2: Makes people feel like they are intitled to have a say.
4.6.3 Objective 3: Motivation

Facilitator: In the training we also looked at why it was important for a home care

worker to be motivated. Examples of being motivated are:

Pagel02of 134



Having a passion for the work we do, that goes beyond money or statusftitles
The importance of striving to do the best that we can do, even if we are feeling
unsupported by the organisation that we work for
Staying optimistic (like being positive) even when we are faced with failure.
Question 3: Taking all of this into account, if we were not motivated as home care
workers, what impact would this have on a person with dementia?
Speaker 2: Personally | think the person would just go into a bigger shell. It& not the
type of job that you can do just for the money.
Facilitator: Why can you not do this job if you're not doing it for the money?
Speaker 2: Because you are not going to be meeting the needs of the person. Your
just going to go in and do the job, no trust, connection or relationship.
Speaker 3: You have to have a heart to do this job. Anyone who is in this type of work
for the money, just should not be in it.
Speaker 1: But you will still come across people who are in this work for the wrong
reasons.
All Speakers: There definitely is people like this in care.
Facilitator: Do you think that these people have the skill sets required to stay in care
just for the money?
Speaker 1: People can become clinical in the way that they look at situations.
Speaker 5: You can get accustomed to the feelings. You can also grow as a person,
in a way that helps you to deal with these feelings. It doesnd have to be in your nature
to care for someone, you can grow as a person to learn to care for people.
Speaker 2: Like | agree, | got into this line of work because it suited my lifestyle, drop
the kids to school and work around them. | didnd think of being caring, it just worked
in my situation.
Speaker 4: Whether someone has dementia or not, if there is a good relationship and
engagement, you can support people. But you wond last in care if you cand do this.
Speaker 3: People like that can work in domestics and not get noticed.
Speaker 2: But vulnerable people can be taken advantage of.
Speaker 1: Homecare companies have a lot to answer to, leaving people like this out
there and not addressing it.
Facilitator: Do you think that people who only provide home help, dond provide care

and support to people?
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Speaker 5: No | do think they do.

Speaker 1: You can stay optimistic till you are burnt to the ground but some people
just should not be working in care. Some people may need more support, but some
are over worked. But some are paid for 40 hours a week but only actually work 20
hours in comparison to someone who is committed to the job and only rostered for 20
hours a week. Whether you do 40 hours of 20 hours a week, you should give your
best. But in some company® the persons availability to work 40 hours makes them
more valuable just because of their availability and call needing to be covered. It has
to be quality over quantity.

Facilitator: Everyone in this room has been a home care worker and worked their way
up to management. So from a home care workers perspective, do you feel that it was
ever the money or the status that made you do a good job?

All Speakers: No definitely not.

Facilitator: What was it that made you more caring?

All Speakers: The people, the passion, the caring, the personal rewards, the feeling
you get from doing everything above and beyond.

Facilitator: What drives you to give above and beyond?

All Speakers: The smile on their face when you arrive and when your leaving, the
impact you have on their lives, such a gratifying job to do.

Facilitator: Can everyone in this room say that they have worked way beyond their
clock, when they are not getting paid?

All Speakers: Absolutely, no doubt, you have to be positive and make sure that all their
needs are met.

Facilitator: What kind of impact would you have on somebody with dementia if you are
going in with a negative attitude?

Speaker 6: You would have a very negative impact. People pick up on your vibes.
Whether we like it or not we give off vibes and whether or not the person has dementia,
they feed off the vibes we give. This can have either a positive or negative impact on
how their day is going to go for them. It is all about making that connection with that
person. You will never make a connection with a negative attitude. Your attitude cand
just be about the job tasks, washing and dressing. It has to be about making a
connection with the individual.

Speaker 5: Sometimes it® difficult to make a connection.
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Speaker 4: Sometimes it takes longer for a connection to be built but it usually

becomes a lasting one.

4.6.4 Objective 4. Empathy
Facilitator: In the training we also looked at why it was important for a home care
worker to show empathy. Examples of being empathic are:

Creating a genuine connection with a person with dementia

Being able to focus on the person with dementia® emotions while providing

care and support

Understanding that it is the emotions that are important not the facts.
Question 4: Taking all of this into account, if we were not empathic as home care
workers, what impact would this have on a person with dementia?
We have previously touched on empathy when we were taking about making
connections and there was a mention of connections taking time. Why would this be
the case?
Speaker 5: Sometime people with dementia fall into care and dond always know what
it is. It takes time to trust the system. It can take time to get past that and develop the
trust and to realise, that you know what you@e doing, that you support their
independence, because that it can be a big milestone for them.
Facilitator: Do you think that it is important that you support someone® independence?
All Speakers: Yes, massively. They dond like you going in babying them, they prefer
to be supported. You can frustrate them if you dond work with them.
Speaker 3: It& about treating them with dignity and if you dond have empathy youde
in the wrong job.
Speaker 6: 1t& important to let people hold onto what they have, even if what they
have is so small, it will still be important to them. You nearly have to reverse what we
normally would do and step back and observe what they can do before we understand
what is needed from us.
Facilitator: Do you think that this observation is a skill that home care workers naturally
have?
Speaker 6: No, most want to go in and mind the person, sometimes even take over.
But it is important to allow the person to maintain their independence as much as

possible.
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Facilitator: Do you think there is a difference regarding the importance of promoting
independence if the person has dementia?

Speaker 6: No, a person should be allowed to maintain their independence whether
they have dementia or not. But it is more difficult for somebody with dementia to hold
on to independence. Sometimes people see the dementia first and not the person
which is part of the problem.

Facilitator: Do you think that® common, that the dementia is seen before the person?
All Speakers: Yes, definitely it is very common in dementia.

Speaker 2: A lot of people come with a sympathetic attitude and not an empathetic
attitude which is kind of what we were thought in the past.

Speaker 4: Why should it be different for someone with dementia, when | am upset
people show me empathy.

Speaker 2: But we were never thought this before we did the dementia training and
we never knew why things werend working.

Speaker 1: That® why it® very important that everyone gets to do the new training.
Like before we used to get caught up with the frustrations of them being so repetitive.
But now we now to look at the emotions and show empathy there.

Facilitator: What helps you to understand the person with dementia?

Speaker 1: It is the relationship and knowing the person.

Speaker 6: People need to move away from minding the individual to supporting them.
Speaker 2: It is about adapting and finding a way that suits them.

Speaker 3: Families can be problematic here.

Facilitator: Do you think you can be empathetic without the families?

Speaker 3: It& a bit of both, yes and no. You still have to listen to the family and still
be empathetic to them too.

Speaker 6: This is where self-regulation comes into play, you can listen to the family
but the individual with dementia still needs to come first.

Speaker 2: Sometimes | find the family more difficult in these situations.

Facilitator: Why is that?

Speaker 2: Sometimes they just dond understand that their parents are changing and
cand do what they used to.

Speaker 1: Families have never been trained in dementia so therefore dond have an

understanding of it.
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Facilitator: Do you think that if we engaged with the family members and brought them
through the training, that we would have a more cohesive working relationship?

All Speakers: Absolutely 100%, its totally needed. Everyone would benefit from that,
including the person with dementia.

Facilitator: If we were to be very honest with ourselves, would we think that we were
more sympathetic or empathetic before we had the new dementia training?

All Speakers: We would have definitely been sympathetic, but that® what we had been
previously trained to be.

Speaker 6: We never understood that there was anything wrong with what we were
doing.

Speaker 4: The training has made us more conscious of our interactions.

4.6.5 Objective 5: Social Skills
Facilitator: In the training we also looked at why it was important for a home care
worker to have social skills. Examples of having social skills are:

Being good communicators

Building and managing effective relationships with the person with dementia

and their surrounding networks

Being particularly persuasive and skilled in the area of finding common

ground for building relationships

Asking ourselves fif the behaviour could talk, what would it be sayinga
Question 5: Taking all of this into account, if we do not have social skills as home care
workers, what impact would this have on a person with dementia?
Speaker 5: Communication is vital in any relationship, if youde not engaging, then that
person can become more reclusive. If your self-regulation is in place where it®
supposed to be you are going to be more positive, the clients will then feel more at
ease, as well. And that also develops your relationships. And it gives a level of trust
with their family, with the person with dementia and their surrounding networks. It& a
real learning process for us all.
Speaker 6: We need to listen and observe more. When people with dementia are
saying the same thing over and over we need to listen because they are trying to tell
us something. Itséimportant to explore that further with them, staying with what they

are trying to communicate instead of moving on or distracting them to something else.
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Even if you cannot get the whole picture, overtime you may be able to help the person
build a picture of what it is that they are trying to communicate with you.

Facilitator: Before you did the training would that have been the approach you took?
Speaker 6: No. | would have thought that they were just rambling and that there was
no substance to what was been said.

All Speakers: Very different approach, would have being trying to make it better for
them in the past, telling them not to be upset, distracting them, minding them,
sympathising with them instead of empathising.

Speaker 6: We were trying to stop that emotion because we were uncomfortable with
it. Now we understand the importance of acknowledging the person being upset and
how important that is to them. That might be all they need to move on. Even knowing
that somebody actually listens.

Speaker 3: Sometimes when your like that, your emotional, feeling sad and wanting
to cry with the person.

All Speakers: We are now feeling what they are feeling, understanding it& importance.
Speaker 3: It& very important that they have a safe environment to verbalised what
they are feeling.

Facilitator: Do you think there's a connection between having social skills and being
empathetic?

Speaker 3: Yes, they impact on each other, almost roll into one another.

All Speakers: Yes, they come hand in hand.

Facilitator: Do people think that as a home care worker that you have to have social
skills?

Speaker 5: We are supposed to be person centred, without social skills that isnd
possible. How else could be grow?

Speaker 4: But if we're more empathetic towards people, then we are generally very
considerate about how we communicate. This can be good news, bad news, difficult
news, either way it's more considerate of the person.

Speaker 1: | can recall situations where | have been empathetic without even knowing
| was being that way. | always thought | had good social skills. Even when | had
dementia training it was never as indebt as this dementia training, so | wouldnd have
known the difference. But | still found family dynamics very difficult particularly getting

them on board.
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Facilitator: That is kind of clicking onto persuasion and if a home care worker has the
skills to persuade other relationships within their networks?

Speaker 2: Yes we can, but we would get a better by-in from families and their
networks if they did the training and understood dementia more.

Speaker 5: When the family member gets the see and understand the skill set that we
bring in, you know, they could benefit massively from it. It would help to defuse family
conflict when more understanding is had.

Speaker 2: We still have to remember that some families might refuse training because
they are in denial of what is actually going on for their parent.

Facilitator: Do you think that you have a persuasive nature as a home care worker?
All Speakers: Yes, definitely, we have to be persuasive all the time in what we do.
Speaker 3: Sometimes we even have to get buy-ins for what the person likes to eat.
Like a family might leave out dinners but the person just wants a sandwich. Sometimes
we spend time getting the family to buy-into the fact that their parent doesnda like the
meals being left; and that can be difficult.

Facilitator: This is reminding me of the training, that the intention from someone is
rarely coming from a bad place e.g. the family only want to give their parent a nutritious
meal, they are not trying to take away their parentséchoice. But that this requires real
social skills to address this type of situation in a way that maintains the relationship
into the future.

Speaker 3: Absolutely, it is so difficult to do, but | think we all do it well.

Speaker 5: Sometimes families are living in fear of what would go wrong if they didna
do X, Y &Z.

Speaker 6: Yes, but they are living in their fear, it& not the person with dementia®
fear, and it® important to understand that.

Speaker 4: It does take a huge amount social skills to work with a family that is so
distressed. Particularly when that family are probably living in fear, anxiety, and their
parent means everything to them.

Speaker 6: But is important to remember that less than 10% of families come with the
intention to do bad.

Speaker 5: And that most of these people within the 10% are usually dissatisfied that
they've been totally unsupported by the system. And they've just become so stressed
and so fed up with situation that they actually dond know how to let anyone reach out

to them.
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Speaker 2: There has been occasions were family members have said that the person
that we are caring for was very different to them growing up, that the person was a
horrible human being and that this had brought resent towards the person and how
they cared for them.

All Speakers: It can be very difficult, particularly when people put their names down as
next of kin®, they may not have the strength to pull away from their parent. And there
is not enough information at the diagnosis stage of what is expected from family
members, let alone dementia as a whole. But it is important that we have the social
skills to know how and when to back off and not to get involved.

Facilitator: Has anyone else got anything that they would like to add before we bring
this to a close?

All Speakers: No, happy with what has been said.

Facilitator: Thank you for your participation and contributions in today® focus group.
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Appendix 4.3: Script of the HCW focus group session

For the purpose of confidentiality, specific client references were removed from the

script. The following details the discussions held in the HCW Focus Group:

For the purpose of confidentiality, specific client references were removed from the

script. The following details the discussions held in the HCW Focus Group:

4.6.1 Objective 1: Self Awareness
Facilitator: In the training we looked at why it was important for a home care worker to
be self-aware. Examples of being self-aware are:

¢ Having confidence about what we do

¢ Understanding that there are limits to the care and support that we provide to

others
e And that we can laugh about not being perfect, bringing humour into what we
do.

Question 1: If we were not self-aware what impact would this have on a person with
dementia?
Speaker 1: They would be confused and frustrated if you don’t have the confidence to
deal with everything.
Speaker 2: You have to be confident, they wouldn’t feel comfortable with you if you
were not.
Speaker 3: If you're not confident they pick up on it.
Facilitator: Is this something you all would agree with?
All Speakers: Yes, absolutely you couldn’t work in homecare if you had not got
confidence, they expect us to know what and how to do things, it's how we build trust.
Facilitator: What about humour, do you all think that’s important?
All Speakers: Absolutely, you couldn’t work in homecare without humour, it breaks
down barriers, makes people feel comfortable in uncomfortable situations e.g.
personal care, washing, toileting.
Speaker 4: Humour makes it easier when you are dealing with the human side of
providing care to someone. Sometimes you have to have very difficult conversations,

a bit of laughter can lighten that.
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Speaker 3: A bit of humour can take the tension out of what® going on for that person.
Speaker 7: It& a different type of industry to others, laughing is something that just
makes the job easier and the person happier.

Speaker 5: It can set the mood for that person for the day, they can become more
relaxed.

Speaker 1: Them being relaxed makes you more relaxed, which makes it easier to get
the job done. In some cases you need a lot of confidence to bring out laughter,
particularly in difficult cases. Sometimes dementia cases are beyond anything you
have worked with before. Like one lady screams a lot. It takes a lot of work on yourself
to work through that and almost ignore it to actually meet the needs of the person. The
screaming is something that is just a behaviour but you can change the mood of that
person with laughter.

Speaker 5: | have a woman that if you laugh when she is screaming she starts to laugh
with you, she then feels happy, but it is hard to do. You have to be very confident about
yourself, particularly when the family is around.

Speaker 4: | have a lady who loves singing and if you sing it can change her mood
completely. She can walk up and down stairs when she is signing but not if she is not.
Singing takes her mind off the task. At first people in the community would think it was
a bit weird seeing us singing going down the road, but | think they get it now.
Speaker 5: Singing can create a connection with the person. Sometimes my lady just
lies on my shoulder when | am singing. She could lie there for hours, all she wants is
a cuddle.

Speaker 7: It is really down to you and how you are with them. Even how you greet
them can have a huge impact of how the call is going to go. It& important to greet them
in a kind way fgood morning, how are youa And then listen to hear their mood. Like |
have a lady who likes me to sit on the side of the bed with her and chat before she
gets up. But | am not allowed to enter her room until she puts her teeth in. This is about

her own dignity and me respecting that.

4.6.2 Objective 2: Self-regulation
Facilitator: In the training we also looked at why it was important for a home care
worker to be self-regulated. Examples of being self-regulated are:

The importance of being trustworthy. Care can be a very tempting place

particularly regarding money
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The importance of having integrity, always looking at doing the right thing
How we offer comfort and staying open to the persons changing environment
and all the family dynamics that go with that
Being able to control our personal feelings and not making judgements of
people® living wishes or circumstances.
Question 2: Taking all of this into account, if we were not self-regulated as home care
workers, what impact would this have on a person with dementia?
Speaker 7: It is all about being happy, even when youde not feeling happy. It&
important that you do not bring anything personal into the call. You are only there for
an hour so it is important that you make them feel good for the hour. You are probably
the only person that they are going to see for that day.
Speaker 4: I1t& amazing how we can do that, | think it& a challenge sometimes.
Speaker 6: Going in somewhere else can help you get away from what® going on for
you. It can be a break for you too. In some ways it helps you block what is going on
for you too.
Speaker 5: It takes a certain type of person to work in care, certain clients can really
get in on you. Like last week | was at a call and the woman just kept repeating herself
over and over. | was using all the new training but she was stuck in an anxious emotion
and | just could not get her out of it. She was afraid her daughter wasnd going to come
back.
Speaker 7: We are only human, we still get upset and frustrated, but it& about being
aware of that.
Speaker 1. Sometimes you have to dig deep to find yourself and stay professional.
You have to have a certain personality to work in care, not everyone could do it.
Everybody needs a break from that kind of environment, especially family carers, like
we are only going in and out. They are living it. If we are finding it challenging can you
image what it like for them fulltime.
Speaker 3: When you just keep going and youde not aware of the impact that these
environments are having on you, you will just burn out.
Speaker 4: It& hard to switch off, sometimes we can keep it under control at work but
we can bring it home and everyone gets a lash of it.
Speaker 1: For me | dond because | often feel appreciated in work and not so much

at home.
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Speaker 3: Sometimes you have to really regulate yourself and stop yourself from
saying things, particularly with family members. You have to choose what you say a
lot. But you have to keep focussed on the person that you are there to care for not the
others.

Speaker 2: If you dond click with the family it won& work with the person. The family
are too involved to be ignored.

Speaker 6: Families often just want to be part of what& going on, know what®
happening and to get help off you for how to deal with things.

Speaker 4: Sometimes you can become part of the family. Like if you get on well they
well welcome you with open arms, making you a cup of tea when you come in. They
can be so grateful for what you do.

Speaker 2: But there has to be a balance, you still have to put the person with dementia
first. That sometimes means that a chat will have to be had with a family member, but
it& how you have that chat that is important.

Speaker 6: Having a good relationship makes an easier environment to go in to.
Speaker 4: Working in care can be lovely. We make great connection and we form
relationships quickly because of the nature of what we do. Like some of the discussion
we have with people would never be accepted in any other industry. Like we are
constantly laughing and joking about bowel movements and there are people in the
other room, god knows what they are thinking.

Facilitator: Do you think it is easy to get someone to have personal care (pad changes,
showers etc.) when they have dementia?

All Speakers: It can be very frustrating, difficult, takes great patience and social skills.
Sometimes we have to use all the tricks of the trade.

Speaker 7: Even treachery. | know in the training we were thought that this was not
right but that& not what we were told in the past.

Speaker 3: We were previously thought to do whatever it took.

Speaker 3: 1t& hard to be honest some of the time. Sometimes especially around the
time we have for the call.

Speaker 6: The timescales can be very tight, sometimes youde watching the clock
knowing that you still have a list of things to do.

Facilitator: What about peoples finances, do they pose a problem for people with

dementia?
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Speaker 4: Yes definitely, they are forever trying to give you money. Yesterday | got
offered a fiver, but you dond want to insult them, you just have to find a way that they
will understand that you cand take it.

Speaker 4: Sometimes they just want to show that they are grateful for everything you
do.

Speaker 1: Like | am going on a week®& holidays and | got flowers off one client and a

box of chocolates off another. But | just log it with the office just in case.

4.6.3 Objective 3: Motivation
Facilitator: In the training we also looked at why it was important for a home care
worker to be motivated. Examples of being motivated are:
Having a passion for the work we do, that goes beyond money or status/titles
The importance of striving to do the best that we can do, even if we are feeling
unsupported by the organisation that we work for
Staying optimistic (like being positive) even when we are faced with failure.
Question 3: Taking all of this into account, if we were not motivated as home care
workers, what impact would this have on a person with dementia?
Speaker 3: You have to be motivated in order to motivate them.
Speaker 1: If youde not motivated you wond do the job right. If you dond wash
someone properly, they will end up with sores. It just doesnad work that way, it would
have a ripple effect. But it is hard to go into some houses sometimes, you have to
sometimes take a deep breath and centre yourself.
Speaker 2: But it can be very rewarding, like seeing the slightest little changes in them
can make you want to do more for them.
Speaker 7: When you see them with a smile that just means everything. You bond
with them, they are very vulnerable and you get to know them inside out, it& just so
rewarding to be in homecare.
Speaker 6: Like some of my clients say that we are just amazing and struggle to get
the words out to show appreciation. That makes you feel so good. They go on about
how we have our own kids, families and responsibilities and still come in to look after
them 100%. They just appreciate you immensely.
Speaker 4: They are constantly saying what would | do without you. It just makes you
feel great as a person.
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Speaker 1: When you have clients that appreciate you so much it just makes you want
to do so much more for them. Like | am going on holidays for a week and | spent the
last week making sure everything was in (meds, gloves, shopping etc.) cause |
wouldnd want them worrying about a thing when 1én gone. And they do be so anxious
about who& covering and when you come back the usually enjoy the time they had
with the person covering you.

Speaker 6: You do kind of take it home for a bit. It can take you a while to switch off.
But it is great getting paid well. Like other companies dond pay what we get paid or
get what we get. But it® not about the money.

Speaker 1: People often say it®& a vocation. But there is a difference between the
privates and the non-profits, we get paid more and even sick pay.

Speaker 4: Like these are our most vulnerable people, companies should be investing
in their staff.

Speaker 1: Like we have more supports here and we get loads of different things like
the chocolates for fjust becauseoand the vouchers at Christmas. Like that means so
much to us. It makes you feel so appreciated. Even the mentors, like new people
working having people like them that they can turn to.

Speaker 4: 1 dond think you get all that in other companies.

Speaker 3: The mentors are great because they know exactly what has to be done
and you can immediately relate to them. You will also be able to ask questions and

not feel stupid. Its brilliant.

4.6.4 Objective 4: Empathy
Facilitator: In the training we also looked at why it was important for a home care
worker to show empathy. Examples of being empathic are:
Creating a genuine connection with a person with dementia
Being able to focus on the person with dementia® emotions while providing
care and support
Understanding that it is the emotions that are important not the facts.
Question 4: Taking all of this into account, if we were not empathic as home care

workers, what impact would this have on a person with dementia?
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We have previously touched on empathy when we were taking about making
connections and there was a mention of connections taking time. Why would this be
the case?

Speaker 1: | have a client at the moment and | have been working with the family a lot
because they are struggling with being honest with telling their mother that her
husband is dead. The daughter in particular thinks it® best to be honest. But every
day the client is experiencing the husband& death over again, not after remembering
that he is dead when she wakes up. After a heart breaking couple of weeks the family
agreed to not say he was dead and to instead explore their relationship e.g. how old
were you when you got married etc. This has help immensely.

Speaker 2: It seems heartless to tell a person that over and over. But it® important not
to lie, cause you need the connection.

Speaker 1. | am 20 years at this game, you just learn how to console people.
Sometimes they are just miserable and it& your job to make them feel better.
Speaker 5: Sometimes it& good enough to just be there for them, being present and
not saying anything, knowing what they want based on their ways even if they are
childlike.

Facilitator: Do you mean their regression age?

Speaker 5: Yes, like this woman that In thinning of is very childlike and loves cuddles
and tickles.

Speaker 4: | know the woman your talking about, she would be lost in a nursing home,
she is very lucky, her family is so supportive of her.

Facilitator: Do you think you can be a home care worker and not have empathy for
someone?

All Speakers: No, definitely not, it just wouldnd be fair on the clients. Their feelings are

too important to ignore. As the training goes it& about the emotions not the facts.

4.6.5 Objective 5: Social Skills
Facilitator: In the training we also looked at why it was important for a home care
worker to have social skills. Examples of having social skills are:

Being good communicators

Building and managing effective relationships with the person with dementia

and their surrounding networks
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Being particularly persuasive and skilled in the area of finding common

ground for building relationships

Asking ourselves fif the behaviour could talk, what would it be sayinga
Question 5: Taking all of this into account, if we do not have social skills as home care
workers, what impact would this have on a person with dementia?
Speaker 3: Social skills are very important. Nearly everything that we do is around
being persuasive with someone, especially when they have dementia. If you dond
have the skills that will work for you and them, then you will be there half the day going
around and around. They give every excuse especially around personal care, no |
dond want to get a shower, my daughter will do that. For some reason people with
dementia tend to be afraid of water.
Speaker 4: Like with the lady that loves to sing we have to sing with her to distract her
to get her teeth in and out. If we didnd know this she would have mouth infections etc.
Speaker 3: Sometimes it® about building the relationship and making it fun and putting
the person at ease. But you have to be able to read the person to do this and get them
on board. You never forget that they are afraid though, you have to take it at their
pace. Singing was very good when someone is afraid. It acts as a distraction. You
have to have the social skills to build up a trusting relationship.
All Speakers: Very different approach to what we do with others, you have to have a
good personality, it& important to show respect, getting down to their eye level when
we are talking to them, like the lady | was talking about earlier about letting her put in
her teeth before | come into the room. You have to have the banter, they love a good
laugh.
Speaker 7: Also touch is extremely important, we are always reaching out and being
emotional. But you read the person.
Speaker 1: We are more tactile than other professional® in our industry. They are
often trained to be more distant.
Speaker 3: The very nature of what we do makes us more engaging with people, giving
hugs and just letting them rest on our shoulders.
Speaker 6: Sometimes you can tell when you arrive how someone is feeling.
Speaker 1: 1t& important to go with that, letting them decide how they are feeling and
that its okay. We can just listen, its hard to hear them upset but we can help them by

listening.
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