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Summary
Background
The National Dementia Strategy indicates that people with dementia
represent up to 29% of acute hospital admissions. With the prevalence of
dementia predicted to rise significantly, it is reasonable to assume that
the number of people with dementia presenting at acute hospital services
will also increase. Yet, the National Audit of Dementia Care in Acute
Hospitals identified that inpatients with dementia had notably poorer care
outcomes than inpatients without dementia. The effective use of personal
passports for inpatients with dementia leads to more positive care
outcomes and the promotion of person centred care. Despite this, their
introduction into Irish acute hospital settings is at best ad hoc. There is
also a dearth of research evidence into their use, particularly the
experiences of staff and families of inpatients with dementia using
personal passports to support care. This study is part of a wider study to
improve the care outcomes of people with dementia in acute settings.
Method
Using a qualitative descriptive approach, this study consisted of two
parts:
Part 1: Six individual semi structured interviews with family members.
Part 2:Two focus group interviews with staff members.
Interviews were transcribed verbatim and thematic analysis was used to
identify key themes.
Results
Part 1: Two themes emerged from the family interviews: Guardianship
and Advocacy. Personal passports allowed families to give staff an
insight into the person with dementia and highlight what is important to
the person.
Part 2: Two themes emerged from the staff focus groups: Care and
Knowing the Person. Personal passports were important for
communication, management of responsive behaviours and recognising
the humanness of the person.
Conclusions
Using personal passports enhances the provision of quality person
centred dementia care. Families and staff differentiated this care from the
delivery of clinical care tasks. Challenges, such as the acute care
environment and lack of dementia awareness and education, inhibit
using personal passports in acute hospital settings.
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Chapter 1 Introduction

Research Title:
“Experiences of staff and family members of inpatients with dementia
where personal passports are used to support care in an acute setting.”

1.1 Introduction
The Irish National Dementia Strategy (Department of Health (DOH)
2014) estimates that on average people with dementia represent 29% of
acute hospital admissions. As the prevalence of dementia is predicted to
rise significantly in the coming decades (Cahill et al 2012, DOH 2014) it
is not unreasonable to assume that the number of people with dementia
presenting at acute hospital services will also increase. Yet the National
Audit of Dementia Care in Acute Hospitals (de Suin et al 2014) identified
that inpatients with dementia in acute settings had notably poorer care
outcomes than inpatients without dementia. Additionally, admission to
hospital can be confusing and frightening for people with dementia,
particularly if the admission is due to an acute illness or crisis (Bray et al
2015). The acute care setting within which this study takes place is a four
hundred bed general teaching hospital. It has a diverse catchment area
encompassing both rural and urban locations. People with dementia are
cared for in all hospital settings including outpatients, inpatients and day
surgery. The emphasis for this study was on the use of personal
passports to support inpatients with dementia as the literature has shown
that this can be particularly distressing for people with dementia and their
families (Cahill et al 2012, Brooker et al 2013, de Suin et al 2014,
Department of Health 2014)

Within international and national literature, the effective use of personal
passports for inpatients with dementia has been identified as leading to
more positive care outcomes and the promotion of person centred care
(Alzheimer’s Australia 2014, Bray et al 2015). Personal passports are
brief documents used to inform staff of key information relating to the
11

person with dementia, including likes, dislikes and routines. However,
their introduction into Irish acute hospital settings has been at best ad
hoc. There also appears to be a dearth of research evidence into their
use and in particular the experiences of staff and family members of
inpatients where personal passports are used to support care is largely
unexplored. This prompted the research question: What are the
experiences of staff and family members of inpatients with dementia
where personal passports are used to support care in an acute setting?
This study, by describing in detail the subjective experiences of staff and
family members in relation to the use of personal passports to support
the care of inpatients with dementia, will answer this question and
address the research gap. It will also identify the benefits and challenges
of using personal passports to support dementia care in acute hospital
settings and add to the evidence base for their use. Part 1 of the study
will involve individual interviews with family members and part 2 of the
study will involve focus groups with staff members.

The remainder of this chapter will detail the aims of the study as well as
its significance in relation to patient care. Key terms will be described and
the background and context of the study, including the larger study within
which this study takes place will be examined. The rationale for
conducting the study will then be explored. Finally, the structure of the
remaining thesis chapters will be set out and concluding comments
made.

1.2 Aims of the study


Part 1:To explore and describe the experiences of family
members of people with dementia using the personal passport
(individual semi structured interviews).



Part 2: To explore and describe the experiences of acute care
staff using the personal passport (focus groups).

12



To evaluate the use of a personal passports in relation to the
perceived impact on the provision of person centred patient care
to inpatients with dementia in the acute setting.



To evaluate the perceived benefits and challenges of using
personal passports in the acute care setting.



To inform person centred service provision for people with
dementia admitted to acute care.



To add to the body of knowledge relating to the provision of care
to people with dementia and their families in acute settings. This
will include a comprehensive literature review on the topic.

1.3 Description of key terms
1.3.1 Dementia
Dementia is an umbrella term that encompasses a number of conditions
including Alzheimer’s disease, Vascular dementia, Lewy Body dementia,
Parkinson’s dementia and Frontal temporal dementia (Andrews 2015,
Rubinstein et al 2015). Although each dementia condition can have
different presentations they also have a number of commonalities. The
National Institute of Clinical Excellence (NICE) in the UK (NICE 2010)
define dementia as:
“A progressive and largely irreversible clinical syndrome that is
characterised by a widespread impairment of mental function. Although
many people with dementia retain positive personality traits and personal
attributes, as their condition progresses they can experience some or all
of the following: memory loss, language impairment, disorientation,
changes in personality, difficulties with activities of daily living, selfneglect, psychiatric symptoms (for example, apathy, depression or
psychosis) and out-of-character behaviour (for example, aggression,
sleep disturbance or disinhibited sexual behaviour, although the latter is
not typically the presenting feature of dementia).”
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They further state that people living with dementia have a greater
predisposition to mobility issues and falls (NICE 2010). Moreover, there
is no cure for dementia and available treatments are often limited in their
effectiveness (Rubinstein et al 2015). Support and care are the main
options in terms of managing the condition (Department of Health UK
2009, DOH 2014, Rubinstein et al 2015).

There are a number of risk factors associated with dementia (WHO
2012). Non-modifiable risk factors include age, genetics and Down
syndrome. Modifiable factors include diabetes, midlife hypertension,
midlife obesity, smoking and physical inactivity (Cahill et al 2012). It is
upon these modifiable factors that the world’s attention is focused in
terms of trying to slow down the increase in incidence of the condition
(WHO 2012).

Whereas it is necessary to understand the symptomatic characteristics of
dementia, particularly in terms of risk assessment (Department of Health
UK 2010) an understanding of dementia that is illness orientated can
cause increased debility (Drossel and Fischer 2006, Irving and
McGarrigle 2012). It is important to remember that the psychological,
social and financial impacts of dementia are key influences on how the
condition will affect the individual (NICE 2006, NICE 2010, Irving and
MCGarrigle 2012). Added to this, the personality of the individual, their
life history and the environment need also to be considered in terms of
supporting people living with dementia (Kitwood 1997, Brooker 2007).
This is the premise upon which person centred dementia care is based
and the concept is promoted though the use of personal passports
(Upton et al 2012, Brooker 2013). This makes the experience of
dementia one that is unique to each person. With this in mind the
emphasis in this study will be the whole person with dementia rather than
the type of dementia they are living with.

14

1.3.2 Person centred care
Tom Kitwood, an English psychologist, first introduced the concept of
person centred dementia care in the 1990’s (Kitwood 1997). It is based
on the assumption that there is interplay between neurological
impairment, psychosocial factors and the environment (Downs et al
2006). It contrasts with the medical model, as the decline associated
with the progression of dementia is seen not only as a result of cognitive
impairment but also as a result of the interaction between the person and
social and environmental factors (Brooker 2007, Bartlett and O’Connor
2010). Kitwood (Kitwood 1997) used an equation to summarise this
concept: D= P+B+H+NI+SP, with dementia being seen as the sum of the
person’s personality (P), their biography (life story, B), their health and
physical wellbeing (H) and neurological impairment (NI) and social
psychology (SP), that is the social and physical context within which the
person lives (Biernacki 2007, p. 43). Building upon Kitwood’s work,
Brooker (2007 page 13) presents four elements of person-centred care:
V= A value base that asserts the absolute value of all human lives
regardless of age or cognitive ability. I= An individualised approach,
recognising uniqueness. P= Understanding of the world from the
perspective of the service user. S= Providing a social environment that
supports psychological needs. Again, the emphasis of care is not solely
related to the cognitive decline but rather the inherent value and
humanness of the person. Most importantly, the person-centred model of
dementia care places people with dementia and their families at the
centre of care as active participants rather than passive recipients
(Downs et al 2006). This is particularly relevant to this study as a key
function of personal passports is to involve the person with dementia and
their family in the care process.

1.3.3 Personhood
Central to both Kitwood’s model of person centred care and Brooker’s
VIPS model is the concept of personhood (Kitwood 1997, Brooker 2007).
Personhood is defined as “A standing or status that is bestowed upon
one human being, by others, in the context of relationship and social
15

being. It implies recognition, respect and trust” (Kitwood 1997, p. 8). The
primary goal of person-centred care is the maintenance of personhood
(Brooker 2007, Evardsson et al 2008, Clissett et al 2013a). There are five
key features necessary for the maintenance of personhood, namely
Attachment, Inclusion, Identity, Occupation and Comfort (Brooker 2007):


Attachment relates to secure and trusting relationships.



Inclusion occurs when people with dementia are involved in the
social world around them.



Identity is about knowing the person with dementia and their life
story, either trough the person themselves or through the people
who know them best.



Occupation refers to occupation that is meaningful to the person.



Comfort relates to not only the need for physical comfort but also
the basic human need for tenderness and affection. (Brooker
2007).

Maintenance of personhood enhances the wellbeing of the person with
dementia, whereas ignoring personhood results in ill being (Kitwood
1997). Kitwood (1997) refers to the factors in the social environment that
enhance the maintenance of personhood as positive person work.
Positive person work includes validation, enablement, respect, including
and empowerment (Brooker 2007). In contrast, factors in the social
environment that inhibit the maintenance of personhood are referred to
as malignant social psychology and include outpacing, labeling,
infantalisation and disempowerment (Brooker 2007).

1.3.4 Personal passport
A personal passport is a tool for getting to know the person with
dementia, which is completed by the person(s) most familiar with the
individual. It details information about the individual that staff should
know in order to support the person with dementia whilst they are an
inpatient in the acute hospital setting. Information contained in the
passport includes routines, preferred activities, likes, dislikes and care
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preferences. It also includes information on eating and drinking, sleep
and things that might upset or calm the person. The personal passport
can be completed prior to, upon or during admission. It can be added to
during admission and transferred with the person when moving between
wards or services (Brooker et al 2013). The aim is to facilitate
individualised

communication,

person

centred

care

and

family

involvement (Upton et al 2012, Brooker et al 2013). Enabling people with
dementia and their families/carers to become more involved and active in
their care is a key tenet in the Irish National Dementia Strategy (DOH
2014) and is crucial to improving the care outcomes and experiences of
inpatients with dementia in the acute setting (Alzheimer’s Australia 2014).
Personal passports such as “this is me” (Alzheimer Society UK 2010),
“All about me” (Upton et al 2012), “knowing me” (NHS, West Sussex
2012) and “getting to know me” (Scottish Care 2013) have been
introduced successfully into the acute care setting in the UK to promote
the biography of the person with dementia, enhance person centred care,
promote personalised communication and involve families in care. This is
mirrored in other countries globally (Alzheimer’s Australia 2014).
However, their use in the Irish acute health and social care system is ad
hoc at best.

The personal passport identified for implementation as part of this study
is “getting to know me” (Scottish Care 2013) and was chosen after
consultation with the local hospital patient council and Alzheimer’s café
groups. (Appendix 1).

1.4 Background and context
1.4.1 Global perspective
The worldwide prevalence of dementia is estimated to be 46.8 million,
with this number forecast to rise to 131.5 million by 2050 (Alzheimer’s
Disease International 2015). The World Health Organisation (WHO)
(2012) states that 7.7 million new cases are diagnosed each year
equating to one new case every 4 seconds. This is in part due to
17

advances in healthcare that have contributed to people living longer and
also increased rates of diagnosis (WHO 2012). The global upward trend
relating to population age may also be a factor with the over 65 years
population predicted to outnumber the under 4 years population in the
coming decades for the first time in history (National Institute on Aging
US 2015). It is important to note that whereas increased age is a risk
factor for dementia, it is not solely an age related condition. There is a
growing body of evidence relating to young onset dementia (before 65
years) with an estimated prevalence of 98.1 per 100,000 in the global
population (WHO 2012). This presents a challenge for services that are
primarily targeted at people over 65 years (Rubinstein et al 2015).

This increase prevalence will place added strain on global health
systems who are ill prepared to cope with the added costs and social
implications of dementia (Wortmann 2012). The cost of dementia care
worldwide was estimated at 604 billion US Dollars in 2010 and is
predicted to reach 1 trillion US Dollars in the United States alone by 2050
(Alzheimer’s Disease International 2015). It is in light of this that
Governments and policy makers are targeting specific issues such as
modifiable risk factors, knowledge and awareness, care and treatment
and research (Rubinstein et al 2015). Ireland has also endeavoured to be
proactive in this regard, with the launch of the Irish National Dementia
Strategy in 2014 (DOH 2014).

1.4.2 Irish perspective
At the present time in Ireland, there are approximately 49,000 people
living with dementia with this number predicted to triple by the year 2046
(DOH 2014). It is approximated that almost 4,000 of these persons have
young onset dementia (Cahill et al 2012). It is estimated that on average
one quarter to one third of all patients admitted to the acute hospital
setting are living with dementia and this has cost implications for health
and social care providers (DOH 2014, de Suin et al 2014). It also has
impact on family carers who traditionally have been responsible for the
main bulk of care giving (Wortmann 2012). This fact is acknowledged in
18

the Irish National Dementia Strategy (DOH 2014) with the annual cost of
informal care estimated at 807 million euro per annum. Even with this
level of informal unpaid care, the average cost to the exchequer per
person with dementia is €40,500 annually. Additionally, family carers
often have difficulty accessing services (often due to inequity),
particularly for those diagnosed with young onset dementia (DOH 2014).

In response to these challenges outlined and following in the footsteps of
other countries, the Irish Government launched the Irish National
Dementia Strategy in December 2014 (DOH 2014, Alzheimer’s Europe
2016). This Strategy details Ireland’s response to what had been
identified as a global healthcare priority. The Strategy identifies key
priority action areas as: better awareness and understanding, timely
diagnosis and intervention, integrated services, supports and care for
people with dementia and their families, training and education, research
and information systems and finally leadership (DOH 2014, p. 14-15).
These priority action areas are underpinned by the guiding principles of
personhood and citizenship (key elements of person centred care).

In relation to people with dementia and their families availing of acute
care services, it was acknowledged that the acute hospital system poses
unique challenges (DOH 2014). It is estimated that the cost of dementia
care in acute hospitals is €21,000,000 per annum and yet people with
dementia are recognised as having significantly poorer care outcomes
than people without dementia (DOH 2014). The Strategy calls for clear
leadership, staff education to increase understanding and awareness and
initiatives to promote person centred care for people with dementia and
their families. Many of the challenges identified in the Strategy were
based on the findings of the Irish National Audit of Dementia Care in
Acute Hospitals, which took place in 2013.

The first Irish National Audit of Dementia Care in Acute Hospitals was a
project funded by Atlantic Philanthropies and the Meath Foundation. It
looked at dementia care in acute hospitals from a number of perspectives
19

including interventions, access to services, staff training, governance and
environment. Thirty-five acute hospitals were included in the audit. A
number of negative care outcomes that were more prevalent for people
with dementia in the acute care setting were identified. These included
increased length of stay, higher incidence of discharge to long-term care
facilities, increased use of antipsychotic medications and increased
incidence of adverse incidents and mortality (de Suin et al 2014). It was
also found that the physical environment and care practices in the acute
hospital often inhibited the maintenance of functional independence.
They also recommended that the use of personal passports for people
with dementia be explored to promote person centred care within the
acute setting. These issues highlighted are not particular to Ireland. The
challenges facing people with dementia and their families following
admission to acute care identified in the audit are also well documented
in national and international literature (Moyle et al 2008, Royal College of
Nursing 2010, Baillie et al 2012 a & b, Clissett et al 2013 a & b, Clissett
et al 2014, Spencer et al 2013, Alzheimer’s Australia 2014, Andrews
2015, NHS Scotland 2015).

1.4.3 Local perspective
It was in response to these challenges and current Government direction
(National Dementia Strategy 2014 (DOH 2014)) that a project, with
external funding from Genio (a non profit agency supported by Atlantic
Philanthropies and the Health Service Executive), commenced within the
acute hospital study setting to develop integrated care pathways for
people with dementia availing of services. Elements of the pathways will
include integration between the community and hospital settings,
environmental design, appropriate admission avoidance, early detection
and diagnosis of dementia and enhanced post diagnosis supports.
Integrated care pathways are “designed to map out the direction of
clinical and administrative activities for all care professionals working with
a diagnosis specific group” (Irving and McGarrigle 2012, p. 3). They
enhance communication, promote positive change and provide for the
20

introduction of clinical protocols. The goal of integrated care pathways is
to enhance the patient experience and improve care outcomes (Irish
Department of Health 2014). Integrated care pathways are intended as a
guide for care rather than an absolute path from which there can be no
deviation (Irving and McGarrigle 2012). This is important to note, as each
individuals experience of living with dementia is particular to them.
Integrated care pathways are particularly useful in dementia care in
bringing together various agencies, reducing variations in practice,
improving inter-professional communication and access to services and
enhancing person centred care (Irving and McGarrigle 2012).

An integral part of this pathway will be the development and introduction
of a dementia care bundle for inpatients with dementia. The care bundle
approach for people with dementia will ensure that information is
gathered from the people who know the person with dementia best to
maximise person centred care and communication (personal passport),
as well as addressing nutrition, hydration and a safe orientating
environment (Upton et al 2012). It will form part of a suite of evidenced
based care interventions including staff education, dementia outreach
services and dementia friendly physical environment initiatives. The
introduction of personal passports will be a key tenet of the dementia
care bundle.

Process mapping and key findings
As a start point for the development of the integrated care pathways, a
process mapping exercise was undertaken. This exercise mapped the
journey of people with dementia availing of service in the in an acute
setting (study site) as it currently exists. Trebble et al (2010) describe
process mapping as an essential form of clinical audit that allows the
exploration of the patient journey from a number of perspectives in order
to highlight areas for improvement. It is an essential element of patient
focused services as it centres on the patient journey and perspectives.
This involves a two-stage process, firstly identifying and understanding
the patient journey and then analysing the process map to determine
21

issues that need to be addressed. There are a number of data collection
methods in process mapping including chart review, multi disciplinary
meetings, “walking the journey” of the patient, direct observation of the
patient journey and patient’s self reported experiences (Trebble et al
2010).

The process mapping exercise identified that staff were understandably
focused on the treatment and management of the acute condition that led
to admission. The emphasis throughout the patient experience was on
the medical model and task orientated care, with the primary focus on
symptom treatment and management. Whereas this is an essential
element of inpatient care within the acute setting, it falls short of meeting
the complex needs of people with dementia and their families. Within the
literature, person centred care has been advocated as a more
appropriate model of care for people with dementia in acute care settings
(Upton et al 2012, Brooker et al 2013).

Within this model, there is a holistic approach to care which values the
humanness and uniqueness of the person, whilst also acknowledging the
psychological, spiritual, social and physical needs of the person (Brooker
2007). This does not mean that the need to treat and manage the acute
condition is forgotten but rather that it is considered as one part of the
person’s needs. In fact, during the process mapping review of nursing
notes, the diagnosis of dementia and the complex needs associated with
it were rarely alluded to unless they contributed to behaviours that
challenged.

The process mapping exercise also found that the emphasis placed on
task orientated care resulted in little recognition being given to
individualised communication or ascertaining the person with dementia’s
likes, dislikes and routines. Where recognition was given to this, it was
often inconsistent and varied depending on the staff member. This often
meant that staff did not know key information about the person to reduce
distress, reassure, distract and enhance the patient journey. It also often
22

resulted in one to one care being advocated at an additional cost to the
service. One way of addressing this issue is the introduction of personal
passports, which will give staff key information to support people with
dementia in the acute setting (de Suin et al 2014).

1.5 Rationale for the study
There is a growing body of evidence suggesting the people with
dementia admitted to acute care hospitals face many challenges
including increased risks of hospital related illnesses, falls and longer
length of stay (Alzheimer’s Australia 2014, de Suin et al 2014, DOH
2014, Bray et al 2015). Furthermore, admissions to hospital can be
traumatic for people with dementia and their families (Bray et al 2015).
This has led to dementia friendly initiatives being advocated for acute
hospital settings (Royal College of Nursing 2010, Upton et al 2012,
Brooker et al 2013, Alzheimer’s Australia 2015, Bray et al 2015). This call
corresponds with initiatives being introduced in the hospital within which
the study will take place. A key part of the dementia care initiatives will be
a personal passport, which is completed by the person(s) most familiar
with the individual with dementia. This has been shown to lead to more
positive experiences for people with dementia in the acute care setting
(Upton et al 2012).

Moreover, the process mapping exercise undertaken within the hospital
where the study will take place, has clearly identified the need for
improvement

in

terms

of

individualised

communication

and

understanding the perspective of inpatients with dementia, their likes,
dislikes and preferred routines. Personal passports, when used
effectively to support the care of inpatients with dementia within the acute
setting, can go some way to addressing this issue. However, it is only by
researching their use that their effectiveness can be comprehended. In
particular, it is only by describing the experiences of staff and family
members where personal passports are used to support care for people
with dementia that we can understand the challenges and benefits of
their use and their impact on patient care.
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1.6 Structure of the thesis
The current chapter has identified the research problem, described key
terms, outlined the background and context of the study and examined
the rationale for conducting the study. The structure of the remainder of
the thesis is as follows:

Chapter 2 provides an in depth analysis of available literature,
highlighting consistencies and inconsistencies, current thinking on the
subject and the link between the literature and the study. It incorporates
research evidence, national and international best practice documents as
well as Government policy documents.

Chapter 3 examines the most appropriate methodology and design to
answer the research question giving a detailed analysis of the decision
making process. The trustworthiness of the study and ethical
considerations will also be examined.

Chapter 4 provides a comprehensive presentation of the findings. The
key categories and themes will be identified and discussed.

Chapter 5 involves a detailed discussion of the findings drawing on the
relevant literature and identifying similarities and differences. Key
concepts emerging from the findings will be discussed most particularly
in terms of care outcomes for people with dementia availing of acute care
settings.

Chapter 6 entails a concise summary of the findings and examines the
implications for practice, education and future research. The strengths
and limitations of the study will be explored and the Author’s experiences
of the research process will be examined through retrospective reflection.

1.7 Concluding comments
Ireland, in line with many countries in the developed world, has an ageing
population. Whereas it is to be welcomed that people are living longer, it
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increases the risk of largely age related diseases such as dementia. In
fact, the prevalence of dementia is set to triple in the coming decades,
having huge economic and social implications for Governments and
health and social care providers. Furthermore, this chapter has identified
that people with dementia admitted to acute care settings have poorer
care outcomes than people without dementia. From an international,
national and local perspective, the need to address this has been
highlighted above. Anecdotal evidence suggests that the use of personal
passports to support people with dementia in acute settings enhances
person centred care provision, a model acknowledged as best practice in
dementia care. However, there is a lack of research evidence relating to
the use of personal passports, particularly from the viewpoint of key
stakeholders. With this in mind the focus of this study is to describe in
detail the experiences of staff and family members of inpatients with
dementia where personal passports are used to support care in the acute
setting.

In conclusion, this chapter detailed the aims of the study as well as its
significance in relation to patient care in this regard. Key terms were
described and the background and context within which the study will
take place was examined. Finally, the structures for the remaining
chapters in the thesis were outlined. The next chapter will provide an in
depth review of the literature, detailing its relevance in relation to this
study.
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Chapter 2 Literature Review

2.1 Introduction
The World’s population is ageing with the global share of older people
(over 60 years) increasing from 9.2 % in 1990 to an estimated 21.1% in
2050, exceeding the number of children for the first time (United Nations
2013). In parallel, the number of people with dementia is also rising with
this number set to treble over the coming decades (Department of Health
2014). This has social and economic implications for societies,
governments and health and social care providers (Alzheimer Australia
2014). Given that many people with dementia have multiple comorbidities, they will likely have to avail of acute health care services at
some point in the progression of their condition (Cahill et al 2012). This
can be a distressing and traumatic experience for people with dementia
and their families (Nolan 2006, Royal College of Nursing 2010).

Within the published literature, there is consistency in relation to the
acknowledgement that people with dementia availing of acute care
services have poorer care outcomes than people without dementia
(Nolan 2006, Moyle et al 2008, Edvardsson et al 2008, Royal College of
Nursing 2010, Baillie et al 2012 a & b, Cahill et al 2012, Spencer et al
2013, de Suin et al 2014, Goldberg et al 2014, Andrews 2015, NHS
Scotland 2015). These include increased length of stay, higher incidence
of discharge to long-term care facilities, greater use of antipsychotic
medication, increased incidence of adverse incidents and mortality (DOH
2014, de Suin et al 2014, Dewer and Dijk 2014, Connolly and O’Shea
2015). It is also important to note that the challenges facing people with
dementia arising from acute care admission are not restricted to the
individual, but also include the families and staff caring for them (Clissett
et al 2013 a & b, Clissett et al 2014, de Suin 2014). Of particular difficulty
is the provision of person centred dementia care in the acute setting
(Edvardsson et al 2008).
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The use of a personal passport, which details the likes, dislikes, routines
and other key information about the person with dementia has been
indicated to enhance the provision of person centred care for people with
dementia in acute care settings

(Brooker 2007, Upton et al 2012,

Brooker et al 2013, de Suin et al 2014, Bray et al 2015). Whereas such
personal passport tools as this is me (Alzheimer Society UK), “All about
me” (Upton et al 2012), knowing me (NHS, West Sussex 2012) and
getting to know me (Scottish Care 2013) have been introduced into the
acute care setting in the UK, there is little evidence of this in the Irish
setting (de Suin et al 2014).

The purpose of this chapter is to explore the existing evidence relating to
the use of personal passports to support the care of people with
dementia within the acute care setting, in particular the experiences of
staff and family members of people with dementia using such
documents.

It

will

serve

to

highlight

consistencies,

gaps

and

inconsistencies in the literature as well as allowing for the examination of
the various methodologies used (Cormac 2000, Lo Biondo Wood and
Harber 2006). This chapter consists of a number of sections based on
key themes emerging from the literature, which will be discussed and
critically analysed. Firstly, the search strategy will be outlined to provide
transparency in the literature search process.

2.2 Search Strategy
It is important to establish the validity of research studies by examining
what is already known about the topic (Cormac 2000). It is therefore
important to use a systematic approach to searching the literature to
ensure that all relevant literature is explored (Aveyard and Sharp 2009).
With this in mind, a search of electronic databases such as Ebsco Host,
Cochrane, Google Scholar, Academic Search Complete, Wiley Online,
Cochrane, Embase and BMJ was conducted using the key terms:
Dementia, acute care, general hospital, acute hospital, personal
passport,

patient

passport,

personal

profile

and

healthcare

passport. Boolean phrases were used to focus the search. In addition,
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as dementia is an umbrella term for a number of conditions including
Alzheimer’s disease, Vascular dementia, Lewy Body Dementia and so
on, explode options were used, as were the individual databases
headings options.

Although the initial search set the parameters of literature dated from
2005 - 2016, older research was also included if it was deemed to offer
salient information on the research topic (Cronin et al 2008). All articles
were published in peer-reviewed journals. The literature search included
quantitative and qualitative research as well as literature reviews and
expert opinion that were deemed to be relevant to the topic. The
inclusion of all literature is important to ensure that all relevant evidence
is included in the search (Lloyd-Jones 2004, Cottrell 2011). Additionally,
a manual search of the reference lists was carried out to ascertain if this
would yield any further evidence.

Current Irish and International Government publications and best practice
guidelines were reviewed as these often prove to be a valuable resource,
particularly when searching for evidence on public health issues such as
dementia (Melynk and Fineout-Overholt 2005, National Council for the
Professional Development in Nursing and Midwifery 2009). This was also
particularly relevant to ascertain the context of the study.

Inclusion criteria:


A clear focus on the care of older people with dementia in acute
settings, particularly where there is a reference made to person
centred care or personal passports.



Literature published between 2005 and 2016, unless seminal
literature of importance to the topic.



Published in English.



Peer reviewed journals.
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Exclusion criteria:


Main focus not on acute care setting.



Main focus on delirium or acute confusion.



Opinion papers or published in non-peer review papers (unless
related to personal passports due to the lack of research
evidence).

The initial search yielded a total of 218 articles. The abstract of each
article was reviewed for relevance and this number subsequently
reduced to 84 articles. Each article was then reviewed in greater detail
and the reference lists manually perused to ascertain if this would yield
any further publications. This yielded a further 12 articles. Opinion pieces
and non-peer reviewed publications were included in relation to the use
of personal passports due to the paucity of available research evidence.
Electronic alerts were set up on each of the databases to keep abreast of
new published material. This is particularly important to ensure that there
are no gaps in the search strategy (Pautasso 2013). Furthermore, in
order to organise and manage the volume of literature, a table was used
to detail salient information about the key research articles. This also
allowed for the identification of comparisons, contrasting viewpoints and
gaps within the literature (Aveyard 2010) (Appendix 2).

One of the most striking outcomes of the literature search was the dearth
of research evidence relating to the use of personal passports to support
dementia care in the acute setting and in particular, the experiences of
staff and family members of people with dementia using the personal
passport. To ensure that this was not due to oversight or poor search
strategy, the university librarian was asked to assist and also found a
lack of research evidence on the topic. Furthermore, the Irish National
Audit Of Dementia Care In Acute Care identified the need for exploration
of the topic in order to enhance the care of people with dementia in acute
care settings. Therefore, it was necessary to include other literature such
as opinion papers and information from websites in order to gain a
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picture of current thinking on the subject. A case presentation paper by
Bray et al (2015) was included as although it is not a research paper, it is
the only published paper detailing the use of personal passports to
support people with dementia in the acute setting. What follows is a
detailed analysis of the searched literature.

2.3 Context of the study - Legislative and Policy Documents
The context of the study was examined in detail in chapter one. However,
dementia has been highlighted as a major public health priority (WHO
2012). When addressing a public health concern such as dementia, it is
important to be cognisant of National and International best practice
publications as well as relevant legislative and policy requirements (Cahill
et al 2012). This is particularly relevant as the topic of dementia has risen
up the political agenda both in Ireland and Internationally, fuelled by the
predicted increase in the numbers living with the condition in the coming
decades and the social and economic implications of this (Trepel 2011,
WHO 2012, Department of Health 2014, Alzheimer Disease International
2015). It is estimated that the global economic burden of dementia ranks
higher than stroke, heart disease and cancer combined (Trepel 2011).
More particularly, given the implications for health and social care
provision, the focus of attention has fallen on the quality of dementia care
in acute settings (Alzheimer UK 2009, de Suin et al 2014).

A research review was conducted by Cahill et al (2012) as a precursor to
the Irish National Dementia Strategy (DOH 2014), In the review, Cahill
and her colleagues detailed the then current state of dementia care in
Ireland, looking at prevalence and predictors of future need from an Irish
perspective. The research review had four key aims. Firstly, to explore
current and future demographic trends and predict future prevalence
rates for both over 65’s and under 65’s. Secondly, to examine the
economic costs related to the provision of dementia care. Thirdly, to
review current service availability and make predictions for future need.
Finally, it set out to review best practice in dementia care from both a
national and international perspective (Cahill et al 2012, p. 11).
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Drawing on both National and International research and best practice
evidence, the review detailed areas of unmet need and also case studies
for best practice in dementia care both within the community and the
acute setting. The review highlighted the challenges to providing high
quality person centred dementia care in acute care settings in Ireland.
These included poor detection and assessment of dementia, increased
length of stay, deskilling of people with dementia, challenging behavior,
increased likelihood of discharge to a nursing home and poor provision
for end of life care planning (Cahill et al 2012). In addition, a lack of
community supports for people with dementia also impacts on the
provision of acute care services (Cahill et al 2012). This adds another
dimension to the difficulties experienced by people with dementia, the
majority of whom, are cared for in their homes by family members (Trepel
2011, DOH 2014). The cost of this informal care is estimated at €807
million per year. Yet, there is a lack of services to support the carers of
people with dementia in the community leading to increased carer burden
(Trepel 2011). The result may be the inappropriate admission to acute
care services of people with dementia who can no longer be cared for in
the community or are awaiting long term care (Moyle et al 2010).

Although this paints a grim picture of dementia care in Ireland, the Cahill
et al (2012) research review also highlighted case studies where best
practice was shown to significantly improve the lives of people with
dementia and their families/carers, particularly in relation to the provision
of person centred care and staff educational initiatives (Cahill et al 2012).
In doing so, the research review offered a map for the way forward to
promote excellence in dementia care in Ireland through the provision of
person centred care and staff dementia education and awareness
initiatives. However, where excellence in dementia care was highlighted
in the research review, it appeared to be in pockets rather than being the
consistent norm of dementia care (Cahill et al 2012).
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Variations in care provision for people with dementia, were also
highlighted in the UK by the Alzheimer Society, who described these
variations as unacceptable (Alzheimer UK 2009). Their report was based
on qualitative and quantitative data gleaned form a questionnaire
circulated to carers (n= 1291), nursing staff (n= 657) and nurse/ward
managers (n=479). The aim of the report was to examine the quality of
acute care provision for people with dementia in the UK from the
perspective of staff and carers of people with dementia. The findings of
the survey indicate that 77% of carers were dissatisfied with the quality of
dementia care provided. Correspondingly, 89% of nurses related that
they found caring for people with dementia challenging. The overall
perspective of staff and families was that admission to acute care
environments impacted negatively on people with dementia both in terms
of the dementia condition and their physical health. Contributing factors
in this decline were the acute care environment, inappropriate use of
antipsychotic medication, lack of person centred care, deskilling of the
person with dementia and poor levels of dementia education and
awareness amongst nurses. From a worldwide perspective, similar
reports have highlighted the same issues for people with dementia
availing of acute care services (Alzheimer’s Australia 2014, Alzheimer’s
Society Ontario 2012, Canadian Nurses Association 2016). Despite
these issues being highlighted there seems to be little improvement in
the care outcomes for people with dementia availing of acute care
services. In a report commissioned by Alzheimer Society UK examining
the experiences of people with dementia and their families availing of
acute care (Boaden 2016) many of the issues detailed in the 2009 report
(Alzheimer’s Society UK 2009) were still cause for concern.

Cahill et al (2012) in their research review noted a lack of data relating to
the specific issues facing people with dementia in acute settings in
Ireland. Unlike the U.K, where National Dementia Care Audits had
already been conducted (Royal College of Psychiatrists 2011, 2013),
there was no such evidence available in the Irish acute care setting. In
order to collect data on dementia care in the acute sector from an Irish
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perspective, the first National Audit of Dementia Care in Acute Hospitals
was carried out in 2013, involving a clinical audit of 35 Irish acute public
hospitals. The audit tools used were based on those used in the U.K
audit (Royal College of Psychiatrists 2011, 2013) and involved range of
audits, chart reviews and qualitative data gathered from people with
dementia, their carers and staff. The aim of the audit was to identify the
current situation and areas for improvement relating to dementia care in
acute settings. The key elements of the audit included an organisational
audit looking at governance issues such as policies and procedures. This
was supplemented with a ward organisational audit looking at staffing,
systems and structures and was complemented with an environment
audit. Their findings highlighted that the current structures of acute
healthcare provision in Ireland are ill equipped to care for people with
dementia in a person centred way. It does, however, set out guidelines
for improvement in the form of recommendations (de Suin et al 2014).

The report of the audit findings identified 10 themes, which subsequently
led to 47 recommendations for improvements to dementia care services
for people with dementia availing of acute services. These themes
related to governance, assessment, mental health and liaison psychiatry,
nutrition, information and communication, staff training, staffing and staff
support, physical ward environment, discharge planning and discharge
and palliative care. In brief, the audit recommended that all acute care
hospitals in Ireland have governance structures, such as policies and
guidelines in place to support the provision of person centred dementia
care. It also recommended that a suite of evidence based assessment
tools be available to provide comprehensive assessment, including an
assessment of medication, for the person with dementia within 24 hours
of admission. In order for the person and their carers to navigate the
acute care system, there should be a point of contact available to assist
the person. There is also a need for effective communication structures
amongst key stakeholders to ensure continuity of care and active
involvement of the person with dementia and their carer. Along with
protected mealtime initiatives, the report also recommended that
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dementia friendly ward design, particularly in relation to personalisation
of bedsides and orientation. With particular relevance to this study, the
report also recommended that the feasibility of introducing a patient
passport be explored to enhance the provision of person centred care.
Finally, there is a great need for staff education including dementia
awareness, prevention, identification and treatment of delirium, palliative
care and person centred care. Not surprisingly the findings of the Irish
audit are consistent with the findings from the UK audits (Royal College
of Psychiatrists 2011, 2013) and issues highlighted in Canada (Alzheimer
Society Ontario 2012, Canadian Nurses Association 2016) and Australia
(Alzheimer’s Australia 2014), suggesting that the difficulties faced by
people with dementia and their carers availing of acute care services are
not unique to the Irish setting.

Importantly, the findings of the audit inform a number of key priority
action areas in the Irish National Dementia Strategy (DOH 2014). This
includes the development and implementation of integrated dementia
care pathways. Integral elements of these are better access to person
centred services of the person’s choice, environmental design,
multidisciplinary supports and staff training and education (DOH 2014). In
line with other countries such as the England, Scotland, Northern Ireland
and Norway (Alzheimer’s Europe 2016), the Irish Government published
the long awaited Irish National Dementia Strategy in 2014 (DOH 2014).
This strategy sets out the roadmap for the future of dementia care
services in Ireland and fills a void in terms of dementia policy within the
Irish health and social care system. The overarching principles upon
which the strategy is based are the maintenance of personhood and
citizenship. Additionally, it identifies a number of key principles, which, it
states, will underpin health and social care initiatives for people with
dementia, their families and carers. These include an integrated
approach to dementia service provision, tailored services, including
palliative care services to meet the needs of people with dementia, their
families and carers, accessible communication regarding services for
people with dementia and ensuring that the workforce is skilled and
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responsive to meet the need of people with dementia, their families and
carers (DOH 2014 p. 6). The Irish National Dementia Strategy (DOH
2014) identifies key priority actions including better awareness and
understanding about dementia, timely diagnosis and intervention,
integrated supports and services, training and education and leadership.

Most importantly, the Government of Ireland has outlined the
mechanisms, for rolling out and funding the dementia initiatives (National
Dementia Office 2015, Alzheimer’s Europe 2016). The implementation of
the priority actions outlined in the strategy is led by the newly established
National Dementia Office and is to be funded in two ways. Firstly, within
existing budgets or by reconfiguring existing budgets and secondly,
through a joint initiative between the Department of Health, the Health
Service executive and Atlantic Philanthropies, which will see the
implementation of significant elements of the strategy by 2017. This will
involve expanded workforce training through the Dublin City University
Dementia Elevator programme, including G.P education programmes,
community and acute care initiatives to ensure the provision of effective
person centred care led by Genio (see chapter 1) through local consortia.
It also involves a partnership with the Irish Hospice Foundation to
develop person centred palliative care supports for people with dementia
at end of life and the roll out of intensive home care packages to support
people to remain within their homes for as long as possible (National
Dementia Office 2015). Furthermore, the Health Research Board has
recently announced the allocation of €4.5 Million for seven research
projects, including a Dementia Friendly Ireland campaign and acute
hospital dementia friendly environment initiative (Health Research Board
2016). This garners hope for real and meaningful change in health and
social care services in their provision of person centred services for
people with dementia and their families/carers (National Dementia Office
2015). This is important to detail as it gives an overall picture within
which the study will take place. This is also important, as the study upon
which this thesis is based is part of a wider Genio funded project to
improve service provision for people with dementia within the acute and
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community setting. More information on the Irish National Dementia
Strategy and the first Irish National Audit of Dementia care in acute care
can be read in chapter 1.

2.4 People with dementia admitted to acute care settings
There is general consensus within the literature that people with
dementia admitted to acute care settings have poorer experiences and
care outcomes than people without dementia (Nolan 2006, Moyle et al
2008, Alzheimer UK 2009, Moyle et al 2010, Cahill et al 2012, Goldberg
et al 2014, Connolly and O’Shea 2015, de Suin et al 2014, DOH 2014,
Dewing and Dijk 2014). People with dementia face challenges right from
the beginning of their acute care journey with staff often lacking the
necessary skills and knowledge to meet the unique needs of people with
dementia (Fessy 2007, Moyle et al 2008, de Suin et al 2014). Despite
this, there appears to be a dearth of research relating to interventions
that may enhance the quality of dementia care in acute settings (Moyle et
al 2008, Goldberg et al 2014). Furthermore, Connolly and O’Shea (2015)
argue that the reasons why people with dementia have poorer outcomes
is not well understood adding to the call for further research into the
topic. This scenario is exacerbated by the fact that there is often
confusion as to whether the person has a diagnosis of dementia as staff
often have difficulty distinguishing between acute and chronic confusion
(Moyle et al 2010). The European Commission report on Alzheimer’s
disease and other dementias estimate that approximately 50% of people
with dementia availing of health and social care services are identified
(European Commission 2009). This would seem to justify calls for timely
detection and assessment for both dementia and delirium in acute care
settings (Alzheimer’s Society UK 2009, de Suin et al 2014, DOH 2014,
Canadian Nurses Association).

Whilst searching the literature relating to the care of people with
dementia in acute care settings, two literature reviews were identified. In
the first, Moyle et al (2008) conducted a review of literature published
from 1986-2006, with particular focus on best practice models of care for
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supporting people with dementia in acute care settings. A number of
themes were highlighted from the review in respect of care provision for
people with dementia. One theme emerging from the data was the need
for timely diagnosis of dementia, detection and treatment of delirium and
the comprehensive assessment of need, an issue highlighted in the
above paragraph. Another theme from the review that continues to have
implications for current service provision related to the knowledge and
attitudes of staff and how these factors impact on care provision from the
perspective of the person with dementia, their carer and healthcare staff
(Moyle et al 2008). In general, where staff had the necessary knowledge
and confidence to care for people with dementia and where they had a
positive attitude towards the person with dementia and older people in
general, this impacted positively on care provision. This is worrying as
the literature suggests that staff view caring for people with dementia as
challenging and many feel that they do not possess the necessary
knowledge to do so effectively (Fessey 2007, Moyle et al 2010,
Hynnenen et al 2014).

In light of their literature review, Moyle et al

(2008) highlighted a number of recommendations for acute care
provision for people with dementia including the need for organisational
culture change in favour of a person centred care approach, staff
education, environmental adaptations involving families and access to
palliative care services (Moyle et al 2008).

The second literature review identified in the literature was conducted by
Dewing and Dijk (2014) and examined dementia care in the acute
setting. Even though the two reviews had slightly different focuses (one
relating to best practice for the management of dementia in the acute
setting (Moyle et al 2008) and one exploring the current state of dementia
care in acute hospitals (Dewing and Dijk 2014) and the fact that seven
years had passed between the two literature reviews, the emergent
themes are remarkably similar. The review focused on literature written
between 2007 and 2013 and a total of 53 publications were included in
the final review.

The overall theme that emerged from the literature

relating to dementia care in the acute setting related to the
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consequences of being in hospital. This was then subdivided into a
number of subthemes including the care environment, cultures of care,
challenges for people with dementia, carers and staff and service models
(Dewing and Dijk 2014). They highlighted a number of negative
outcomes resulting for the person with dementia during a hospital
admission. These included functional decline, increased risk of falls,
unrecognised pain, longer hospital stays, increased mortality, increased
risk of adverse incidents, dehydration and malnutrition, loss of
independence

and

increased

risk

of

depression

and

delirium

superimposed on dementia (Dewing and Dijk 2014). Within the literature
reviews detailed above, a number of common themes arose relating to
the care of people with dementia in the acute setting. These issues will
now be examined in greater detail.

2.4.1 The acute care environment
Both the physical acute care environment and the culture of care within it
impact significantly on the experiences of people with dementia during a
hospital admission (Norman 2006, Edvardsson et al 2008, Moyle et al
2008, Alzheimer’s Australia 2014, Dewing and Dijk 2014). People with
dementia are particularly sensitive to their environment and the
combination of competing stimuli (bells, buzzers, T.V, phones, trolleys
banging), ward rounds and unfamiliar faces can make the acute ward
environment a very frightening place for people with dementia (Cahill et
al 2012). The Irish National Audit of Dementia Care in Acute Care
identified a number of issues relating to the physical ward environment
that would have a detrimental effect on people with dementia in terms of
their physical and mental health wellbeing and maintenance of
independence (de Suin et al 2014). Despite best evidence suggesting
that the personalisation of bedsides helped to orientate and calm people
with dementia (Bailie et al 2012b, Royal College of Nursing 2010) the
audit found that this did not occur in 85% of cases. Signage, particularly
in relation to the location of bathrooms was also found to be lacking, as
were orientation devices such as clocks and calendars (de Suin et al
2014). These simple and cost effective interventions if introduced to the
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acute hospital setting would help people with dementia to become
familiar with and navigate their environment (Cahill et al 2012, Waller
2012, The King’s Fund 2013).

In the UK, an initiative to make the acute care environment more
enabling for people with dementia was conducted in the Bradford Royal
Infirmary (Waller 2012). The project was funded by the King’s Fund and
implemented a number of environmental dementia friendly design
strategies including signage, use of colour, art for reminiscence and
activities for meaningful occupation and social connection. Such
initiatives had positive effects for people with dementia, including
reduction in falls, reduced distress for people with dementia and
increased socialisation (Waller 2012). However, despite these claims, the
Author’s give little evidence of how such findings were achieved and
therefore they should be viewed with caution. Waller (2012) suggests
that strong clinical leadership must underpin the success of any dementia
friendly environment initiative.

Strong leadership is also required in relation to another issue affecting
people with dementia in acute care environments, namely unnecessary
ward moves within the hospital (McMurdo and Witham 2013, Cornwell et
al 2013). Changes of environment, particularly postoperatively were seen
to exacerbate levels of confusion and increase risks of falling and
delirium for people with dementia (McMurdo and Witham 2013, Hyninen
et al 2014). To counter these risks, McMurdo and Witham (2013) suggest
that frail older people including those with dementia should be cared for
in specialist medicine for the elderly wards and have a comprehensive
geriatric assessment carried out. There should also be organisational
and community structures to support discharge and reduce length of
stay.

2.4.2 Increased length of stay
People with dementia often have longer lengths of stay when admitted to
acute hospital settings than older people without dementia (Moyle et al
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2008, de Suin et al 2014, Dewing and Dijk 2014). Connolly and O’Shea
(2015) set out to explore the impact of having a diagnosis of dementia
when admitted to the Irish acute care setting in terms of cost and length
of stay. In order to achieve this, they conducted a secondary analysis of
inpatient discharges from the year 2010. This involved the analysis of
data that had already been collected for the Hospital In-Patient Enquiry
(HIPE) scheme. The Authors looked at data for four age brackets: under
65 years, 65-74, 75-84 and over 85 years. Initially it was identified that
6702 inpatient discharges had a diagnosis of dementia. This represented
1.1% of the total discharges and it quickly became evident that this was
not necessarily a representative figure in terms of the actual number of
people with dementia discharged from acute hospitals in 2010. This was
cited as a limitation of the study. However, it is not unusual and highlights
a need to ensure accurate assessment, diagnosis and documentation of
dementia in health care records (de Suin et al 2014). Indeed it is
estimated that up to fifty percent of all people with dementia admitted to
acute care settings do not have a known diagnosis of dementia (Cahill et
al 2012, Timmons et al 2015). Connolly and O’Shea (2015) to try to
counteract this limitation by also calculating the estimated number of
admissions of people with dementia based on European prevalence
data. Not surprisingly this estimated a significantly higher number of
people with dementia being admitted to acute care hospitals than
indicated in HIPE data.

The findings of the study suggest an increased length of stay for people
with dementia in all age groups. Surprisingly the mean length of stay was
higher for both the 65-74 years group and the 75- 84 years age group
than the over 85 years group (24.4 days, 26.8 days and 23.7 days
respectfully). This compared to 8.7 days, 11.0 days and 12.8 days
respectfully in the group of people with no diagnosis of dementia. They
also found that increased length of stay for people with dementia was
consistent regardless of the reason for admission. Procedures on the
cardiovascular system resulted in the most pronounced difference in
length of stay between people with and without dementia (48.1 days for
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people with dementia and 9.1 days for people without). One possible
explanation for this discrepancy in relation to increased length of stay
may be attributed to the fact that people with dementia are often more
susceptible to adverse incidents such as falls and delirium during acute
hospital admission, leading to longer lengths of stay (King et al 2006,
Royal College of Nursing 2010, Alzheimer’s Society Ontario 2012,
Goldberg et al 2012).

When the element of cost was assigned to these excess days, it was
estimated that the cost of increased length of stay is €199,748,896 per
annum (Connolly and O’Shea 2015). The Alzheimer UK (2009) report
goes further stating that, if it were possible for each person with dementia
admitted to acute care to be discharged one week earlier, this would lead
to a saving of many hundreds of millions of pounds. The report suggests
that a more economically sound way to spend the money currently being
used to support people with dementia on acute wards would be to
develop community supports, up skill staff and develop initiatives for
appropriate acute hospital avoidance (Alzheimer UK 2009). Others
agree, for example Cahill et al (2012) argue that the provision of
integrated community systems would help to reduce acute hospital length
of stay. Indeed in Ireland, there are significant levels of unmet need
amongst older people living with dementia in the community, which are
often exacerbated by geographical location (Cahill et al 2012).

Of equal if not greater importance is the non-monetary cost of increased
length of stay is the impact on the person with dementia (Alzheimer UK
2009). People with dementia are more likely to become more physically
frail,

experience

functional

decline,

be

prescribed

antipsychotic

medication and be discharged to a long term care facility as a result of a
long hospital stay (Alzheimer UK 2009, Cahill et al 2012). These finding
create an ethical impetus to address the issue. Connolly and O’Shea
(2015) present a number of possible interventions not only to endeavor to
reduce length of stay but also to enhance the acute hospital experience
for people with dementia. These include staff dementia awareness
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training and better access to community supports and services. They
reflect that there is little understanding as to the root causes of increased
lengths of stay for people with dementia but that there are likely to be a
number of mitigating factors, including social factors and therefore a
multifaceted approach to addressing the issue is warranted (Connolly
and O’Shea 2015).

2.4.3 Admission to long-term care facilities
Lack of adequate community supports mean that people with dementia
will continue to be placed in long term care facilities than would otherwise
be necessary with appropriate levels of support (Cahill et al 2012). The
Irish National Audit of Dementia Care in Acute Care found 35% of people
with dementia admitted from home were discharged to nursing homes
(de Suin et al 2014). The Authors of the report surmise that the high
numbers of admissions to long-term care may in part be due to the
functional decline and deskilling associated with hospitalisation for many
people with dementia (de Suin et al 2014). Where discharge to long-term
care was deemed to be necessary, this increased length of stay from an
average of 22 days if discharged home, to an average of 59 days if
discharged to a nursing home (de Suin et al 2014). Given that increased
length of stay is often associated with increased functional decline
(Higgins et al 2007, Alzheimer UK 2009), this almost seems to create a
viscous circle for people with dementia admitted to acute care. It again
reiterates the calls for integrated care planning and improved community
services to ensure that people with dementia can remain and be treated
in their homes for as long as possible (Alzheimer UK 2009, Cahill et al
2012, McMurdo and Witham 2012, de Suin et al 2014, Department of
Health 2014).

2.4.4 Behaviours that challenge
Admission to acute care hospitals can be traumatic and distressing for
people with dementia and this can lead to them exhibiting behaviours
that challenge (Cunningham 2006, Fessy 2007, Moyle et al 2010,
Goldberg et al 2012, Hynninen et al 2014, Sampson et al 2014, Hynnenin
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et al 2015). Behaviours that challenge can present as aggression,
agitation, disruptions of the sleep/wake cycle and resistance to care
(Keady and Jones 2010, Hynninen et al 2014). There are usually a
combination of factors that lead to the presentation of behaviours that
challenge such as severity of dementia, coexisting illness and the
environment (Cunningham 2006, Sampson et al 2014). Managing
behaviours that challenge can be very demanding for staff and can affect
their attitudes towards the person with dementia, impacting on care
provision (Chrzescianski et al 2007, Goldberg et al 2012, Sampson et al
2014, Spencer et al 2014). An essential skill for staff is the ability to
recognise potential triggers for behaviours that challenge (Cunningham
2006).

Fessy (2007) wrote a paper based on an unpublished Masters
dissertation by Ballard (2005) exploring the knowledge of nurses in
relation to dementia and their understanding of person centred care. The
mixed method survey study also sought to examine the impact of
knowledge or lack thereof on the delivery of person centred care for
people with dementia. A study specific questionnaire was developed
based on Kitwood (1997) concepts of person centred care and Malignant
Social Psychology (elements within the environment that negatively
impact on the personhood of the person with dementia). Nurses taking
part in the study acknowledged that knowing the person with dementia
was essential to both the provision of person centred care and the
management of behaviours that challenge of dementia. They felt that
lack of knowledge, time constraints and staffing levels impeded the ability
to get to know the person with dementia. Furthermore, when nurses
perceived behaviour as aggressive, this increased the stress associated
with caring for the person with dementia. When they felt better able to
manage aggressive behavior, this reduced their perception of threat
(Fessey 2007). This would seem to support the theory that nurse’s
attitudes towards the person with dementia and their understanding of
behaviours that challenge impacts on care provision (Cunningham 2006,
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Chrzescijanski et al 2007, Moyle et al 2008, Dewing and Dijk 2014,
Sampson et al 2014).

Staff education initiatives have been shown to increase awareness of
dementia and improve recognition of behaviours that challenge as a
means of communication for people with dementia (Chrzescijanski et al
2007, Moyle et al 2008, Dewing and Dijk 2014). Education initiatives
have also led to improved staff attitudes toward the person with
dementia, resulting in a reduction in the use of physical restraint and
psychotropic medication for the management of behaviours that
challenge (Chrzescijanski et al 2007). This is important to note as
pharmacological interventions should only be used after careful
consideration due to the risk of adverse incidents such as falls, over
sedation and increased cardiovascular risk factors (NICE 2006, Banerjee
2009, Barnes et al 2012, Department of Health 2014). Nonpharmacological interventions such as reminiscence therapy, music,
environmental adaptations and life story work should be used as a first
line of treatment (NICE 2006, Keady and Jones 2010, Department of
Health 2014). Yet, Ayalon et al (2006) in their systematic review of non
pharmacological interventions for the management of behaviours that
challenge found there was very little robust evidence for their use,
despite being seen as the first line of treatment. Non-pharmacological
interventions specifically tailored to the individual were identified as being
to most effective (Ayalon et al 2006), thus highlighting the importance of
knowing the person with dementia.

Comprehensive assessment is essential for the effective management of
behaviours that challenge including assessment for contributing factors
such as delirium, physical illness, depression, pain, communication
difficulties and environment factors (NICE 2006, Keady and Jones 2010,
Sampson et al 2014). Addressing these issues leads to a reduction in the
incidence of behaviours that challenge (NICE 2006, Keady and Jones
2010). This is imperative given that Sampson et al (2014) in their
prospective cohort study found that behaviors that challenges were
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common in people with dementia admitted to acute care settings. They
also found that this increased the risk of adverse events such as falls and
increased length of stay (Sampson et al 2014). Furthermore, there were
cost implications for healthcare providers, with a rise in mean cost of
admission from £12,150 (without behaviours that challenge) to £15,639
for people exhibiting behaviours that challenge.

2.4.5 Increased mortality and palliative care
People with dementia admitted to acute care settings are at increased
risk of dying (Alzheimer’s Society UK 2009, de Suin et al 2014). It is
estimated that 1 in 12 people with dementia admitted to the acute care
setting will die during admission, thus underpinning the need for a
structured palliative care approach to dementia care in acute hospitals
(de Suin et al 2014). The Irish National Dementia Strategy calls for
regular assessments for people with dementia of palliative care needs
and a palliative approach that allows for advance planning. Staff should
be appropriately trained to assess the palliative care needs of people
with dementia and refer to specialist services as necessary (Department
of Health 2014). Hughes et al (2006) argue that palliative care principles
are reflective of many of the person centred principles set out by Kitwood
(1997) such as respect for personhood and quality of life. Effective
assessment of pain is essential to ensure that people with dementia are
facilitated to die with comfort and dignity. Staff members need to be
mindful of the pain and palliative care needs of people with dementia
(NICE 2006).

2.5 Person centred care in the acute care setting
Person centred care has been identified in the literature as being the gold
standard in relation to the provision of dementia care (Clissett et al
2013a, Edvardsson et al 2013). Despite this, there is little research
evidence regarding its application to the acute care setting (Clissett et al
2013a, Gaugler and Wocken 2014). Within the literature relating to the
enhancement and provision of person centred care, there is a focus on
long stay settings, with emphasis given to the personalisation of the
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environment and the biography of the person with dementia (Gaugler and
Wocken 2014). This trend must change given the increasing importance
being placed on the provision of person centred care for people with
dementia in acute care hospitals (de Suin et al 2014, Department of
Health 2014).

As previously discussed in chapter 1, the person centred model of
dementia care was developed by Tom Kitwood, a psychologist working
with people with dementia in the UK in the 1990’s. It is in direct contrast
to the bio medical model, which is currently the predominant model of
care in acute settings (de Suin et al 2014). Within the biomedical model
of understanding dementia, the emphasis is placed on the signs and
symptoms of dementia and the affect of cognitive decline on the person
(Downs et al 2006, Baldwin 2008). Care is focused on three main
elements namely diagnosis, management of behaviours that challenge
and drug treatments (Downs et al 2006). In comparison, the person
centred care model is based on the premise that deterioration associated
with dementia is not only due to cognitive decline but also by
undermining personhood by the way the person is treated, the
environment and social interactions. How dementia affects the person is
seen as the sum of the person’s personality (P), their biography (life story
(B), their health and neurological impairment (NI) and social psychology
(SP), the social and physical context within which the person lives)
(Biernacki 2007 page 43). Each of these elements is essential to the
maintenance of personhood, which is a central tenet of person centred
care (see chapter 1). The promotion of person centred care and the
maintenance of personhood does not deny the need for the bio medical
model of care in acute settings (Department of Health 2014). The
dilemma for staff is in finding the balance between the provision of
clinical care tasks and the provision of person centred care, both of which
are essential to the wellbeing of the person with dementia in the acute
setting (Christie et al 2012).

47

The person centred model places people living with dementia at the
centre of care as active participants (Downs et al 2006). It is therefore
understandable that it is advocated within national and international best
practice and policy documents as the preferred model of care. Despite
this, person centred care does not always translate into practice (McCrae
2013, de Suin et al 2014). While many organisations aspire to person
centred care, few actually achieve it (Brooker 2007, Loveday 2013).
Furthermore, it has been argued that although person centred care has
many advantages, a more appropriate way forward is a relationship
centred model (Nolan et al 2001, Adams 2008).

Adams (2008), while acknowledging the work of Kitwood, argues that it is
now time to move on from person centred care to relationship centred
care that involves a triad of the person with dementia, their family and the
healthcare professional, with each member of the triad being inherently
important. Nolan et al (2001) agree stating that the fact that relationships
are vital to quality of life cannot be ignored. They suggest that the
emphasis of relationship centred care is the provision of meaningful
healthcare encounters for the key stakeholders involved (Nolan et al
2001). Yet, Brooker (2007) argues that the provision of person centred
care does not exclude family/carers but rather as key people in the
person’s life, they are seen as partners in the care process.

Subjective observations and information from families and carers are
often essential for accurate assessment and the provision of person
centred care (Nolan 2006, Edvardsson et al 2008, Moyle et al 2008, de
Suin et al 2014, DOH 2014, NMBI 2015). Indeed, Clissett et al (2013b)
who in their study examining the experiences of family members of
inpatients with dementia in the acute setting, found that communication
acknowledging the family member as a partner in care was perceived by
families as a marker for high quality care. Despite the obvious
advantages of involving families in the care of people with dementia, it
must be acknowledged that there can be power imbalances within
relationships. This is particularly relevant if the wishes of the family
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member are different to the wishes of the person with dementia or if the
person cannot make their wishes known (Adams and Gardiner 2005,
Nolan 2006). Nolan (2006) examined this concept in her study exploring
the experiences of nurses caring for people with dementia in the acute
setting. One nurse interviewed cautioned that it was not always possible
to know what was going on “behind the scenes”. Therefore, whilst it is
important to engage with families/carers, it is equally as important to
make every effort to connect with the person with dementia to ascertain
their wishes and preferences (Nolan 2006). This will become increasingly
relevant in the Irish healthcare system with the enactment of the Assisted
Decision Making (Capacity) Act 2015 (Government of Ireland 2015).
Within this Act, there is a presumption of capacity to make decisions.
Where a person is deemed not to have the capacity, every effort must be
made to support the person to build capacity or make a supported
decision based on their will and preference (Government of Ireland
2015).

2.5.1 Challenges to person centred care in acute settings
Nolan (2006) used a qualitative hermeneutic approach to explore Irish
staff nurse’s experiences of caring for older people with dementia in an
acute setting. Purposive sampling was used to identify ten potential
participants, seven of whom were interviewed using in depth using nondirective conversational interviews. To add to the rigor of the study the
Researcher indicated that data saturation was achieved. In the paper
Nolan (2006) explores the theme “Meeting the patient as a person” which
she subdivides into three sub themes, caring as an ethical way of being,
embracing each other and bonding and working with relatives/carers in
the process. She found that although the acute care environment posed
specific challenges for nurses caring for older people with dementia, the
nurse’s perception of the humanness of the person with dementia did not
diminish after admission. Furthermore, great efforts were made by
nurses to maintain the independence of people with dementia and build
bonds with them. The nurses indicated that a key basis of bonding was
getting to know the person with dementia, their life history, likes, dislikes
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and routines and that this can be difficult to ascertain if the person with
dementia has difficulty expressing themselves verbally. The participants
felt that carers/relatives were an invaluable resource in this regard,
providing insights into the perspective and personality of the person with
dementia. However, one nurse cautioned that it is important to try to
engage with the person with dementia to determine their wishes, as they
may be different from their relatives. Interestingly, the nurses also felt
they had a caring role in relation to relatives/carers as an acute
admission of their loved one can be traumatic for them. They felt that
engaging with relatives/carers as partners in care helped them cope with
the hospital admission (Nolan 2016).

A number of challenges were identified from the interviews including time
limitations and an emphasis on task orientated care and physical
interventions (Nolan 2006). Similarly Edvardsson et al (2008) in their
literature review relating to person centred care and severe Alzheimer’s
highlighted the effect the psychological and physical environment can
have on the delivery of person centred care in acute care settings. They
cite adequate staffing, personalised surroundings, adequate privacy and
a safe, calm environment as being essential to ensuring the provision of
person centred care. There is general consensus within the literature that
that safety is a key concern for both staff and families of inpatients in
acute settings (Moyle et al 2010, Clissett et al 2013b, Hynninen et al
2014, Hynninen et al 2015). However, an overzealous approach to safety
as the sole care concern can be detrimental to the provision of person
centred care and lead to the use of restraint and restrictive monitoring
(Moyle et al 2010, Hynninen et al 2015). Furthermore, constraints in the
acute care setting did not allow the nurses to develop the bonds
necessary with people with dementia to ensure the maintenance of
personhood (Nolan 2006).

Andrews (2012) argues that it is unrealistic to expect nurses to form
emotional bonds with all patients with dementia given the other demands
on the nurse’s time. Instead she states that nurses must become
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proficient at developing “three minute rapport”. According to Andrews
(2012) in her opinion paper on dementia in the acute care setting, this
requires using verbal and non verbal cues such as tone of voice and
body language as people with dementia, particularly as their verbal skills
diminish become more attuned to the non verbal cues. This can cause
them to become anxious or distressed if they sense that the nurse is
frustrated or harried. She finishes by saying that although it may not
always be possible to develop emotional bonds with people with
dementia it is always possible to smile and be engaging and this is
imperative to gain trust and help the person with dementia feel safe
(Andrews 2012). This calls for a different mindset in relation to how both
staff and healthcare providers think and work (Christie et al 2012).

Goldberg et al (2014) also highlighted the emphasis on physical care,
described by Nolan (2006), as often leading to poorer outcomes and
unmet needs for people with dementia, Their study used a randomised
control trial to compare the two study settings and structured nonparticipant observation using dementia care mapping principles. Field
notes were taken during the observation and analysed using constant
comparative analysis. Their aim was to evaluate and compare the care
practices between a medical and mental health unit and a standard care
unit in a UK acute hospital. The mental health unit had been developed
as part of a project that attempted to provide more person centred care
for people with dementia and delirium admitted to the general hospital.
Other elements of the project related to this unit were access to mental
health staff, organised activities, staff training in dementia, delirium and
person centred care delivery, dementia friendly environmental design
and involvement of family carers. Therefore, the participants from the
standard care ward effectively served as a control group to evaluate the
interventions in the medical and mental health unit. The sample size for
each group was 30 randomly chosen participants. The notes were
analysed by two independent researchers to enhance the consistency
and ensure all themes were identified.
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There were a number of common care themes identified between the two
wards including an emphasis on task orientated care, noisy crowded
environments and difficulty maintaining the privacy of the person. Within
the mental health unit they found that the delivery of person centred care
was not without its difficulties. In general, the perception of staff was that
person centred care took longer to deliver and was often hampered by
staffing levels. Nolan (2006) also highlighted this in her study. In the
Goldberg et al (2014) study, person centred care was most noticeable
when there were staff who were not charged with the provision of
personal care in the ward. Effectively this allowed them the time to
engage with people with dementia in a meaningful way. Person centred
care was also evident at mealtimes as patients were afforded choice as
to when to have their meals. This was not the case in the standard care
ward. They further found that meaningful activity and having access to
mental health expertise could enhance the quality of care in acute
settings (Goldberg et al 2014).

McGreevy (2015) in her review of literature relating to person centred
dementia care argues that there is a need to move away from a focus
based solely on the biomedical approach. She particularly states the
importance of knowing the person with dementia and their likes, dislikes
and routines, staff education collaboration with families in the promotion
of person centred care. Despite the fact that her review primarily relates
to the long term care setting, her sentiments have been echoed
throughout the literature relating to person centred dementia care in the
acute setting (Nolan 2006, Moyle et al 2008, Dewing and Dijk 2014,
Goldberg et al 2014). It is also particularly relevant in relation to the use
of personal passports for people with dementia, which will be discussed,
in greater detail later in this chapter.

In order to explore the experiences of people with dementia, their families
and co-patients, Clissett et al (2013a) conducted a qualitative study using
interviews and 72 hours of non-participant observation. The study was
part of a larger study examining medical crises and mental health in older
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people. A total of 29 participants from two major acute hospitals in the
UK were recruited. All participants had either dementia or delirium. They
used Kitwood’s five domains of personhood as a priori framework for the
study. By doing so, they were able to focus on identifying interactions
that had the potential to promote the personhood of the person with
dementia. The findings were presented in terms of good practice and
missed opportunities in relation to the five domains of personhood,
namely sense of identity, inclusion, attachment, comfort and occupation.
The findings suggest that whereas there is evidence of good practice in
terms of attachment and inclusion, there were many missed opportunities
and even evidence of poor practice in relation to sense of identity,
occupation and comfort. Continuity of staff and effective communication
seemed to enhance attachment. On the other hand, the identity of the
person was not promoted, as the environment was not personalised to
the person in terms of photographs, blankets or other terms that are
important to the person. There was also little opportunity for meaningful
occupation and occupation was often only offered if the person with
dementia became restless. In relation to caring, the study found that
whereas staff members were not uncaring, caring encounters were
mainly limited to the provision of care tasks (Clissett et al 2013a).

The Cilssett et al (2013a) study is comparable to other studies (Nolan
2006, Alzheimer’s Society UK 2009, Edvardsson et al 2008, Christie et al
2012, Goldberg et al 2013) in that it is clear that person centred care
occurs in an ad hoc fashion in the acute care setting. Gaugler and
Wocken (2014) in their commentary on Clissett et al (2013a) study
suggest that there is a need for culture change within the acute care
setting, similar to that proposed in long term settings to promote person
centred dementia care. The introduction of such change into the acute
care setting may pose even greater challenges than those seen whilst
introducing it in residential settings. As already stated, this will require a
change of mindset al all levels of healthcare organisational structures
(Borbasi et al 2006, Christie et al 2012).
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2.6 Family experiences of supporting their loved one during an
acute care admission
The majority of care received by people with dementia in Ireland is from
informal carers, typically family members (Trepel 2011, Cahill et al 2012).
It is estimated that informal family carers spend on average between 7.18
hours, in the early stages and 13.15 hours per day in the late stages
caring for their relative with dementia (Trepel 2011). This would seem to
indicate that family carers of people with dementia are uniquely qualified
to inform healthcare staff about the person upon admission to the acute
services (Bradway and Hirchman 2008, Barber 2015, NMBI 2015). Yet,
typically family members feel excluded and vulnerable when their loved
one is admitted to the acute care services (Douglas-Dunbar and Gardiner
2007, Richards-Hall and Maslow 2008). There are a number of factors
that contribute to this including poor communication practices, lack of
support from staff and lack of therapeutic relationship between staff and
families (Douglas-Dunbar and Gardiner 2007, Clissett et al 2013b).

Clissett et al (2013b) used qualitative semi structured interviews to
examine the experiences of family carers of older people with mental
health issues such as dementia and delirium. They used Strauss and
Corbin’s framework for analysis (Corbin and Strauss 2008). Thirty-four
participants were interviewed as part of the study. This study was part of
a wider study using non-participant observation and interviews. As the
emphasis was on the experiences of family members only, the findings
from the qualitative interviews were reported in this paper.

The findings were presented in terms of what signified the core problem
and the core process. The core problem for families was disruption from
the normal routine and the core process was gaining a sense of control
to cope with this disruption. The findings indicate that family members
experience a number of disruptions to their normal routine in terms of
visiting the hospital and managing their own and other family member’s
needs. Similarly, if they spend long hours at the hospital their sleeping
and eating routines suffered. In terms of coping with the disruption
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caused as a result of the hospital admission, families identified open
communication with staff as a key resource to help them cope. Quality of
care was perceived as poor if the family member did not feel listened to
and involved in the care process. The study also found that families often
feel undervalued by staff, particularly if their efforts to help care for their
relative with dementia are not recognised (Clissett et al 2013b).
Furthermore, recognition of the role of carers can have a beneficial effect
on carer stress (Higgins et al 2007, Digby and Bloomer 2013). This
recognition may also lead to better communication and the development
of relationships between staff and carers (Douglas-Dunbar and Gardiner
2007).

Staff need to be more alert to the needs of family members of inpatients
with dementia and offer reassurance and demonstrating that their relative
is cared for and safe within the hospital (Douglas-Dunbar and Gardiner
2007, Clissett et al 2013b). This corresponds with Nolan (2006) who
interviewed nurses about their experiences of caring for people with
dementia on an acute medical ward. The nurses indicated that they felt
they not only had a responsibility to the person with dementia but also to
their families, although this was often time and resource driven (Nolan
2006). Yet, this does not always equate into better relationships or
increased recognition of family carers in practice (Douglas-Dunbar and
Gardiner 2007, Clissett et al 2013b). This is an issue that needs to be
addressed as family involvement in care impacts positively on the
wellbeing of people with dementia in all care settings (Barber 2015, Bray
2015, NMBI 2015). Using personal passports to support care in acute
settings is one way of involving families in the care of their loved one
(Upton et al 2012, Brooker et al 2013, Bray 2015). This will be examined
in greater detail later in the chapter.

2.7 Staff experiences of caring for people with dementia in acute
settings
Within the literature relating to the experiences of staff caring for people
with dementia in acute settings, there is one predominant theme, namely
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that this is a very challenging role for staff (Higgins et al 2007,
Alzheimer’s Society U.K 2009, Moyle et al 2008, Moyle et al 2010,
Dewing and Dijk 2014, Hynninen et al 2014). Indeed, up to 90% of staff
surveyed by the Alzheimer’s Society in the UK as part of a review of
acute care for people with dementia stated that they found looking after
people with dementia challenging (Alzheimer’s Society UK 2009). This is
important to note as this can lead to negative attitudes towards people
with dementia and subsequently impact negatively on the provision of
person dementia centred care and the maintenance of personhood
(Higgins et al 2007, Edvardsson et al 2008).

Clissett et al (2013c) used non-participant observation and interviews to
examine the responses of healthcare professionals to the admission of a
person with cognitive impairment as part of a larger study examining
medical crises and mental health in older people. As with their
examination of patient and family experiences, the findings were
presented in relation to the core problem and the core process. The core
problem was identified as disruption and the core process was identified
as gaining or giving a sense of control. The study found that staff
experienced disruption to their normal routines when a person with
cognitive impairment was admitted to the acute ward. Staff described
themselves as “juggling” between meeting the need of the person with
dementia and their family and meeting the needs of other patients, many
of whom were acutely ill (Clissett et al 2014).

Staff responded to the challenge of caring for the person with dementia in
three ways, choosing to embrace the personhood of the person,
protecting themselves from stressors and suspending the personhood of
the person. By choosing to embrace the personhood of the person with
dementia, staff made a conscious decision to care for the person in a
person centred way through positive communication with the person and
their family. Staff who protected themselves from the stressors
associated with caring for the person with dementia acknowledged that
given the competing demands on their time they would not be able to
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provide person centred care, even if the care given was sub optimal.
Finally, staff members that suspended the personhood of the person with
dementia were reluctant to engage with the person on a meaningful level
and placed their own needs and the needs of other patients above those
of the person with dementia. This behavior, according to the researchers
should be challenged and there should be a commitment to the
promotion of personhood at all times (Clissett et al 2014).

In their qualitative descriptive study exploring the perceptions of staff
when people with dementia are admitted to the acute hospital, Higgins et
al (2007) also found that nurses often had negative attitudes towards
people

with

dementia.

Negative

attitudes

of

staff

led

to

the

marginalisation, disempowerment, stigmatisation and disregard of people
with dementia. Essentially, this equates to the dissolution of the
personhood of the person with dementia, thus making person centred
care impossible (Brooker 2007, Edvardsson et al 2008). Nurses in the
Higgins et al (2007) study cite lack of time and organisational structures
as the root contributors for their attitude towards people with dementia.
The nurse’s perceptions of people with dementia were that they were a
burden and that caring for them took up more time than people without
dementia. Similar findings were highlighted in the literature review carried
out by Edvardsson et al (2008). This would seem to suggest that the
negative attitudes displayed by nurses in the Higgins et al (2007) study
are not particular to that study site.

As highlighted by Clissett et al (2014), there is evidence to suggest that
good dementia care practices also exist in the acute setting. Mc Pherson
et al (2016) conducted a grounded theory study to explore the carer
stress associated with working on dementia wards and the subsequent
impact on compassionate care. Interviews were used to elicit the views of
nurses and healthcare workers. The findings showed that although caring
for people with dementia was stressful for staff, they endeavoured to
provide compassionate care by trying to manage the stressors in a
positive way by taking time out, talking to others and reflection
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(McPherson et al 2016). A key factor in this was an organisational
structure that enabled this to happen and staff education and support
(McPherson et al 2016). This is a sentiment mirrored by Hynninen et al
(2014). Similarly Nolan (2006) found that staff, whilst highlighted the
challenges posed by the acute care setting in relation to the caring for
people with dementia, were determined to develop therapeutic
relationships with people with dementia. In particular, the emphasis on
task-orientated care in the acute setting hindered the development of
relationships. These relationships were essential to the provision of
person centred care and the maintenance of personhood. A key element
of developing the relationships was getting to know the person with
dementia and in this regard, the staff members found the input of families
essential (Nolan 2006). Nolan (2006) highlights the need for staff support
and education for the development of nurse patient relationships and the
provision of person centred care. The need for staff education in relation
to the care of people with dementia and their families is well documented
within the literature (Borbassi 2006, Cunningham 2006, Moyle et al 2008,
Charter et al 2012, Dewing and Dijk 2014, Smythe et al 2014, Surr et al
2016).

2.8 Personal passports
There is general agreement in the research literature (Nolan 2006, Moyle
et al 2008, Edvardsson et al 2008) and policy documents (Alzheimer UK
2009, Alzheimer Australia 2013, de Suin et al 2014) about the need for
staff to know key information about the person. Personal passports have
been used in the UK, Australia and Canada to provide a means of
informing staff (Alzheimer Society UK, Upton et al 2012, NHS, West
Sussex 2012, Brooker et al 2013, Scottish Care 2013, Alzheimer
Australia 2015). The personal passports, irrespective of the form they
take, all follow the same format. They are non-medical documents that
detail the likes, dislikes and routines of the person with dementia. Other
key information includes people and things that are important to the
person, things that calm or agitate the person and issues relating to the
maintenance of independence (Upton et al 2012, Brooker et al 2013).
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The input of the person with dementia and their family is essential to
completing the personal passport. Therefore, the use of personal
passports has the potential to enhance the provision of person centred
care (Scottish care 2013, de Suin et al 2014).

The Irish National Audit of Dementia Care In Acute Care identified that
there was a lack of formal structures for collecting key information about
the person with dementia to support the provision of person centred care
in Ireland (de Suin et al 2014). They recommend that research is needed
into tools such as patient passports to assess their effectiveness in the
acute setting, particularly as the idea of using such tools is very new in
Ireland (de Suin et al 2014). Moreover, accurate knowledge about the
person needs to be documented and communicated in order to ensure
continuity of care, particularly if the person with dementia is unable to
verbally express their concerns and wishes themselves (de Suin et al
2014).

De Suin et al (2014) argue that the lack of such information informing
care for people with dementia raises concerns that staff members have
adequate information, skills or knowledge to deliver person centred care
or

effectively

implement

non-pharmacological

interventions

for

behaviours that challenge. Alzheimer UK (2009) agrees, stating that it is
essential that the person with dementia and their family/carer be involved
in care and a profile of likes, dislikes and need should be part of the
individualised care plan to ensure person centred care. Yet research
evidence relating specifically to the use of personal passports to support
the care of people with dementia in the acute care setting remains
unpublished to date (de Suin et al 2014).

As part of the evaluation of a larger project to improve dementia services
in the acute setting Upton et al (2012) and Brooker et al (2013) evaluated
the use of an “All about me” personal passport document along with
other dementia friendly initiatives. This is the only published material that
relates to the evaluation of the use of a personal passport for dementia
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care in the acute setting. The initiatives introduced in the project were
done so as part of a two-year project to improve dementia care within the
acute and community settings. The Royal Wolverhampton Hospitals NHS
Trust,

Wolverhampton

Primary

Care

Trust

and

Wolverhampton

Metropolitan Borough Council undertook the project.

The project had a number of key aims including the involvement of
people with dementia and family carers in the development of services in
Wolverhampton and the development of a suite of evidence based
interventions to enhance person centred dementia care. The emphasis of
the interventions was to ensure that dementia care was based on the
person centred principles of respect, dignity and compassion whilst also
being cost effective and sustainable. Another aim of the project was to
limit the adverse impact of admission to the acute setting by addressing
such issues as the environment, provision of regular individualised
communication, symptom management, ensuring adequate nutrition and
hydration and staff education. The project also set out to work closely
with and develop links with partner organisations for example General
practitioners, primary care trusts, and local authorities to enhance
integration. Other elements of the project were the development of a
dementia specific acute medical ward, a dementia outreach service and
staff education. The University of Worchester was responsible for the
overall evaluation of the project.

The evaluation involved collecting quantitative and qualitative data on
each element of the care bundle, two point prevalence surveys and
interviews with key stakeholders. However, it is with the evaluation of the
“All about me “ personal passport that is most applicable to this review. In
this regard, both reports were lacking in that little information was given
about the detail of the evaluation. Qualitative interviews with staff and
families/carers of people with dementia were alluded to but no concrete
information was given. Upton et al (2012) in their report state that the “All
about me” was key to ensuring good communication with both the person
with dementia and their families. It was also deemed to be essential to
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ensuring that the dementia care bundle initiatives were implemented in a
person centred way. They further stated that in the interviews with
families/carers indicated that people with dementia and their families felt
valued and involved in the care process. The passport was reportedly
well received by staff that felt that it improved the quality of care.

Similarly Brooker et al (2013) published a report based on the same
project detailing the development and implementation of the dementia
care bundle. The dementia care bundle in this instance related to a
number of key elements. Firstly, that staff would know key information
about the person with dementia within an agreed period of time (24
hours). Secondly, regular individualised communication must take place.
The “All about me “ personal passport is key to the achievement of these
initiatives. It is completed by the person with dementia and their
family/carer prior to coming the hospital or as soon as possible after
admission. It is accessible to all staff and informs staff to enable them to
communicate in an individualised person centred way. By knowing the
person and interacting regularly, staff members are better able to
communicate confidently with the person, offer reassurance and identify
triggers for distress or pain. The third and forth elements of the care
bundle are ensuring adequate nutrition and hydration and providing a
safe, orientating environment.

Comparable to the Upton et al (2012) report, there was little detail given
as to how the dementia care bundle was evaluated in the Brooker et al
(2013) report. They do however state that staff noticed improvements in
care practices through the implementation of the dementia care bundle.
They also noted a reduction in adverse incidents such as falls and
nosocomial infections. A reduction in the use of anti psychotic medication
and increased staff and patient/carer satisfaction was also reported. This
is promising and mirrors the expert opinion in relation to the use of
personal passports to support dementia care in acute hospital settings.
There is still a need to review and critically analyse the research
evidence relating to their use.
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The need to get to know the person with dementia is referred to as best
practice in much of the literature (NICE 2006, Nolan 2006, Edvardsson et
al 2008, Royal College of Nursing 2010, de Suin et al 2014, Bray et al
2015). Bray et al (2015) in their opinion paper describe a case in which
personal passports were introduced into the acute care setting by one
UK Trust as part of the Royal College of Nursing Transforming Dementia
Care in Hospitals project. The article was the first in a series looking at
the acute hospital experience for people with dementia and ways in
which those experiences and the experiences of family carers can be
better understood and enhanced (Bray et al 2015).

Bray et al (2015) highlight the importance of staff knowing key
information about the person for example preferred communication
styles, likes, dislikes, preferences in relation to personal care, eating and
drinking and occupation. The Trust had originally used a patient passport
that was medically focused and although this was deemed to be useful,
there was a realisation that this did not give staff the key information they
needed to support the person with dementia.
Similarly, Elvish et al (2014) introduced a four-sided “getting to know me”
card as part of an education programme for staff. Like other personal
passports this card was to be completed by the person and their family
and was to remain at the person’s bedside throughout their hospital
admission.

The

education

materials

also

included

PowerPoint

presentations, DVD video clips and booklets for the trainers and staff.
The six-hour training programme was delivered over a number of weeks.
The participants came from a number of disciplines, namely nurses,
health care assistants, allied health professionals and doctors. To
evaluate the education programme, the Author’s used pre intervention
and post intervention staff questionnaires, looking at staff attitudes,
knowledge and confidence. Although the use of the personal passport
was not evaluated directly, the findings suggested that the overall
programme did have a positive effect on knowledge, attitudes and
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confidence to care for people with dementia in a person centred way,
particularly when they exhibited behaviours that challenged staff.

Although personal passports have been used in intellectual disability
services and also residential settings for older people with dementia,
Moyle et al (2008) caution that the two settings need to be considered
separately. They reviewed the literature relating to best practice for
dementia care in acute settings and highlighted that the acute care
setting creates particular challenges for people with dementia. These
include lack of staff dementia awareness, an emphasis on acute illness,
inappropriate environment and organisational culture. Their review
identified a number of best practice principles for supporting people with
dementia including early detection and assessment, nurse’s knowledge
and awareness, family and carer involvement, reducing stressors and
promoting focused, individualised communication.

There are a number of personal passports that have been introduced into
the acute care setting in the UK and Internationally. However, despite the
review already detailed relating to the “All about me” (Upton et al 2012,
Brooker 2013) and the case study by Bray (2015), there is only limited
information available on the personal passports, consisting of mainly of
brief information on the relevant websites. This study will address this
gap in the literature.

2.9 Summary of key points and link to study
The literature review has highlighted a gap in the literature relating to
people with dementia in acute settings where personal passports are
used to support care. As already stated, people with dementia admitted
to acute care settings often have poorer care outcomes (Department of
health 2014, de Suin et al 2014). Person centred care and in particular
knowing the life of the person with dementia is linked in the literature with
more positive care outcomes (National Institute for Health and Clinical
Excellence 2006, Nolan 2006, Brooker 2007, National Health Service
Education for Scotland 2011). Edvardsson et al (2008) argue that person
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centred care can be enhanced trough the use of biographical information
to help staff shift their focus from the physical manifestation of dementia
to the person living with dementia. Tools developed to promote the
biography of the person with dementia and enhance person centred care
are widely promoted in the UK, although there is little research evidence
to legitimise their use. This study, by detailing the experiences of those
using the tool is hoping to go some way to address this issue.

Moyle et al (2008) in their literature review highlight the need for more
extensive research into best practice relating to the care of people with
dementia in acute settings, particularly in terms of interventions that have
the potential to impact on patient care. Goldberg et al (2014) concurs,
stating that there is a dearth of research relating to interventions to
improve the quality of care for people with dementia. Furthermore, the
Irish National Dementia Strategy states that priority should be given to
given to research that seeks to promote better evidence relating to the
needs, preferences, experiences and care outcomes of people with
dementia (DOH 2014). It appears that the call for increased research
evidence in this area has not yet been answered given the striking dearth
of literature on the topic.

In particular, despite the use of personal passports to support people with
dementia in acute care settings been seen as essential to high quality
person centred care (Upton et al 2012, Brooker et al 2013), there is no
research evidence to support their use. Specifically, there is little known
about the experiences of staff and family members of people with
dementia where they are used to support care in the acute setting in
Ireland (de Suin et al 2014). This study will go some way to address this
gap by giving staff and family members of people with dementia an
opportunity to detail their experiences of using personal passports,
exploring the perceived challenges and benefits of their use and their
potential impact on caregiving in the acute setting.
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In addition Goldberg et al (2014) state that the consistency of best
practice initiatives can be difficult to maintain. By engaging with the key
stakeholders involved with the use of the personal passport and
exploring their experiences, challenges and benefits of using the
personal passport, it is hoped that the sustainability of the using the
document will be strengthened.

2.10 Concluding comments
The World’s population is ageing and simultaneously the prevalence of
people living with dementia is also rising. This picture is mirrored in the
Irish setting. This has social and economic implications for both society
and health and social care providers. There is consistent evidence in the
literature that people with dementia admitted to acute care experience
poorer care outcomes than people without dementia. It is also evident
that both staff and families also find the admission disruptive and
stressful. Whereas nurses endeavor to provide high quality person
centred nursing care, this often falls short of adhering to the person
centred care principles set out by Kitwood (Kitwood 1997). It is clear from
the literature that staff having key information about the person with
dementia such as likes, dislikes and preferred routines is beneficial to
both the person with dementia, their family and staff. What is unclear
from the literature is how to gather this information in a standardised way.
Personal passports have been used in the UK, Australia and Canada to
provide staff with this information and promote person centred care but
there is little research evidence as to their use and in particular the
experiences of staff and family members of inpatients with dementia
using the passport to support care in the acute setting. This study will
address this gap by detailing the experiences of staff and family
members of people with dementia where personal passports are used to
support care in the acute setting. Chapter three will outline the most
appropriate methodology and design to achieve this goal.
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Chapter 3 Methodology and Design
3.1 Introduction
The purpose of this study is to explore the experiences of staff and family
members where personal passports are used to support the care of
people with dementia in the acute setting. Chapter one highlighted the
fact that people with dementia often have poorer outcomes when availing
of acute care services than people without dementia. Person centred
care and in particular getting to know the person with dementia, has been
identified within the literature as leading to more positive outcomes for
people with dementia in acute settings. One way of getting to know the
person with dementia, as identified within the literature, is through the
use of personal passports to allow staff insight into the perspectives,
likes, dislikes and routines of the individual. And yet, in chapter two, a
review of the literature identified a dearth of research evidence on the
topic. There is an urgent need to address this gap through conducting
this study. The credibility of this study is enhanced through gathering
data from staff and family members, thus allowing them to describe in
detail their experiences of using personal passports to support people
with dementia in the acute setting. The outcome of this is a better
understanding of their subjective experiences and a clearer identification
of the benefits and challenges of using personal passports in acute
settings. In this chapter, the aims of the study will be identified and the
most appropriate methodology to meet the aims will be explored.
Methods consistent with the methodology to carry out the research study
will be discussed and described. Ethical issues will also be addressed.
Finally, rigour and trustworthiness in qualitative studies and the strategies
used to ensure the trustworthiness of the findings will be explored in
depth. This study consists of two parts detailed below.
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Part 1:
Exploration of the subjective experiences of family members of inpatients
with dementia using personal passports to support the care of their loved
one.
Part 2:
Exploration of the subjective experiences of staff members using
personal passports to support people with dementia.

3.2 Research Question:
What are the experiences of staff and family members of inpatients with
dementia where personal passports are used to support dementia care in
the acute setting?

3.3 Aims of the study


Part 1:To explore and describe the experiences of family
members of people with dementia using the personal passport
(individual semi-structured interviews).



Part 2: To explore and describe the experiences of acute care
staff using the personal passport (focus groups).



To evaluate the use of a personal passport in relation to the
perceived impact on the provision of person centred care to
inpatients with dementia in the acute setting.



To evaluate the perceived benefits and challenges of using
personal passports in the acute care setting.



To inform person centred service provision for people with
dementia admitted to acute care.



To add to the body of knowledge relating to the provision of care
to people with dementia and their families in acute settings.
Conducting a thorough literature review of relevant evidence on
the topic will enhance this process.
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3.4 Methodology and Design
When deciding on a research methodology, it is essential to use the
methodology most appropriate to fulfilling the aims of the study (O’ Leary
2004, LoBiondo Wood and Harber 2006). As the primary aim of the study
is the in-depth exploration of the subjective experiences of staff and
family members using personal passports to support the care of people
with dementia in the acute setting, the preferred, and most appropriate
methodology is qualitative. This is a largely inductive methodology, which
allows the researcher to describe in detail the subjective experiences of
the participants (Sandelowski 2000). It is one of the most widely used
methodologies in nursing research, mainly due to its emphasis on the
human experiences and understanding of healthcare provision (Houser
2008, Fitzpatrick 2013).

Qualitative research focuses on gaining a greater understanding of the
participant’s experiences from their unique viewpoint (emic perspective)
(LoBiondo- Wood and Harber 2006, Flick 2007, Holloway and Wheeler
2010).

It is based on the premise that in order to gain an in-depth

understanding of the phenomenon being studied, there is a need to
consider the multiple realities and perspectives of the participant’s
(Streubert-Speziale and Carpenter 2003, Nicholls 2009). Qualitative
research is rooted in intrepretivism and constructivism, where multiple
truths are based on the socially constructed perceived realities of the
person (Sale et al 2002). It is in direct contrast to quantitative research,
which is rooted in positivism, where only one truth exists independent of
human perception (Sale et al 2002). Quantitative research (Positivism)
was the predominant form of research inquiry in healthcare until the
1960s when qualitative research emerged from the field of social
sciences as a more appropriate means of studying people (Cohen and
Crabtree 2008). Since then it has become widely used in the field of
health and social care research (Sale et al 2002, Cohen and Crabtree
2008). Therefore, it should not be viewed simply as an alternative to
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quantitative,

positivist

methodology

but

as

a

robust

research

methodology in its own right (Flick 2007).

A number of approaches and designs exist within qualitative research
including phenomenology, ethnography, grounded theory, discourse
analysis and descriptive interpretive, each with its own philosophical
assumptions (Campbell and Roden 2010, Holloway and Wheeler 2010,
Smythe 2012). When deciding which design to use, it is of value to
consider the research question as well as the importance of staying true
to the philosophical underpinnings of the approach, as this will influence
and guide the research journey (Starks and Brown Trinidad 2007,
Lambert and lambert 2012, Smythe 2012). Baker et al (1992) state that
not staying true to the underlying philosophical assumptions of the
approach chosen can affect the trustworthiness of the study.

A qualitative descriptive design was chosen in order to provide a detailed
and rich description of the phenomenon; In particular, such descriptions
are essential when there is little known about a topic (Cormac 2000,
Lambert and Lambert 2012, Hynninen et al 2015), as is the case in this
study. Qualitative descriptive designs are widely used in nursing research
(Sandalowski 2000, Smythe 2012, Hynninen et al 2014, Hynninen et al
2015). This approach is particularly useful where there is set time within
which to conduct the study (Smythe 2012). This was particularly relevant
as this study was set within the context of a larger study. This is an
important factor in determining the do ability of the project (O’Leary 2004
page 106). The ability to complete the study within the confines of the
larger study whilst not the sole deciding factor when deciding on the
methodological approach to use, needed to be considered to ensure its
success (O’Leary 2004, Smythe 2012). However, the most compelling
reason for using a qualitative descriptive approach was that it allowed the
researcher to ensure that the voices of the participants was the foremost
priority though out the research process.
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Although often seen as the poor relation to other qualitative approaches
(Lambert and Lambert 2012) Sandalowski (2000) suggests that many
researchers claiming to use other qualitative approaches are in fact using
a qualitative descriptive approach. Despite having fewer theoretical
underpinnings, she argues that a qualitative descriptive approach is a
valid methodological approach and allows the researcher to detail the
participant’s experiences without having to engage in “methodological
acrobatics” (Sandelowski 2000 page 335). In essence, the use of a
qualitative descriptive design for this study allowed the researcher to
ensure that the study was based on a robust methodological approach
whilst also taking cognisance of the practical implications of conducting
the study. This was essential to ensuring the rigour of the study (Cormac
2000, O’Leary 2004).

As already stated a qualitative descriptive design allows the researcher
describe in detail the subjective experiences of the participants as they
perceive them at that time (Sandalowski 2000, Sandalowski 2010,
Lambert and Lambert 2012, Smythe 2012). As with all description, there
is also a level of interpretation, although with more of an emphasis on
remaining as close to the data as possible than in other qualitative
approaches,

for

example

phenomenology

and

grounded

theory

(Sandalowski 2000). In saying this, using a qualitative descriptive
approach does not negate the need for comprehensive analysis and
interpretation of the data generated (Sandalowski 2010). Rather the
researcher endeavours to remain as close to the data as possible limiting
interpretation to what the participants actually say (Sandalowski 2000,
Smythe 2012). Researchers must ensure that they give an accurate
account of the participant’s experiences (descriptive validity) and an
accurate account of the meanings participants attribute to those
experiences (interpretation validity) (Sandalowski 2000). This was
achieved by transcribing the audiotaped interviews and focus group
interviews verbatim, using direct quotations in the presentation of the
findings and checking with participants to ascertain if the findings
accurately reflected their experiences (member checking). This latter
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point was achieved through two brief interviews with family members and
two brief interviews with staff members, all of whom had participated in
the main study.

3.5 Research Methods
3.5.1 Sampling and Recruitment
Purposive sampling (a non probability sampling method) is the most
appropriate sampling method for this study as the aim is to explore the
experiences of families of people with dementia and acute care staff
using the personal passport (Melynk and Fine-out Overholt 2005).
Selection is based on the judgment of the investigator to select
participants who will be able to describe in rich detail their experiences of
using the personal passport (Holloway and Wheeler 2010, Lambert and
Lambert 2012). It is the most widely used sampling method in qualitative
research (Tongco 2007, Oppong 2013).

In qualitative studies, power calculations are not appropriate to determine
sample size; instead sample size is determined by data saturation
(LoBiondo Wood and Harber 2006). Data saturation is the point at which
no new information emerges (Pollitt and Beck 2010). Furthermore,
evidence suggests that large sample sizes are not necessarily required in
qualitative research as each individual provides rich, meaningful data
(DiCicco Bloom and Crabtree 2007).

In order to recruit participants the researcher who had responsibility for
the development and implementation of the personal passport into
practice (including provision of support for staff and families on the
completion and use of the passport) identified key informants for
participation in both the individual interviews (family members) and focus
groups (staff members). This was achieved based solely on the inclusion
criteria. In accessing research sites and participants Cormac (2000 p.
131) suggests that there are two main types of gatekeepers, namely
organisational and professional gatekeepers both of who must be
convinced of the relevance of the study in order to allow access to the
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participants. Permission to conduct the study was sought and granted
from the Director of Nursing and Hospital Manager within the hospital
(organisational gatekeepers) (Appendices 3 & 4). Permission was also
granted by the Clinical Nurse Managers to access the individual wards
(professional gatekeepers). Ethical approval to conduct the study was
also sought and granted and this will be discussed in greater detail later
in this chapter.

Part 1: Individual family member interviews
Sampling
Similar qualitative studies using semi-structured interviews have
generally had a sample size of less than ten participants to reach data
saturation (Politt and Beck 2010). Data saturation in qualitative research
refers to the point at which no new themes emerge (Holloway and
Wheeler 2010). The sample size for this part of the study was six family
members of people with dementia who had knowledge of using the
personal passport to support their relative with dementia. Similar themes
arose from the data early in the data collection process, with no new
themes emerging by the sixth interview.

Recruitment
In order to recruit participants for the individual family member interviews,
the researcher visited the wards and identified inpatients with dementia
with whom the personal passport had been used. Family members of
these inpatients were then given information sheet/invitation letters to
participate (Appendices 5 & 6). A copy of the consent form was also
included with the information sheets and invitation letters to allow the
family members time to peruse the form prior to agreeing to participate
(Appendix 7). The researcher’s contact numbers were also given and
available on the information sheet, should the family members have any
queries. Some family members expressed an immediate interest to
participate in the interviews and were given the information sheet and
consent form to read. The researcher then contacted the family members
to arrange a suitable time and place for the interview. Other participants
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contacted the researcher, having read the information leaflet, invitation
letter and consent form to express an interest to participate. The
researcher then arranged a suitable time and place for the interviews.
Participant profile will be discussed in chapter 4.
Part 2: Focus groups
Sampling
The literature indicates that a sample size of between four and fourteen
for each focus group with a number of six to eight being cited as ideal to
allow for manageable discussion (Krueger 2002, Streubert Spezialle and
Carpenter 2003, Holloway and Wheeler 2010, Millward 2012, Then et al
2014). The sample size for this part of the study was four participants in
the Health Care Assistant focus group and five participants in the Nurses
focus group, giving a total sample size of nine for both focus groups. The
nurse’s focus group also consisted of a senior social worker. The
researcher discussed this with her academic supervisors prior to the
focus group and it was agreed to include this participant, as they would
add valuable insights to the discussion. Also, by having this participant
included in the nurses group, there was less likelihood of a potential
power imbalance than if they were included in the health care assistants
group. It was also important to make sure that this participant would not
be easily recognised when presenting the findings (Pollitt and Beck
2010). This will be explored in greater detail when addressing ethical
issues.

Recruitment
The participants were recruited by receiving information sheet/invitation
letters to participate (Appendices 8 & 9). This was achieved in two ways.
Firstly, the researcher was granted permission by the Clinical Nurse
Managers and the Director of Nursing to give a brief information session
about the research project at the whiteboard handover sessions in each
of the wards. Information leaflets and invitation letters were distributed at
the time of the information session. Consent forms were also circulated
to allow staff members to peruse them prior to the focus group (Appendix
10). Secondly, posters were displayed in each of the wards inviting staff
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to attend the focus group and detailing the date, time and venue of the
focus group and the contact details of the researcher. Staff who decided
to participate could contact the researcher directly. Alternatively, they had
the option of simply arriving at the focus group venue at the agreed time.
The participants availed of both options. Participant profile will be
discussed in chapter four.

Inclusion criteria:
Part 1: Individual family member interviews:


Family members of people with dementia who have used the
personal passport during their relative’s acute hospital admission.



Family members of people with dementia willing to relate their
experiences and attend the interview.



All participants must be over 18 years of age.



Consent to take part in the study and to have the interviews audio
taped.

Part 2: Staff focus groups:


Acute care staff members that have used the personal passport to
support the care of people with dementia during an acute hospital
admission.



Acute care staff that have used the personal passport and are
willing to relate their experiences and attend the focus group.



All participants must be over 18 years of age.



Consent to take part in the study and to have the interviews audio
taped.

Exclusion criteria:
For both individual family member interviews and staff focus groups:


Individuals under 18 years.



Individuals unwilling to give written consent.



Individuals who have not used the personal passport to support
inpatients with dementia in the acute setting.
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Inclusion and exclusion criteria primarily relate to issues of informed
consent and ability to provide detailed information to answer the research
question without any discrimination because of race, culture, gender or
any other factor.

3.5.2 Data collection
It is essential to ensure that the data collection method is compatible with
the methodological approach (Webb and Kevern 2000, DiCicco Bloom
and Crabtree 2006). The data collection methods chosen for this study
were individual semi structured interviews and focus groups both of
which are compatible with a qualitative descriptive approach (Lambert
and Lambert 2014). The discussion relating to data collection methods
will be divided into two sections signifying the two elements of data
collection to be undertaken.

Part 1: Individual interviews with family members
Within qualitative research, interviewing is a key data collection method
(Wimpenny and Gass 2000, Parahoo 2006, Starks and Brown Trinidad
2007). Interviews are particularly useful for exploring the views,
experiences and opinions of participants, which is a key element of
qualitative descriptive research (Cormac 2000, Ryan et al 2009). There
are three main types of interview in qualitative research (DiCicco-Bloom
and Crabtree 2006), namely unstructured (informal conversation often
used with another data collection method e.g. observation), semistructured (researcher has some points to be covered but also flexible)
and structured (similar to a verbal questionnaire, each participant
interviewed with the same format and questions) (Lanoe 2003, Doody
and Noonan 2013).

In order to yield data relevant to the study aims, it is important to choose
the most appropriate type of interview (Ryan et al 2009). Semi structured
interviews are the most commonly used interviews in qualitative research
(DiCicco-Bloom and Crabtree 2006, Ryan et al 2009, Holloway and
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Wheeler 2010). It allows the researcher to develop some predefined
questions whilst also having the flexibility to vary the questions to explore
emerging themes or ask additional questions depending on the flow of
the interview (Ryan et al 2009, Doody and Noonan 2013, Halcomb
2015). Interviews also allow the researcher to clarify or seek clarification
if necessary (DiCicco-Bloom and Crabtree 2006). Therefore, in order to
afford the researcher the flexibility to allow the participants give a rich
narrative of their experiences whilst also allowing her to focus the
interview to some extent, semi structured interviews were chosen for this
study. Additionally face-to-face interviews were used to allow the
researcher observe non-verbal cues (Doody and Noonan 2013), which
were then noted in the researcher’s reflective journal after the interview.

Despite the obvious advantages of using this type of data collection
method, there are also some possible disadvantages associated with
interviewing (Doody and Noonan 2013). These include the researcher
lacking the necessary interview skills and that they are labour intensive
and more costly than other data collection methods (LoBiondo-Wood and
Harber 2006). Doody and Noonan (2013) also caution that interviews are
susceptible to bias, both on the part of the participant and the researcher.
The participant may worry about how they will be perceived and seek to
give answers that will please the researcher (Ryan et al 2009).
Simultaneously, the researcher may influence the participant by
unintentionally showing emotion related the participant’s answers for
example shock, disapproval or even agreement (Doody and Noonan
2013). However, all data collection methods have limitations and it is the
researcher’s responsibility to be aware of the disadvantages and limit
their influence on the study where possible (Cormac 2000).

With this in mind the researcher endeavoured to limit the impact of
possible disadvantages of the interviewing process in a number of ways.
Firstly, by conducting a thorough review of the literature relating to
qualitative interviews, particularly in relation to preparing for and
conducting interviews. This identified best practice as well as potential
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challenges in the interview process. Preparation and careful planning are
essential to successful interviews (Doody and Noonan 2013). This
included preparing the interview guide and technique in advance and
discussing them with the academic supervisors (Turner 2010). By using a
reflexive approach, the researcher was able to reflect upon the interview
process and make changes as necessary. This included listening to the
taped interviews and transcribing each one, where possible, prior to the
next interview to identify missed opportunities for further exploration of
the topic and develop the researcher’s interviewing skills (Doody and
Noonan 2013). Finally, by conducting a pilot study, this allowed for the
identification and rectification of issues arising prior to the main study.
This is discussed in greater detail later in this chapter.

Each interview lasted approximately one hour (56-66 minutes). No
specific time had been set for the interviews so as to allow flexibility
(Petty et al 2012).

The interviews were audiotaped and transcribed

verbatim to ensure accuracy of data collection. This allowed the
participant to describe in detail their subjective experience. This is
particularly important in qualitative descriptive research, where the
researcher is tasked with remaining as close to the data as possible
during analysis and interpretation of the data (Sandalowski 2000,
Sandalowski 2010). The use of face-to-face interviews also allowed the
researcher to note non-verbal behaviours, which can provide valuable
data. Non-verbal behaviours and any researcher observations arising
from the interviews were then recorded in the researcher’s reflective
journal. The interview guide (Appendix 11) was developed in conjunction
with an extensive literature review of the available literature and with
attention to the aims of the study. Changes were made to the original
interview guide following the pilot study (Appendix 12). This will be
discussed in greater detail later in this chapter.

Part 2: Staff focus groups
Focus groups, although originally primarily used in politics and marketing,
have become one of the most widespread data collection methods in
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nursing research in the latter decades of the last century (Webb and
Kevern 2000, Barbour 2007, Happell 2007, Webb and Doman 2008,
Holloway and Wheeler 2010). Although they can be used as a standalone data collection method, they are often used with other data
collection methods (Millward 2012). In fact, their compatibility with other
data collection methods is one of the advantages of their use (Webb and
Doman 2008). According to Then et al (2014), focus groups are
particularly helpful for obtaining in-depth knowledge on the perceptions
and experiences of a group regarding a particular subject. They are also
useful for bringing together different viewpoints and opinions (Marshall
and Rossman 2011). Where they differ from interviews is in the
importance of stimulating debate amongst the participants and using this
interaction to generate rich, meaningful data (Webb and Kevern 2000,
Barbour 2007, Holloway and Wheeler 2010). This is one of the primary
reasons for using focus groups over individual interviews (Webb and
Kevern 2000) and therefore must be reported upon in the analysis
process (Millward 2012). To this end, it is essential that the researcher is
a skilled communicator (Holloway and Wheeler 2010).

There are also a number of potential disadvantages associated with the
use of focus groups (Holloway and Wheeler 2010). One possible
disadvantage of focus groups is the dominance of one or two members
of the group, leading to the compliance and possible disengagement of
the others (Steubert-Speziale and Carpenter 2003, Goodwin and Happell
2009). There is also the potential for power imbalances within the group
(Happell 2007). However, Streubert-Speziale and Carpenter (2003)
suggest that the advantages of using focus groups outweigh the
disadvantages and that with a skilled group facilitator, many of the
disadvantages detailed above can be overcome. Furthermore, the
literature recommends careful planning, particularly in relation to the
composition of the group and development of the topic/interview guide
(Barbour 2007, Holloway and Wheeler 2010, Millward 2012).
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The researcher tried to address the possible disadvantages in a number
of ways. Possible power imbalances were acknowledged and addressed
by holding two separate focus groups, one including health care
assistants and one including nurses. This allowed healthcare assistants
to speak freely, which they may not have done in front of their
supervisors (Happell 2007). Separate groups were also useful to ensure
that the group composition was as homogeneous as possible thus
helping participants to feel safe to express their opinions (Then et al
2014). Time was allocated at the beginning of each focus group to
welcome participants, give an overview of the topic and most importantly
set ground rules for the group (Krueger 2002). The ground rules included
particulars such as no mobile phones and respecting other people’s
opinions. This was very important to create a permissive atmosphere
within the group (Then et al 2014). Furthermore, the researcher used
questions to help to draw out quieter members of the group (Goodwin
and Happell 2009). An interview guide (Appendix 13) was developed
based on extensive review of the available literature relating to the use of
personal passports to support people with dementia in the acute care
setting. The aims of the study were also borne in mind to ensure that the
guiding questions would fulfill the needs of the study. The interview guide
will be discussed in greater detail later in this chapter.

A co moderator (note taker) was used to make field notes (Holloway and
Wheeler 2010). These notes contained quotes, key points, behavioural
characteristics, notes about eye contact and other cues that might have
indicated agreement or disagreement (Kreuger 2002). There was also a
debriefing session between the researcher and the co moderator
following the focus group to ensure that no data was lost due to the
passing of time between the conducting of the focus group and analysis
of the transcripts and field notes (Kreuger 2002, Redmond and Curtis
2009). This peer debriefing was also very useful for discussing themes
that were emerging from the data collected during the focus groups.
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Each focus group was allocated one hour in duration, although there was
some flexibility. The focus groups were 65 and 70 minutes in duration.
This timing was specifically determined to allow for the release of staff
from the wards. The time chosen was also decided upon to
accommodate ward routines and increase the possibility that staff would
be released. The difficulties arising from conducting research in the
hospital setting are highlighted within the literature. Woith et al (2014) in
their study exploring nurse’s activation of rapid response teams found
that hierarchical structures, time constraints, work pressures, lack of
understanding about the research process and lack of incentives to take
part in research impeded the recruitment process of research participants
in hospital settings. Despite this, and mindful of the of the pressures of
work within the acute setting, staff participating in this study gave
generously of their time and were eager to describe their experiences.

3.5.2 (i) Interview guide
The use of an interview guide is important for both the individual semistructured interviews and the focus groups in order to ensure that
appropriate data is generated from the interviews and focus groups
(Kreuger 2002, Ryan et al 2009, Holloway and Wheeler 2010). The
researcher used sequenced cue cards, initially, to ensure that key
information was sought. It must also be noted that even though the
interview guide is essential it needs to be flexible enough to explore
emergent themes (Ryan et al 2009).

Part 1: Individual semi structured family interviews
The individual semi structured interviews began with easy nonthreatening demographic questions such as name, age, relationship to
the person with dementia, when the person was admitted, where they
were admitted from, reason for admission and discharge address (if
appropriate). Time was also allocated for clarification and for discussion
relating to the informed consent. Obtaining demographic, non-threatening
information at the beginning of the interview allows the participant to
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become more at ease and become more familiar with the recording
equipment.

Part 2: Focus groups
The interview guide is particularly important in the focus groups to ensure
that the conversation stays on track as the groups are often time limited
(Holloway and Wheeler 2010). This was the case in this study, as one
hour was set aside for the release of staff to attend the focus group. The
focus group interview began with easy non-threatening demographic
questions such as name, age, amount of time spent working with
inpatients with dementia, their role within the organisation and whether
engaging in 1:1 care of inpatients with dementia. Time was also allowed
for clarification and for discussion relating to the informed consent. I also
reminded the participants that the interview was being recorded. It is
hoped that this would allow the participants to feel more at ease until a
rapport has been established amongst the group (Krueger 2002). It also
gave the participants time to become accustomed to the tape recording.
This was important, as some of the staff members were a little hesitant
when they saw the recording equipment. However, after a few moments
and a brief explanation about the need for audio recording, they were
happy to proceed and seemed to forget that the recording equipment
was present. Time was also given at the beginning of the group to agree
the ground rules, as detailed above.
As there are similarities between the interview guides used for both the
individual interviews and the focus groups in terms of their development,
this will be examined in unison. When developing an interview guide,
emphasis should be placed on the aims of the study (Ryan et al 2009). It
should also take into account the wording, sequencing and types of
questions and the use of “probes” (Kreuger 2002, Parahoo 2006, Ryan et
al 2009). Houser (2008 page. 282) suggests that to enhance the
interview process, the following should be borne in mind:


Use of open-ended questions, worded in a clear, unambiguous
way.
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Questions should be short and to the point.



Sequence of questions should allow for the building of trust and
rapport by putting factual, easy questions first to put the participant
at ease.



Remain neutral and word questions so as not to lead the
participant.



Each question should only contain one point of discussion.

The initial emphasis in developing the interview guides (Appendices 11 &
12 & 13) was to allow sufficient time for the participants to feel
comfortable (Krueger 2002, DiCicco-Bloom and Crabtree 2006, Ryan
2009). This was achieved by the correct sequencing of questions (non
threatening easily answered ones at the beginning and more sensitive
ones toward the end) as discussed above. Active listening and engaging
in initial casual conversation also helped to build rapport (LoBiondo
Wood and Harber 2006, Ryan et al 2009, Holloway and Wheeler 2010).
Allowing time for participants to clarify any concerns was also important
at the beginning of the interview or focus group (Holloway and Wheeler
2010), particularly in relation to ensuring that informed consent was
obtained. This was particularly relevant for focus group participants who
arrived at the focus groups based on the poster advertisement and had
not read the consent form prior to the focus group.

3.5.2 (ii) Pilot Work
Pilot studies are a crucial element of good study design (van Teigiingen
and Hudley 2002). Prior to commencing the main study a pilot study
using an individual semi structured interview with one family member and
a focus group of three staff members was undertaken. This approach
was used to identify any potential difficulties with the data collection
methods (Given 2008, Pollit and Beck 2010). The interview guides
(Appendices 11 & 12 & 13) for the main study were trialed and the
researcher’s interview technique examined. This helped the researcher
answer the following:
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Is the language used clear and unambiguous?



Are the questions easy to understand?



What kind of response do the questions elicit, for example will I
get the information I’m looking for to accurately describe the
experiences of family members and acute care staff using the
personal passport?

This proved to be a very fruitful exercise in this study. In relation to the
pilot focus group, the staff members felt comfortable with the questions in
the interview guide and did not feel they wanted to change anything. The
questions were sufficiently open ended to allow staff to describe their
experiences in detail and the staff members did not require clarification in
relation to any of the questions asked. However, this was not the case
with the individual family member pilot interview. Even though the
questions in the interview guide (Appendix 11) had appeared to be open
ended, they were not allowing the family member in the pilot study to
describe her experiences and generally met with short or monosyllabic
answers. The family member also required some clarification as to what
was meant by one question, namely “can you tell me how and when you
were introduced to the personal passport?” It was only when the
researcher asked the family member to describe her relative’s journey
prior to and from admission into hospital that she described at length the
journey and this led to more naturally occurring questions about using the
personal passport. Specific questions relating to the personal passport
were then asked and this yielded in depth descriptions of using the
personal passport and its impact on care. It was also evident from the
pilot study that as the researcher was asking specific questions about the
personal passport, for example what participants like most/least and if
there is anything they would change there needed to be a number of
copies of the personal passport available for them to peruse. This
information proved invaluable in the main study and resulted in some
changes being made to the interview guide for the family member
interviews (Appendix 12).
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To guard against contamination of the data generated in the main study,
the data generated in the pilot was be used in the analysis of the main
study data (van Teijiingen and Hudley 2002). Furthermore, participants
who took part in the pilot did not take part in the main focus groups (van
Teijiingen and Hudley 2002). This information was used solely for
ensuring the appropriateness of the data collection method and will not
form part of the analysis process.

3.5.2 (iii) Study setting
In line with the principles of qualitative research, the interviews and focus
groups took place in natural environments in which the participants feel
comfortable (Cormac 2000, LoBiondo-Wood and Harber 2006, Holloway
and Wheeler 2010).

Part 1: The individual family member interviews took place in a setting
chosen by the participants, either an assigned room in the hospital or the
participant’s home/local venue. Consideration was given to the chosen
venue in terms of privacy, noise levels and other environmental issues
(for example heat and light) (DiCicco-Bloom and Crabtree 2007). Three
of the participants chose to have the interviews conducted in their homes
and either a kitchen or dining room was chosen to allow for placement of
the recording equipment. The other three interviews took place in an
assigned room in the hospital as the participants were already visiting
their loved ones at the hospital and it was their preference. Whilst every
effort was made to ensure the privacy and comfort of the participants, it
proved more difficult within the hospital setting and one interview had to
relocate due to noise levels outside of the interview room. Another room
was readily available so the least amount of disruption was caused to the
participant or the interview process.

Part 2: The focus groups took place in an assigned room on the hospital
campus to limit the amount of time that staff needed to be released from
the wards (Barbour 2007). The environment is an important consideration
when deciding where to hold the focus group (Holloway and Wheeler
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2010). The room needs to be big enough to facilitate the group but not
too big as to be unwelcoming. There also needs to be space for
positioning the recording device so that all participants can be heard.
Holloway and Wheeler (2010) recommend circular or semicircular
seating arrangements to facilitate this. As with the individual interviews
consideration was given to environmental factors such as noise,
possibility of interruptions, heat and light. The room chosen for the focus
groups was close enough to the wards to allow easy access for staff but
far enough away that it was not subject to interruptions and excessive
noise levels. The room has also been used in the past on numerous
occasions for education sessions and so was well known to staff
members. There was a large oval table that allowed for the recording
equipment to be strategically placed in order to optimise the coverage for
all participants. In order to ensure the comfort of the participants light
refreshments were offered. Directional signs had been placed on the
main routes into the room to ensure that staff could easily access the
focus group venue.

3.5.2 (iv) Technology
Each interview and focus group was audiotaped. When using electronic
devices, it is essential to ensure that the device is fully charged and that
the researcher is familiar with using the equipment. It was also important
to place the recorder where it can pick up the researcher and
participant’s voices and that background noise is kept to a minimum
(DiCicco Bloom and Crabtree 2006). This is particularly relevant in
relation to the focus groups and the recording device needs to be
strategically placed to ensure that the voices of all participants are
audible (Holloway and Wheeler 2010). The room chosen for the focus
groups allowed for the placement of the recording devices to ensure all
voices were audible. However, the researcher had to reposition the
recording device during one of the focus groups as one of the
participants was very softly spoken. The researcher also had a second
recording device for the interviews and focus groups in case of
equipment failure. One such mishap occurred when one of the recording
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devices switched off during the focus group but was not noticed by the
researcher or co moderator for some minutes. Having a second
recording device meant that no data was lost.

3.5.2 (v) Developing Rapport
Developing rapport is a fundamental process in both interviewing and
focus groups and is a key precursor to the generation of rich data
(DiCicco-Bloom and Crabtree 2006, Ryan et al 2009, Holloway and
Wheeler 2010). This is essentially due to the fact that the interaction
between the researcher and the participants is crucial to success in both
the interviews and focus groups (Holloway and Wheeler 2010). However,
given the limited amount of time for conducting the individual interviews
or focus group interviews, developing rapport may prove to be a
challenge. Therefore, it is essential for the researcher to possess the skill
to rapidly build rapport with the participants (Kreuger 2002, DiCiccoBloom and Crabtree 2006). Active listening, good eye contact and an
open posture are important to developing rapport LoBiondo Wood and
Harber 2006). The pilot study was extremely helpful in this regard as it
provided an opportunity for the researcher to practice their interview
technique and be more comfortable with the process. This allowed for a
more relaxed interview and ensured that the researcher was well
prepared for the interview (Turner 2010).
Furthermore, by respecting the participant’s point of view and
establishing a comfortable and safe environment, rapport was enhanced
in the interviews (DiCicco Bloom and Crabtree 2006).

Similarly, in

relation to focus groups, creating an open non-critical environment in
which participants felt safe was key to the success of the focus group
(Kreuger 2002, Redmond and Curtis 2009). This was achieved by
agreeing ground rules with the group, including around issues of
confidentiality and courtesy and the use of an icebreaker, nonthreatening question, such as names or where staff worked (Kreuger
2002, Redmond and Curtis 2009).
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3.5.3 Data analysis
In qualitative research, data analysis is often a cyclical process, which
starts when data collection begins (Streubert Speziale and Carpenter
2003). It typically involves the researcher becoming immersed in the data
by firstly listening to the participant’s description of the phenomenon and
then reading and re-reading the verbatim transcripts in order to identify
and extract recurring themes and statements (Marshall and Rossman
2011). A vast amount of data can be produced from transcripts, field
notes and memos (Holloway and Wheeler 2010). The researcher must
organise and make sense of what is seen, heard and read (LoBiondo
Wood and Harber 2006). Computer programmes such as NUD*IST and
Nvivo can be used to group, code and retrieve qualitative data and so
make data analysis more manageable (Hebda and Czar 2009). It can
also be done manually as was the case in this study (Lo Biondo Wood
and Harber 2006).

Depending upon the research approach used, there are a number of
different methods that can be used by qualitative researchers to analyse
data (Holloway and Wheeler 2010). The most frequently used methods in
qualitative descriptive nursing research are content analysis and thematic
analysis (Vaismoradi et al 2013). Thematic analysis emerged from the
concept of content analysis and shares many of the same principles and
procedures (Joffe 2012). Thematic analysis is seen as the most
straightforward analysis processes and so makes it ideal for novice
researchers (Holloway and Wheeler 2010). Rather than coding and
categorising data, as is the case with content analysis the researcher is
tasked with analysing the entire narrative and identifying and reporting
patterns or themes (Holloway and Wheeler 2010, Vaismoradi et al 2013).
Vaismoradi et al (2013) argues that the two are often used
interchangeably in nursing research and therefore there is a need for the
researcher to clearly define the method used.

Thematic analysis was the chosen method for analysis for this study. It is
particularly useful for analysing qualitative data derived from interviews
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and focus groups (Joffe 2012). For this study, thematic analysis was
aided by the use of thematic networks, which added to the robustness
(trustworthiness) of the study (Attride-Stirling 2001). This method was
specifically chosen as it allowed the researcher to provide an audit trail
from the actual data to the interpretation of that data (Attride-Stirling
2001). Rolfe (2006) argues that this is an essential element to ensuring
the rigour of the study. It also allowed the researcher to ensure that the
voices of the participants were the main focus and so stay true to the
methodological underpinnings of a qualitative descriptive approach.

According to Attride-Stirling (2001), the use of thematic networks offers
an organised method for the analysis of qualitative data. It does this by
the identification and ranking of firstly basic themes, then organising
themes and finally global themes and depicting them as web-like map
(Attride-Stirling 2001).
This involved six steps. The first three steps relate to a breakdown of the
text:
1) Coding transcribed material
2) Identifying themes
3) Construct thematic networks
The next two steps relate to exploration of the text:
4) Describe and explore thematic networks
5) Summarise thematic networks
The final step relates to integration of exploration:
6) Interpret patterns
(Attride-Sterling 2001, p. 391)

All focus group and individual interviews were transcribed verbatim. Data
analysed included transcripts of the interviews and focus groups, notes
taken by the co moderator in the focus groups. As indicated above a
process of thematic network analysis was undertaken based on the
criteria set out by Attride-Sterling (2001). This involved six steps resulting
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in the identification of basic, organising and global themes. Steps one to
three entailed organising the data into codes and themes.

Firstly, this involved coding the transcribed material. This was
accomplished by deciding upon a coding framework based on recurrent
issues, words and phrases within the text. The codes consisted of single
words, phrases or even larger sections of text. The next step involved
identifying themes by grouping together related codes (LoBiondo Wood
and Harber 2006, Holloway and Wheeler 2010). These basic themes
were then arranged into similar groupings forming organising and finally
global themes, which were then illustrated in the form of a network
(Attride- Sterling 2001)(Appendices 14 & 15 & 16 & 17). This provided a
visual of the main global unifying themes and the lower level themes that
led to it. This is important in terms of providing an audit trail and thus
adding to the robustness of the study. Memos were also used to record
thought processes leading to the emerging codes and themes during
data analysis (Streubert Speziale and Carpenter 2003, Glense 2006).

However, Attride-Stirling (2001) is very clear that this is just the first part
of the process and does not constitute data analysis in itself. To complete
the process, it was necessary to examine and complete the next steps in
Attride-Stirling’s networks analysis process (Attride-Stirling 2001). This
required a further level of abstraction that involved going back to the text,
armed with the various themes and describing them with reference to he
text in order to identify and examine underlying patterns. Finally, the sixth
step entails a bringing together of the emergent themes and linking them
to the original research question and discussing the theoretical and
conceptual underpinnings associated with them. This was accomplished
through a discussion of the findings in chapter five. Attride-Stirling (2001)
argues that these last stages are the most difficult given their abstract
nature. This was definitely the case for the researcher with the different
levels of themes having an almost fluid state moving from interpretive
ideas almost beyond grasp to more solid patterns, which finally
culminated in the emergence of global themes.
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3.6 Reflexivity and researcher bias
Reflexivity refers to a process of continuous self-reflection that helps the
researcher develop an awareness of their actions, thoughts and
perceptions (Glense 2006, Holloway and Wheeler 2010, Darawsheh
2014). It is important to keep note of these reflections and thought
processes to provide a clear audit trail and enhance the ability to
evaluate the quality of the study (Rolfe 2006, Darawsheh 2014). Although
reflexivity is seen as adding to the rigour of the study, there is little
agreement in the literature as to how researchers should use it in
qualitative research (Darawsheh 2014). However, there is some
agreement within the literature that the use of reflexivity enables
researchers to become more adept at bracketing and controlling biases
by becoming more aware of them (Holloway and Wheeler 2010,
Darawsheh 2014). This is particularly relevant in qualitative research as
the researcher is part of the research process and has the potential to
influence the data (Holloway and Wheeler 2010).

In qualitative research, researcher bias refers to thoughts, preconceived
ideas,

personal

biases

that

the

researcher

holds,

that

may

subconsciously influence the research study (Cormac 2000, LoBiondo
Wood and Harber 2006, Holloway and Wheeler 2010). It is important to
acknowledge these preconceptions and limit their influence on the study
in a process known as bracketing (Struebert Speziale and Carpenter
2003). This was particularly relevant in this study as the researcher
worked in the same study setting as the participants and also wanted to
ensure that the study was completed successfully as it was part of a
wider study. Koch (2006) suggests that keeping a field journal can help
researchers to identify and acknowledge preconceived ideas. Streubert
Speziale and Carpenter (2003) agree suggesting that this is integral to
reflexivity and Rolfe (2006) argues that is also essential to evaluating the
quality of the study. Throughout the research process, the researcher
kept a reflective diary to detail ideas and thought processes. This is
discussed in greater detail in chapter six. Whereas Holloway and
Wheeler (2010) agree that reflexivity adds to the rigor of qualitative
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research and is a necessary process, they caution that some researchers
might take the process too far resulting in the voice of the participants
coming second to the voice of the researcher who ultimately decides
what in fact constitutes data.

3.7 Data trustworthiness
Determining the quality of qualitative research has long been a source of
concern and debate in nursing research (Rolfe 2006, Cohen and
Crabtree 2008). The criteria for reliability and validity used to assess the
quality of quantitative research cannot apply to qualitative research given
the methodological and philosophical differences between the two
approaches (Ryan-Nicholls and Will 2009). Moreover, given the diversity
qualitative approaches, there is no set of predetermined criteria to
evaluate quality that fits all studies in qualitative research (Streubert
Speziale and Carpenter 2003, Melynk and Fineout-Overholt 2005). Rolfe
(2006) argues that endeavouring to establish a predetermined set of
quality criteria is futile and individual judgments of quality should be
based on individual studies. Despite this, there have been efforts to
develop general criteria for the evaluation of qualitative research and it is
the Lincoln and Guba (1985) method for determining trustworthiness that
will be used in this study.
Lincoln and Guba (1985) criteria for evaluating trustworthiness in
qualitative research are widely used within nursing research literature
(Streubert Speziale and Carpenter 2003, Melynk and Fineout Overholt
2005, Koch 2006, LoBiondo Wood and Harber 2006, Williams 2015).
They identify four criteria for determining rigor/ trustworthiness in
qualitative

research,

credibility,

dependability,

confirmability

and

transferability.

Credibility
Ensuring that the findings reflect, where possible, the findings of the
participants, can enhance credibility. In order to ensure accuracy, each
interview and focus group will be audiotaped and transcribed verbatim
(DiCicco-Bloom and Crabtree 2006). Williams (2015) also identifies
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member checking and peer debriefing as ways to enhance credibility.
Peer debriefing involves seeking input from others knowledgeable in the
discipline (LoBiondo Wood and Harber 2006).

Member checking involves presenting the findings to the participants to
ensure interpretations made are consistent with the participant’s
experiences (Williams 2015). Not surprisingly, given the level of debate
regarding the criteria for evaluating quality in qualitative research, there
are differences of opinion as to the relevance of member checks. Some
Authors regard member checks (a process by which participants are
asked to validate the findings as reflective of their experiences) essential
to the credibility of the findings (Glense 2006). However, Rolfe (2006 p.
305) argues that as qualitative research, by its very nature, consists of
multiple realities it is detrimental to “force artificial consensus and
conformity”. Sandalowski (2000) agrees but further states that qualitative
descriptive studies are more likely to receive consensus as they as they
need do no more than give an accurate description of the participants
experiences.
After consideration and consultation with the researcher’s academic
supervisors, transcripts were not sent to interviewees for checking. In
saying this, the researcher held two brief interviews (10 minutes) with two
family members and two staff members to check if they felt the emergent
themes reflected their experiences. All participants agreed that they did
represent their experiences. Furthermore, a point made, which a
participant felt she made in error was later clarified and altered in the
transcripts of the individual interviews. Similarly, in the focus groups,
during analysis of the transcripts the researcher identified a missed
opportunity to examine a particular point made by the staff member and
did so in the brief interview. It must be noted that the use of member
checking as a verification strategy to enhance the rigor in qualitative
studies is widely discussed within the literature with a failure to agree a
concrete consensus as to the benefits. Morse et al (2002) argue that, as
the study findings are a representation and interpretation of the
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experiences of all participants, it is impossible for an individual participant
to accurately identify their particular experience in the findings. They
suggest that member checking may lead to the researcher remaining too
descriptive (Morse et al 2002). However, the brief interviews allowed the
researcher to be confident that the interpretation of the data remained as
close to the participants descriptions as possible, a key element of
qualitative descriptive research (Sandalowski 2000, Sandalowski 2010).

The transcripts and thematic networks were peer reviewed by the
researcher’s

academic

supervisors

and

amendments

made

as

necessary. Peer debriefing also occurred between the researcher and
co-moderator after the focus group interviews with rudimentary themes
discussed and agreed upon. Peer reviewing was undertaken to ensure
that the emergent codes and levels of themes were as accurate as
reasonably possible (Milne and Oberle 2005). This helps to increase the
confidence of the researcher in the emergent themes and enhance the
rigor of the entire study (Milne and Oberle 2005).

Parahoo (2006) suggests that the use of direct quotes from the
participants can add to the credibility of the study. Other means of
assuring credibility include detailed documentation of the researchers
thoughts, actions, biases and opinions, thus increasing the researchers
self-awareness (Koch 2006), ensuring adequacy of data (data saturation)
and appropriateness of data (Purposive sampling) (Melynk and FineoutOverholt 2005). These issues have already been discussed earlier in this
chapter.

Confirmability
Confirmability addresses the objectivity of the findings (Williams 2015)
and exists when there is clear evidence of a decision making (audit) trail
(Koch 2006, Williams 2015). The audit trail should highlight the thought
processes that led to the conclusions of the researcher and should be
easily followed by another researcher and (Streubert Speziale and
Carpenter 2003). This was achieved by the use of a “field journal”
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(reflective journal) which allowed the researcher to detail experiences,
thoughts and feelings throughout the research process and in particular
the interview stage (Koch 2006 pge.93). Rolfe (2006) argues that having
a detailed reflexive research diary is essential to evaluating the quality of
the qualitative process. In addition, the use of memoing (notes taken
during the analysis process) allowed the researcher to keep track of the
thought processes leading to the development of categories and themes
(Streubert Speziale and Carpenter 2003, Glense 2006).

Dependability and Transferability
Difficulties may arise with dependability (auditability), which relates to the
same methods being used and producing the same findings and
transferability

(fittingness)

which

relates

to

the

findings

being

generalisable outside the study (Melynk and Fineout-Overholt 2005).
Jasper (1994) argues that as qualitative studies are concerned with the
subjective experience of the participant it is inappropriate to suggest that
it be generalisable. However, Melynk and Fineout-Overholt (2005)
suggest that it should not be confused with generalisability associated
with quantitative studies, but rather whether the findings are probable
and can be used to guide practice. Therefore, by presenting the findings
in a transparent manner and rich, meaningful descriptions of the
phenomenon the reader can decide whether the findings are applicable
to their practice setting (Lo Biondo Wood and Harber 2006, Williams
2015).

3.8 Data management
In Ireland, the management of data is governed by the Data
Protection Act 1988 and the Data Protection (Amendment) Act 2003
(Data Protection Commissioner 2007). In order to comply with
legislation, data must be obtained fairly, retained only for the specified
purpose, stored securely, used and disclosed for only specific
purposes, be accurate and up to date, be adequate, relevant and not
excessive, retained for no longer than is necessary, given to the
participant upon request (Data Protection Commissioner 2007).
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In order to protect the participants right to confidentiality, all data
collected was anonymised to ensure participants are not identifiable. All
identifiable

personal

details

of

participants

were

erased.

Once

downloaded from the recording device, the data was encrypted and
stored on a secure server that was password protected. Data collected
was anonymised and pseudonyms were used to ensure that participant’s
right to confidentiality was respected at all times. No personal data
relating to participants was stored on external devices for example an
encrypted USB memory stick at any time.

All digital recordings were transcribed immediately. Any hard copies of
study data were stored in a locked filing cabinet in the researcher’s office,
which was accessed only by the researcher. Under RCSI processes, the
data will be retained on a secure RCSI server for a period of 5 years. A
reputable incineration company in accordance with RCSI processes will
destroy hard copy data. Furthermore, participants were made aware of
the possibility of publishing and presentation of the findings and also of
the use of direct quotes and were assured that no identifying details
would be used.

3.9 Ethical Considerations
Whilst acknowledging the need for research to advance the provision of
evidence-based healthcare, there is a need to ensure that the health and
wellbeing of participants is protected (Dooley and McCarthy 2005,
Nursing and Midwifery Board of Ireland 2014). Therefore research must
be based on ethical principles. There are three ethical principles,
beneficence and non-maleficence (do good and do no harm), respect
(recognition of a persons’ rights as a human being) and justice
(individuals are treated in a fair and respectful manner) to which
researchers must adhere (LoBiondo-Wood and Harber 2006). In addition,
the NMBI add veracity (truth telling), fidelity and confidentiality (NMBI
2014).
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In line with the above ethical principles and considerations, all
participants were made aware that their participation was on a voluntary
basis and that they could withdraw from the study at any time without
repercussions to the service that they or their relative received. This also
applied to staff members taking part in the focus groups in that there
would be no repercussion relating to their employment as a result of nonparticipation or withdrawal from the study. Within the focus group
provision was made that should a participant wish to withdraw this would
be facilitated by the co moderator, who would ensure the participant’s
wellbeing. Furthermore, if requested the participant’s transcripts would
not be used in data analysis. No participants withdrew from either part of
the study. The participants were given the opportunity to ask questions
and only then was informed written consent sought. Participants were
chosen purely based on the inclusion criteria without any discrimination
because of race, culture, gender or any other factor.

In addition, although it was not anticipated that the participants would
become distressed as a result of participating in the study, the number of
a dementia advice hotline (family members) and the HSE staff helpline
(staff focus groups) were given should they feel the need to contact
someone following the interview. These numbers were clearly indicated
on the information leaflets and also available at the time of the
interviews/focus groups. The researchers contact details were also given
so the participants could make contact to discuss any aspects of the
study. Participants were also informed that they could stop or take a
break at any time.

The use of pseudonyms ensured that the anonymity of the participants
was respected and no personal details were stored on external devices.
The participants were also made aware that should the study be
published pseudonyms would be used to ensure that they would not be
identified. This presented a minor issue during the presentation of the
findings. As there was only one senior social worker in the staff focus
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groups and only one male participant in the individual family member
interviews, the researcher was concerned that they would be easily
recognisable. In an effort to ensure the anonymity of these participants,
the researcher used the term participant 1,2,3 and so on as identifiers of
the direct quotes and endeavoured to choose quotations that would not
make the participant readily recognisable.

Based on the principle of respect and the right to self-determination, the
concept of informed consent was a key ethical consideration when
conducting research (Dooley and McCarthy 2005, Holloway and Wheeler
2010, NMBI 2014). According to Beauchamp and Childress (2009), there
are four essential elements of informed consent. Firstly, disclosure of
information refers to ensuring that participants have sufficient information
with which to make the decision to participate. This information should
include research aims, purpose of the study, potential benefits and risks,
study procedures, confidentiality and anonymity and data management.
Such information forms the basis of the participant information leaflet
produced for participants in this study. The second element is
comprehension. In other words, does the participant understand what
they are being asked to do and any potential implications? The
information leaflet used layperson language and also had the contact
numbers for the researcher if the participant needs to clarify any aspects
of the study. Time was also set aside to answer any participant questions
prior to the interviews/focus groups.

The issue of participant competence is the third element identified by
Beauchamp and Childress (2009). It refers to whether the participant is
competent to give informed consent. This matter was addressed in the
inclusion/exclusion criteria set out in the sampling section of this chapter,
which specifies participants over 18 years of age. The fourth element is
that of voluntariness. The voluntary nature of the study was clearly
detailed in the information leaflet, as is the participants right to withdraw
from the study at any time without repercussions. This was also verbally
reiterated at the beginning of the interview/focus group. Each participant
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was asked to sign a written consent form once they feel happy to do so
(Meehan 2004). The local Hospital Ethics Committee and the University
Ethics Committee granted ethical approval for the study (Appendices 18
& 19).

3.10 Project management
See Gantt chart (Appendix 20)

3.11 Concluding comments
This chapter examined the research study aims and determined the most
appropriate methodology and design to achieve these aims. The primary
purpose of this study was to explore the experiences of staff and family
members where personal passports are used to support the care of
people with dementia in the acute setting. With this in mind, a qualitative
descriptive approach was chosen as the most appropriate methodology.
Design issues such as sampling and recruitment procedures were then
examined. Data collection consisted of six semi-structured interviews
with family members and two staff focus groups, each involving nine
participants in total. Each interview and focus group was audiotaped and
transcribed verbatim. The data was then analysed using a process of
thematic analysis of the transcripts and reflective notes and memos.
Within this chapter, issues relating to data trustworthiness and ethical
considerations were also examined. Chapter four will be a presentation
of the findings and chapter five will offer a discussion of the findings.
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Chapter 4 Findings
4.1 Introduction
Thus far, this thesis has outlined the research problem and the purpose
and significance of the study (chapter 1). The literature relating to the
topic and what this study will add to the knowledge about the topic was
examined in chapter 2. In chapter 3, the most appropriate methodology
and design to answer the research question and fulfill the aims of the
study were explored. Through a process of thematic analysis, aided by
the use of thematic networks, two global themes emerged for the
individual family member interviews. Similarly, two global themes
emerged from the staff focus group interviews.

The themes emerging from the individual family interviews and the staff
focus groups, although comparative to some extent in terms of the global
themes were quite distinct in terms of the codes, basic and organising
themes that the global themes emerged from. For this reason, the
presentation of the findings will appear in two separate sections of this
chapter. Many of the emergent themes are interlinked and where this
occurs, they will be discussed with reference to the other themes. As
discussed in chapter 3 (ethical issues), in order to ensure anonymity, the
term participant and an assigned number will be used in direct quotations
whilst presenting the findings.

What follows is a detailed description of the experiences of families and
staff using the personal passport to support dementia care in the acute
setting. The key themes from the individual family member interviews
and the staff focus groups will be identified and explored. Direct
quotations will be used to enhance the credibility of the study (Holloway
and Wheeler 2010) and ensure the findings remain as close to the
participants’ descriptions as possible (Sandalowski 2000). In some
circumstances longer passages from the participant’s descriptions are
used to add depth to the recounting of their experiences. However, firstly
it is important to examine the demographic profile of the participants who
took part in the research project.
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4.2 Demographic Participant Profile
4.2.1 Individual Family Member Interviews
A total of six individual interviews were conducted. The participants
consisted of three spouses and three daughters of people with dementia
who were either past or are current inpatients within the acute hospital
setting. The age profile of the participants was 42-74years. The people
with dementia for whom they were caring consisted of five men and one
woman. Each had been admitted to the study site through the emergency
department, where they spent on average twenty-four hours prior to
admission. They were admitted to surgical, medical and medicine for the
elderly wards and three had experienced inpatient ward moves. Four are
currently inpatients awaiting long term care, one was discharged to home
with community supports in situ and one was discharged to long-term
care. The time elapsing from admission to being introduced to the
personal passport was between three days and four months. The
participants completed the personal passports either by themselves or
with the help of other family members. The individual interviews lasted
between 56 minutes and 66 minutes.

4.2.2 Staff focus groups
Two focus group interviews were conducted as part of this study. The
researcher and a co moderator, who took detailed notes, facilitated the
focus group. The first focus group consisted solely of health care
assistants and four participants took part. The group consisted of two
males and two females and they had worked in medical, surgical and
medicine for the elderly wards. One of the four participants was an
agency health care assistant but had worked within the study setting for
three years. They all stated that they worked with people with dementia
on a daily basis; many in a one to one care capacity. One to one care
usually consisted of a twelve-hour shift, with another healthcare assistant
relieving for breaks. Participants had worked within the study site for
between six months to 20 years. All participants had experience of using
the personal passport to support the care of people with dementia in the
acute setting. It was decided to conduct a focus group comprising solely
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of healthcare assistants to mitigate against any potential power
imbalances and allow the participants to detail their experiences in a nonthreatening environment.

The second focus group was with nurses but also included a senior
social worker. Five participants took part in the second focus group. This
group consisted of four females and one male. As with the previous
group, they too worked in medical, surgical and medicine for the elderly
wards. The participants consisted of a nurse manager, staff nurses, a
case manager and a senior medical social worker. All participants were
permanent members of staff and the years spent working within the study
site ranged from three years to twenty-five years. Participants stated that
they worked with people with dementia on a daily basis and that this was
becoming a more everyday part of their working life. They all stated that
they had used the personal passport on at least one occasion to support
the care of people with dementia admitted to their areas of work. The first
focus group lasted one hour and ten minutes and the second focus group
lasted one hour and five minutes.
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Table 1: Demographic Participant Profile
Individual

6

 Participants consisted of five
women, one man
 Three daughters, three spouses
 Relative with dementia in
medical, surgical and medicine
for the elderly wards
 All people with dementia
admitted from home
 Length of admission prior to
receiving the personal passport
to use 2 days- 3 months.
 Age profile of participants from
42-74years

Health care
assistant group: 4

 Health care assistant group and
nurses group (included 1 Clinical
Nurse Manager 2, 2 Staff Nurses, 1
Senior Social Worker, I Nurse
Discharge Coordinator).
 Staff cared for people with
dementia on a daily basis.
 Medical, surgical and MFTE wards
 1-20+ years experience.

Family Member
Interviews

Staff Focus
Groups

Nurses group: 5
Total: 9

4.3 Findings from the individual family member interviews
Two global themes emerged from the interviews with family members,
namely guardianship and advocacy. Initially, two other themes seemed to
emerge, that of dementia/awareness and education and acute care
environment/culture. However, upon rereading the transcripts, the latter
themes were identified as organising themes as their significance only
became relevant in relation to guardianship and advocacy. Having
reviewed the literature in chapter two, the emergence of these themes
was not overly surprising. What this study adds to the knowledge base is
the perspective of family members in relation to their roles of
guardianship and advocacy and how the personal passport supports
these roles. These findings have a number of implications for practice,
which will be discussed in greater detail in chapter six.
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4.3.1 Global Theme: Guardianship
This theme emerged based on the descriptions of participants’
experiences of assuming the role of guardian for their loved one’s care
and wellbeing throughout the dementia journey. The term guardianship
does not therefore refer to the legal term but rather the family members’
role as guardian of their loved one in terms of ensuring their wellbeing
and the provision of person centred care. This was a role that the family
members

approached

with

vigour,

despite

sometimes

being

overwhelmed by the experience. There were five main organising themes
that contributed to the emergence of this theme. The themes related to
the holistic/emotional Care Versus physical care, the acute care
environment and culture, the impact of caring, family member roles and
responsibilities and dementia awareness and education (Appendix 14).
Each of these organising themes will now be examined with direct
quotations from the transcripts given.

Holistic/Emotional care versus Physical care
For family members, physical care referred to the provision of basic care
such as washing, dressing, assisting people to eat and also to use the
bathroom. They used words such as fantastic, great and brilliant to
describe this care. In their role as guardians of their loved one’s
wellbeing, family members felt that in order to ensure quality care it
needed to move beyond the delivery of physical care tasks. They
described the provision of holistic/emotional care as care that addresses
the person’s emotional needs for connection, comfort and security.
Family members felt that holistic/emotional care emphasised the
uniqueness and humanness of the person with dementia. Although
families did not use the term person centred care, their descriptions of
holistic/emotional care resembles closely Kitwood’s concept of person
centred care (Kitwood 1997). Family members were, for the most part,
appreciative of the care their relative received whilst inpatients in the
acute setting. However, what was most surprising was how animated
family members became when they described care that they felt went
beyond the delivery of care tasks to a more emotional level of care, with
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the carer making a connection with the person with dementia. Family
members felt that it was particularly important for people with dementia.
“ …. There is a theme to all my answers and that is how to make
Dad feel the most secure, the most at ease, to give him the most dignity
for the longest time, I suppose because… with Alzheimer’s, right now is
all that matters……so for me, the important thing is who is making him
feel right now, this minute, who is making him feel………….because you
can’t be there 24/7…… I just want him as connected to the world and as
feeling, even if he is not connected just feeling secure and not
frightened.” (Participant 6)
Families felt the personal passport gave staff an insight into their relative
including their likes, dislikes and routines. They felt that, armed with this
information, staff could communicate, connect and develop rapport and
trust with their loved one. This was extremely important to family
members as they felt that their relative would feel more comfortable and
secure in an environment that was unfamiliar and often distressing to
them.
“ I just think it is important to know, this new patient comes in, not
specifically my Dad, an 85 year old woman comes in or something and
she doesn’t want a male carer showering her or washing her, that’s
important for her, you know the little things………..just all the little things
makes them feel safe and secure. That’s why I think this document is
important. Especially if the person has Alzheimer’s or dementia and they
can’t express that.” (Participant 3)
Other family members used words such as “kindness”, “patience” and
“empathy” to describe the personality traits of staff they felt delivered the
best quality holistic care. Family members understood the importance of
addressing the physical needs of the person, particularly when they were
acutely ill, but also felt that there was a need for something more,
particularly when the person had dementia. For families, this signified
care that went beyond the carrying out of physical tasks but also
addressed the emotional needs of their relative. These needs included
the need for comfort, happiness and security and were of paramount
importance to the wellbeing of the person with dementia and their
families.
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“…Cos I know, or at least he (health care assistant) comes across
like he genuinely cares and that he will treat him with dignity you
know……………..I felt that he (Dad) was taken care of and it’s not that I
feel he’s being neglected….I know the staff are fantastic and I know that
his physical needs are taken care of, because I know that is happening
and I know it’s happening well, it’s more…because he has Alzheimer’s,
his emotional and security needs that would upset me the most”
(Participant 6)
What was interesting however, was the impact these staff had on the
family members. This was particularly evident when visiting time was
over and the family members were going home. Participant 4 describes
the difference between the experiences of leaving to go home from two
perspectives on two different wards.
“I know when we felt we were leaving the ….ward, and all we had
to do was say to the ward (healthcare assistant), we are going now and
he would be over beside him……..Dad was saying, sure I’ll come with
you, I said no dad, and he (health care assistant) said you’re grand, you
go on, Jack we’ll read the newspaper and Dad was grand flicking trough
the paper………for those few minutes he needs someone to take his
mind off us leaving………(on the other ward)… we literally have to go
over and tap someone to say you know we are going and they’d say oh.
No difference. It just means nothing to them really” (Participant 4)
When asked how this made her feel she answered
“Heartbroken, absolutely terrible walking out the door. Like he is a
burden on them, and he’s not….” (Participant 4)
Other family members expressed similar sentiments and seemed almost
to be on tender hooks waiting to see what staff member was on duty. In
order to illustrate this point, Participant 6 recounted a time when she
witnessed care that she would not have liked for her dad.
“… Like when I saw that one lady (staff member) dismissing the
lady (patient) that walked up to her. Like she (patient) got out of her chair,
which wasn’t easy, she got the zimmer frame, she shuffled over. It wasn’t
a long distance, but it was for her and she just wanted to chat and if she
wanted anything else we’ll never know what it was because she was
dispatched back to her bed. Jesus it broke my heart and the woman
(staff member) never looked up from her Hello magazine that she was
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flickin’ through to look at her, not once. That’s awful, awful. So if I walked
in and that lady was on, I would have thought to myself…….just that he
was, not neglected, but do you know if he had any problems or if he was
upset or anxious or angry………he would have been left like that. …..but
if I walked in an I saw (another staff member) I just felt, Oh thank God,
you know he’s been taken care of….” (Participant 6)

Acute care environment:
Surprisingly, most family members were accepting of the acute care
environment in that, they were almost resigned to the challenges they
would face in the emergency department and at ward level. Again, their
main priority was the guardianship of their loved one’s wellbeing. In order
to support the person with dementia in this environment, families adopted
a number of strategies including around the clock shifts in order to
ensure that there was someone available to support the person at all
times. This was particularly evident when people with dementia were in
the emergency department. One daughter recounted what happened
when she left her post at one of these shift changes. She felt that had the
staff had some information about her dad in the form of the personal
passport that the information could have been used to help to calm her
Dad.
“….I went out at one stage to put money in the car… so I was
gone for about twenty minutes I’d say, and they were holding him down
when I came back so they definitely didn’t have the form at that stage
and I don’t know but I think that if they had been able to say Ellie has just
gone out …….or just if they knew what was important to him, they
probably would have been able to deal with it better. “ (Participant 6)
Family members felt the information contained within the personal
passport, particularly information on what upsets and calms the person,
helped with the management and reduction of responsive behaviours.
This they contended, could save time for staff and also “make things
easier for everyone” (Participant 3). When asked whether she felt that the
busyness of the acute care environment hindered the use of the personal
passport participant 6 replied:
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“ …but then again the information on the form can only help with
that, do you know, if you are trying to calm someone down so. Yes
initially the busyness could affect it, but in the long run again…..you are
only making it easier for yourself once you have the information you can
help them. It is busy and it is distracting and it is a difficult environment
for sick people, but the information on the form can only help with that…”
(Participant 6)
Families recognised that the personal passport, whilst being a valuable
tool, did not always equate to better quality care for their relative with
dementia. The personal passport was seen as a tool to be used by staff
to get to know more about the person with dementia and this in the
hands of a carer who used it appropriately could indeed enhance the
wellbeing of the person with dementia. However this was not always the
case.
“ …. It just depends on the personality, like the person that is
caring” (Participant 1).

Similarly participant 3, the daughter of another inpatient with dementia
stated:
“Cos it’s kind, the kindness and not pushing my Dad to do
something and knowing what me dad likes and knowing what my Dad
doesn’t like and if he doesn’t want to get out of bed leave him, he will get
up when he’s ready……….you know the way some people hit it off and
some people don’t, they hit it off (her father and the staff member) and he
is very kind to him” (Participant 3)
Although good quality care is not necessarily reliant on the personal
passport, family members felt that it added to the tools available to the
staff carers in the provision of more holistic care for the person with
dementia, whether the carer had a connection to the person with
dementia or not. This was particularly relevant to ensure continuity of
care within the acute setting, where staff familiar with the person with
dementia might not always available. Families distinguished between
agency staff and permanent staff, the latter of whom they felt were more
inclined to offer more holistic care. It was important for family members
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that the personal passport be used by all staff. One family member made
this point very eloquently.
“ I just think it is important for staff on care of the elderly wards to
be understanding, which most of them are, and read the notes on
somebody when they come in first because you know when somebody
spends 40 years of their life in their own bed, in their own house and then
they come in to an environment and they are upset and they are
distressed and they don’t know where they are, it is important for staff to
read the notes. Maybe they might pick up something to comfort the
person. At the end of the day all human beings want a little bit of comfort
and reassurance.” (Participant 3)
Dementia awareness and education:
Family members also felt that, where staff had an awareness of
dementia, it led to more empathetic care. This was essential to family
members in terms of their role as guardians of their loved one’s
wellbeing. Participant 4, the daughter of an inpatient with dementia who
exhibited responsive behaviours, felt that by staff having an awareness of
the possible behavioural changes that can result as a consequence of
the progression of the condition, this would help them see the person
behind the responsive behaviour. Regarding this awareness she said:
“ I think it is very important, because maybe you could understand
that maybe this is more than him actually doing this, it is the disease and
I think there is a kindness comes out, if you can understand (about
dementia). It is different for me because it is personal, but maybe the
people working with the dementia patients need to know more about the
disease and understand that this is not the person that has lived their
lives, do you know. It just isn’t and I think they need to know that. If they
could learn more about the disease, I think it could be an advantage”.
(Participant 4)
One family member, however felt that education did not necessarily
translate to better quality care or increased understanding of the person
with dementia.
“I think it depends on the person, you know. Because there are
people that go to courses, VTEC and this and that and what nots and it’s
really only a means to an end to get the job, to get the few bob, you
know? But it doesn’t, you know, there are other people who need never
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go to a course and they could be the greatest carers, you know, they
could be amazing at looking after people”. (Participant 1)
Participant 1 distinguished between staff who were “just there to do a job”
and those who implicitly understood the person with dementia. This was
not necessarily something that could be learned, but was part of the
personality of the carer. This related to the delivery of physical care tasks
only in so much as it impacted on the way the person with dementia was
approached by the carer, that is, with understanding and compassion.
The staff carer in this case was almost like an extended family member
who, like the family, recognised the inherent individuality, uniqueness
and humanness of the person.
“ There were a couple of good carers……………..They were able
to sort of know and say ‘God he is a really nice man, he is very quiet or
you know what I mean, very polite. Where the other people (carers
described above as “just there to do a job”) could be living with him for 12
months and they wouldn’t have a clue….. it just wouldn’t register with
them……I mean it’s just personalities” (Participant 1)
Roles and responsibilities
The role of carer did not cease for family members upon their relative’s
admission to the acute care setting but whereas when their loved one
was at home they had cared for them on a twenty four hour basis, they
relied on staff to fulfill this role once the person was admitted to hospital.
This was a cause of anxiety for some family members. Continuing their
caring role as guardians of their loved one’s wellbeing helped families
feel more in control and less anxious. Moreover letting staff members
know a little bit about their relative, through the use of the personal
passport helped to alleviate some of the anxiety for families. One
participant explained why it was important to share information about her
father with staff members.
“… we are putting him in someone else’s hands and I know there
is no one who knows him like we do, but if you can help that at all, I think
that is wonderful. Maybe there is good people there will see, ah he is a
good man, he deserves good care and that is what we live in hope for”
(Participant 4)
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Family members coped with the transfer of care to staff in the acute care
environment in a number of ways. Some family members retained a level
of control by supporting staff in the care of their loved one. Participant 2,
whose loved one was admitted to a short stay medical ward in the study
setting spoke about their role in supporting staff in caring for their loved
one. For participant 2, this was not an optional issue. They felt a
responsibility and duty to continue care for their relative even though they
were now in hospital.
“I mean staff have to look after these people and you should give
them as much help as possible…….every little thing helps, if you are
prepared to do it. But the staff are so good. There is only so much time
they can spend on (one person).. there is no such thing as one to one
and people who expect one to one are expecting too much. That is
where the person caring for them (family member) should be there and
that’s it in a nutshell” (Participant 2)
Participant 2 felt that by providing this help she was not only fulfilling her
responsibility to her loved one but that staff would take the lead and
provide good quality care in her absence. It appeared to offer her more
control over her loved one’s care even when she was unable to be there
herself. In essence she was engaging with staff to enhance the wellbeing
of the person with dementia.
“… the way that has worked for me personally again is that when
you show them (staff members) you care, they will care even more
because they can see ‘well this person is well looked after, it’s up to us
(staff members) to do the same’, so you are putting a bit of the onus on
them…… But I definitely think the nitty gritty is working together”
(Participant 2)
Participant 2 seemed to feel a partnership with staff that made her feel
less anxious about leaving her loved one in hospital.
“…. You feel at home, you feel as if it eases you, you are part of
the set up and not just ignored” (Participant 2)
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Families often perceived that, how staff felt and what they knew about
their relative on a personal level directly impacted the quality of care
given. This perception permeated throughout all of the interviews. It
seemed that by making personal connections between the person with
dementia and staff that there would be more personal connections, thus
enhancing care. Therefore, in their role as guardians for the wellbeing of
their loved one, they felt it was their responsibility to develop and support
these connections.
“ If you know a little bit about somebody it’ll make you care that
little but more I think. Maybe that’s just a naïve way of looking at it…, but
you kind of feel, well if they know these little things, maybe they will do
that and you would hope that Dad would then have a reaction and feel
comfortable. It’s all about making him feel comfortable at the end of the
day, you know and try and get him as happy as he can possibly be”.
(Participant 4)
Impact of caring
Family members spoke of both the physical and emotional impact of
caring for their loved one. All family members described the emotional
impact of the caring for their loved one with dementia, particularly as their
condition deteriorated.
“ He wasn’t paying bills. He was losing his pension book. He was
losing large sums of money and it just all spiraled from one thing to
another and then he got really ill and he was taken off in an ambulance
and never came out and he is still here since then, because he went to a
nursing home and that didn’t go well and he was brought back
here………it’s just been a long process and tiring and upsetting.”
(Participant 3)

The impact for family members did not stop when the person with
dementia was admitted to hospital, instead there was a change of focus.
Rather than the provision of twenty four hour direct care, they now
assumed the role of guardians for their loved one’s wellbeing. Most
families had worked out rotas amongst family members to ensure that
there were visitors at each visiting time. This also related to the families
continuing to support their relative in the carrying out of care tasks. This
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was particularly important if it was a task that their loved one found
distressing. The personal passport was seen as a means of passing on
information when the family could not be there.
“…well I know I am there at night time to brush his teeth and mam
would be there to brush his teeth in the morning, but for all the other bits
of information, you are not always there you know…”(Participant 6)
Participant 1 described how her son became quite upset that he would
never see his father at home again.
“he was actually getting really upset about will he ever see him
here again and really balling his eyes out you know”
Participant 1’s son seemed to cope with this emotional distress by
becoming more proactive in his father’s care. It seemed that this helped
him to feel more in control of the situation.
“My son would be great for that, he would be popping up to say…
‘I must ask her (staff member) this, I must tell her that if we are going
home’….. he is a good one for that. You know he would be worried sick
like” (participant 1)
4.3.1 Global Theme: Advocacy
This theme emerged from the data in relation to the family member being
a spokesperson for the person with dementia. The role of advocate
carried out by the family member included giving staff an insight into the
person with dementia and ensuring that staff are aware of things that are
important in relation to their relative. For families, the use of the personal
passport allowed them, in part, to fulfill this role. There were a number of
elements described by the family members that led to the emergence of
advocacy as a theme in this study. These included providing staff with
an insight into the person with dementia, promoting relationships and
communication, informing staff of things that are important to the person
and being a spokesperson for their relative (Appendix 15).
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Insight into the person
Families became animated when talking about their loved one. They
spoke with pride about the relative prior to being diagnosed with
dementia and the progression of the condition. They felt that the personal
passport allowed them to give the staff an insight into the personality of
the person with dementia and that this was important as the person could
no longer do this for themselves.
“I would have told them things that she used to do. About how
good she was at doing her jobs. Oh they (staff) were very interested in
that type of thing…..so you do get the interest going….. but it’s the old, if
you don’t communicate with people then you get nowhere. You have to
communicate with people……you have to make the effort” (Participant 2)
It was also important to family members to let staff know about the
person prior to the progression of the dementia condition. This was
particularly important to for families if their relative exhibited responsive
behaviours. When asked why she felt this information was important one
family member replied:
“Just because he hasn’t always had dementia. You know he had a
very full life and he loved my mother. He was always pottering, very
active, was never sick, was always very healthy..... It’s just the dementia
has changed his personality and I think if people kind of knew what he
was like before it might just help in the caring and looking after him…”
(Participant 3)
Relationships and Communication
When the person with dementia could no longer communicate verbally
for himself or herself, the family member often took on this role.
Participant 2 felt that she was communicating on behalf of her loved one.
Although she believed that the personal passport was a means for her to
communicate with staff when she was not there, she felt that the most
important thing was to engage with staff herself.
“… you should make friends with them in some sense you know”
(Participant 2)
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When the researcher sought clarification and asked Participant 2 if she
felt she was making friends on behalf of her loved one she stated that
she felt she was.
“Yes……because in the case of Mel, the way she is at the
moment, she wouldn’t be good at communicating because of her illness,
so you have to do it on their behalf…..that’s what you are there for
…….you know I mean you can fill in forms to beat the band………..the
initial information is good, but the next bit (communicating with staff) is
even better” (Participant 2)
Family members related having to advocate on behalf of their loved one
throughout their condition. This was experienced from advocating for
cognitive assessment to advocating for home care packages. It was also
evident in their endeavours to ensure a good quality of care for their
loved one. Some family members felt that the healthcare system had
failed them and their loved one and were surprised that the personal
passport was being used to help staff to understand the person with
dementia, particularly as it looked at more than the physical elements of
care. They saw this as a very positive thing. When asked if there were
parts of the personal passport she would change one daughter of an
inpatient with dementia replied:
“I was kind of blown away that the questions were being asked at
all to be honest with you, you know I thought it was great. I thought the
questions were really good. They are the important questions, you know
things like ‘maintain my independence’. My experience of the whole
thing, this system has not been great I would say from diagnosis
onwards, so to be handed something like this, I was really impressed.”
(Participant 6)
Things that are important
Another way in which families advocated on behalf of their loved one was
to ensure staff knew the things that were important for them. The family
members felt the personal passport helped them to do this. One element
of the passport that families felt was particularly important was helping
the person to maintain their independence. This focuses on the abilities
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of the person with dementia rather than the things they can’t do and is
essential to the provision of holistic, person centred care.

The need to ensure that the independence of the person with dementia
was maintained as much as possible was also highlighted by other family
members. They felt that by promoting their relative’s independence they
were empowering their loved one to remain as in control of their lives as
possible for as long as possible. This was seen as a basic right of the
person with dementia and involved maintaining the person’s ability to do
even supposedly simple tasks. For families, this seemed to be the
maintenance of the last semblances of the person their relative was prior
to the progression of dementia. Family members also felt that the
maintenance of independence helped people with dementia to feel better
about themselves. When asked why they had highlighted this particular
section of the person passport, family members gave the following
answers.
“Because nobody likes their independence being taken
away…..everybody wants to keep their independence. To put their shoes
on themselves, to put their shirt on. Little things like that. That is very
important to him, to maintain his independence” (Participant 3)
“Because they don’t have much independence. In fact they have
no independence. My Dad has no independence now at all, but
maintaining his independence like bringing him on walks, even though he
is a high falls risk, they realised quite quickly that walking was a good
way of getting him off the ward and you know feel better about himself”
(Participant 6)
Participant 6 also spoke about helping her father to brush his teeth.
“…he knows he should be doing something, that it’s something
that he should be doing himself and he can’t control the situation. But you
are giving him the tools to control the situation, you are maintaining his
independence and he is happier” (Participant 6)
Family was another important element of the person with dementia’s life
that family members felt staff needed to know about. Participant 6
explained that going through the names of her family calmed her father
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and made him feel more secure. She recalls when her father was moved
from one ward to another. This had been a traumatic event for her father
and the family and she describes seeing a familiar staff member who had
used the personal passport on the previous ward. For the researcher this
quote also emphasises the emotional impact of caring for family
members when their loved one is admitted to the acute setting.
“I was delighted that he (staff member) was not reserved for
….ward so that there was a chance his path would meet with Dad’s
again……I was thrilled when I saw him because I knew he had the
information (about the family) and I knew he would put the time in, you
know. So you know when they are frustrated or upset or annoyed, things
that help are words and people that they know, you know some kind of a
connection” (Participant 6)

4.4 Findings from the staff focus groups
Two global themes emerged from the staff focus groups, namely, Care
and Knowing the Person. There were a number of basic and organising
themes that contributed to the emergence of global themes including
management of responsive behaviours, humanness of the person, family
and communication (Appendices 16 & 17). As with the individual family
member interviews, dementia awareness and education and the acute
care environment also contributed to the global themes that emerged
from the staff focus groups.

4.4.1 Global Theme: Care
This theme emerged from the participants describing their experiences of
using the personal passport to support the care of people with dementia.
Alongside “knowing the person” it was the most prominent theme
throughout the focus groups. There were a number of different ways in
which the participants felt the personal passport impacted on the care of
people with dementia in the acute setting. These related to the organising
themes of holistic care vs. medical model, communication, dementia
awareness and education and care partnerships (Appendix 16).
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Acute care environment and culture
Staff members recognised that the acute care environment was not
particularly suited to the person with dementia, particularly when they
were no longer physically unwell. Participant 1 (HCA group) highlighted
this point in her description of using the information contained in the
personal passport to try to vary the person’s day.
“……… if they are here waiting on long term care …….. and they
can be here for a long time….. it is nice that you change their day a bit
because, fair enough when they come in and they are ill there is only a
certain amount you can do for them …….. they are waiting for long term
care, they are physically fit so if they were at home what would they be
doing ?....... If you could do something small that they would do at home
… just to change their day because they are ……. sitting here and their
routine is very routine in a hospital…so it’s nice to be able to do a small
thing to help” (Participant 1- HCA group)
In the above quote Participant 1 (HCA group) had identified activities to
vary the person’s day through the use of the personal passport. She
referred to this as a small thing. However this offered a level of potential
choice and meaningful activity for the person with dementia. It is also
essential

to

the

maintenance

of

personhood

(Brooker

2007).

Interestingly, for families this small act as described by Participant 1
(HCA group) of doing that little bit extra was hugely important for them
and their loved one and a key requisite of holistic care.

Ensuring some level of familiarity and continuity of care for the person
with dementia in the acute setting was also challenging for staff. They felt
that the use of the personal passport was beneficial in this regard.
However, similar to the family individual interviews, staff recognised that
the personal passport is a tool in a bigger process that requires cultural
and organisational change. Despite this, they attempted to promote
holistic care where possible.
“…………….patients coming in with dementia to the acute
setting, and a lot of the time these patients are put in to areas where
there is extra supervision or globed care. And it (personal passport)
allows for the continuance of care from shift to shift, …………. you can
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pass the information ……… even if it isn’t passed verbally at least you
can have something in front of them …………..I know it is not the best
situation for dealing with patients with dementia but unfortunately in an
acute setting it is not going to be ideal on a day to day basis so at least
this allows some sort of familiarity, allows the person looking after them,
who may never have met them…. to know something about them.”
(Participant 4- Nurses group)
Despite the challenges, staff members endeavoured to ensure the
provision of holistic care to people with dementia admitted to their wards.
Participant 5 (Nurse’s group) summed up this pursuit in one sentence.
“I suppose you want them to have a much dignity as possible”
(Participant 5- Nurses group).
Medical model versus Holistic model of care
To further explore an emerging concept within the focus groups, namely
medical model versus holistic model of care participants were asked
when the personal passport should be completed. Although this question
was not in the original sample interview guide it allowed the researcher to
explore more fully the view of the participants in relation to care priorities.
This is a key advantage of semi structured interview techniques. Within
the focus groups there were conflicting and changing opinions in relation
to this question. Some felt that it should be completed within the first hour
of admission, in the emergency department, or even coming with the
person from home or nursing home. However, others felt that the initial
priority should be on the management of the acute illness, with the
document only becoming necessary when the acute phase of the illness
was over and responsive behaviours came more to the fore or the person
was awaiting long term care placement, a situation the participants felt
could lead the person to being in hospital for months on end. The final
conclusion was that one size does not fit all and that the subjective
judgement of the staff member was essential in deciding the appropriate
use of the personal passport.

The provision of holistic care (emotional care) rather that solely physical
care was seen by both staff and families as contributing to the wellbeing
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of the person with dementia, particularly when the person was no longer
acutely ill. They felt that the use of the personal passport enhanced the
provision of emotional/holistic care, particularly in relation to the
continuity of care provision.
“… progress notes, yes there is continuity of care, but we are
concerned with need 1 and need 2, we don’t go deep into who the
person is like we’re supposed to, holistic, but we don’t, time doesn’t allow
us to go into that holistic assessment every time.” (Participant 2 – Nurses
group).
Staff also highlighted that conflicting priorities of care was an issue in
relation to the provision of a more holistic style of care.
“The problem would be ……… would you get a chance to read it?
If you are doing one to one special then, yes. But if you are on the floor
and then it is trying to when relieving for breaks…..” (Participant 1- HCA
group)
“ (personal passport)…..it’s not that it’s not important, but
sometimes you have very sick people … in the room.” (Participant 2Nurses group)
Despite this staff tried where possible to accommodate the individual
preferences of people with dementia despite this being contrary to
“normal ward routine”
“I have a patient that would not do anything before 10.30 to 11 and
I just found that out because I asked the husband and the daughter…
….let her go out of bed at 10.30 or 11.00 and everything is smooth but if
you let her go out from 8 o’clock she would never do a thing for you for
the whole day…….I would normally put that in my handover ……...”
(Participant 4- Nurses group)
There was agreement from all staff that the personal passport should not
contain medical information. This separated it from other documentation.
It also seemed to distinguish it as a tool to enhance the provision of more
holistic or personal care.
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“It mustn’t be medical (personal passport), …………….(family) to
know their loved one is being taken care of on a more personal level. On
a personal level as much as possible. “(Participant 3- HCA group)

Care partnerships
One participant viewed the partnership, between staff and families as a
joint venture in which both parties were working to the benefit of the
person with dementia. There was recognition from staff members about
the difficulties faced by families when their loved one was admitted to the
acute care service. Staff felt that it was not only their responsibility to
care for the person with dementia but also to offer support for the family.

Staff members felt that the use of the personal passport improved the
family members perception of care. Participant 2 (Nurse group) describes
succinctly how the personal passport was used to support people with
dementia in a surgical ward.
“… we felt that it really helped the family members to engage in
the care of their relative and they felt like we weren’t just trying to contain
their relative, we were actually trying to understand them and by doing
that I think it improved the families perception of care that their relative
was getting and it improved the care the relative was getting as well”
(Participant 2- Nurses group)
Of interest, was the fact that the person with dementia was often seen as
passive throughout the care journey with care happening to the person
rather than with them in partnership. This study did not set out to explore
the experiences of people with dementia, however it is important to note
as this is in direct contradiction to the principles of person centred care
and one of the key purposes of the personal passport. It was pointed out
by one participant that the language used by participants during the focus
group was highlighting this very point.
“You know I am just thinking even in the way (the other
participant) is speaking, there is no sense of these patients initiating
anything. Does this (personal passport) capture anything like that ……I
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know a lot of these patients can’t do a lot for themselves but…. Rather
than passive” (Participant 3- Nurses group)
Yet, others felt that by finding out information about the person with
dementia from family members, that they were no longer able to
communicate for themselves was almost a type of proxy decision making
on behalf of the person with dementia. For some staff members, the
inclusion of family members in the care of the person with dementia was
seen as the next best thing to including the person with dementia.
“I know ultimately we are treating the patient but the family is the
patient, they are all one, they are all part of the same thing really”
(Participant 2 - Nurses group).
“I love porridge, but like we just assume that people who are on a
puree diet, that they are going to like porridge and they hate it and they
might not have the ability to tell us they hate it and they might start
getting aggressive and agitated because we are feeding them food they
hate. So it is great to empower family members to be able to. Because
once you come in to Hospital no matter if you are compos mentis or not,
all your control is taken away from you. You are told when you eat, you
sleep, you drink, you take your tablets. You might take your tablets at
1.30 in the morning, but here you are told when to take them. So at least
this is giving them a little element of control back to may be not the
patient themself, but the patient by virtue of giving it to the family
because it gets given to the patient as well so it is great in that respect.”
(Participant 2 - Nurses group)
Staff members in both groups cautioned that conflicts may arise between
family members in relation to the completion of the personal passport
and what information to put into it. Staff worried that they would become
involved in this family conflict if they asked one family member to fill it
and not another.
“And also if you get the family to fill this form. Each family member
differs. They are not the same likeness of course.” (Participant 5- HCA
group)
Staff

members

felt

responsibility

toward

family

members.

This

corresponds with the responsibility family members felt toward staff
members described earlier in this chapter. This mutual responsibility
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helped to form the basis of a care partnership. This was particularly
evident when staff tried to reassure family members in relation to their
relative’s responsive behaviours.
“Often we have families come in and they are embarrassed and
apologetic about their family member’s confusion and agitation and
aggression and having a document like this kind of shows that they are
not the only person whose family may have behavior issues that are hard
to control and that we have been through it before and this is one of the
tools we use to manage their care better and they almost seemed
relieved….” (Participant 2 - Nurses group)
Staff members also expressed concern about the expectations of family
members having completed the personal passport. They worried that
family members would expect them to adhere to everything that is written
in the personal passport.
“Obviously we can’t facilitate everything but we will try our
best…….that communication happens as opposed to just handing it
(personal passport) to someone…” (Participant 5 - Nurses Group)
Although family members had an expectation that the personal passport
would be used once completed, they also understood that the personal
passport is a tool and that it’s most effective use was when used in
conjunction with family/staff engagement.

Education and dementia awareness
This was a theme that occurred in both the focus groups and the
individual family interviews. The staff groups spoke of it in terms of
education and the need for dementia and delirium education for staff in
terms of understanding the dementia process and how delirium affects
people with dementia.
“For the nurses to understand you know how important it is to
recognize dementia, delirium……………..if they understand, that
understanding enhances their ability to treat them better………..I would
have been one of those, oh, you know why are they not sitting down, why
are they not you know? Whereas now (after education)….at least I
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recognize now….. and I think that is the way forward” (Participant 4 Nurses Group).
Education was also deemed important in terms of emphasising the value
of the personal passport to both staff and family members.
“(regarding the education role)….. we have so many forms and
information leaflets and things and …………….. if someone is climbing
out of the bed and a family member was there and the nurse or
healthcare assistant or doctor just hands them the leaflet (personal
passport) but does not emphasise how it is filled out or why it is filled out,
then it is valueless really………..and it is not important to you or the
relative unless the nurse or whoever hands the document over realises it
is important” (Participant 2- Nurses group).

4.4.2 Global Theme: Knowing the Person
The importance of knowing the person with dementia was also a theme
that emerged within the literature in similar studies looking at staff
perceptions of caring for people with dementia in the acute setting (see
Nolan 2007, Clissett et al 2013a). It was therefore not surprising that it
emerged as a global theme in this study. However, as with the theme of
care, the difference in this study is how staff members describe the use
of the personal passport to help them to know the person with dementia
and how this directly impacts on care provision. Staff members also
described the challenges associated with getting to know the person and
developing relationships within the acute care setting (Appendix 17).
What was also evident to the researcher was that, staff did not view
getting to know the person as something that, in theory was difficult, but
yet it did not always translate into practice.

Both staff and family members used the words simple or basic in relation
to the information detailed about the person in the personal passport.
They spoke about having information about the simple things such as
likes, dislikes and routines, that when used appropriately had a huge
impact on the person with dementia, their family and staff. For both family
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members and staff, it differentiated between care that was physical task
orientated care and a more holistic, person centred approach.

This was particularly evident in relation to, the most basic of all
information, the documentation and use of the person’s preferred name.
“We had a family meeting yesterday and the patient’s name is
Margaret and she has a level of cognitive impairment, but in the same
meeting with one MDT she was called Maggie, Meg, Peggy and Marge,
all in the space of one meeting, each one of us convinced that we had
the right name” (Participant 5 - Nurses group)
One family member echoes the importance of getting the person’s name
right, particularly when the person has dementia in the following quote:
“Well just the person knows instinctively who is being spoken to.
They feel more at home with themselves especially in a situation of
dementia where you are confused anyway. You know calling you by a
different name is not helping the situation…..you know at least get me
name right, so as I know who I am…” (Participant 1- Family interviews).
The importance to families of staff taking the time to get to know their
relative was acknowledged by staff.
“… sometimes you have family members becoming upset because
it is evident that we don’t know their family member and the family
member has been here 2-3 weeks and we haven’t got a clue about who
they are”. (Participant 2 - Nurses group).
Communication:
There were a number of elements described by the participants in
relation to communication including communicating with the person with
dementia, their families and other staff members. The latter two are
described above in relation to their impact on care. Whilst communication
between staff members and families is essential in relation to getting to
know the person it is mainly the development of rapport with the person
with dementia that will be addressed under this theme.
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Participants viewed the personal passport as enhancing communication
between staff and the person with dementia in terms of building rapport.
The healthcare assistants highlighted this particularly in relation to the
provision of one to one care.
“Or it can give you a starting point as to what to bring up in
conversation with them. Because sometimes you are just going in and
just asking how are you and if they are very confused and agitated, they
don’t know where they are and they don’t want to sleep, you know at
least if there is something in the passport that you can help to start up a
conversation” (Participant 2 - HCA Group).
“(the personal passport)…….gives each staff member an equal
footing to be able to engage with the patient and to be able to
talk………even if it’s only for three minutes……….not all staff know how
to begin a conversation but staff who do not know how to talk about (one
subject), could definitely talk about (another subject) (Participant 5Nurses group).
According to staff the personal passport was particularly useful in the
earlier stages of admission when the information about the person with
dementia can be limited.
“often it can be a long time before you can make a picture of the
person. Like you are waiting for family to come in to get tit bits of
information. What was he like, what did he do and that can take time”
(Participant 3 - HCA group).
This contrasted a little from the experiences of the nurses group who felt
that the personal passport was more relevant once the acute phase of
the illness had passed and particularly if the person with dementia was
awaiting long term care or exhibiting responsive behaviours.

The personal passport was also seen to contribute to communication of
non-medical information between staff members.
“….. their favourite nurse might be on Monday, but he or she might
be on annual leave for a few weeks so that favourite nurse might know
that they love hurling or farming and they might not be in for two weeks
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and nobody else knows so it allows for continuity of care to be passed
from one person to another” (Participant 2 - Nurses group).
This was also relevant in relation to the passing of care between one
staff member and another, particularly when the healthcare assistant is
engaging in one to one care and there is little time for handover of the
patient. For the healthcare assistant group, this might be when relieving
for breaks or if the nurse is particularly busy and only had time to
communicate what they felt was essential medical information.
“You know if they haven’t the time they could just say, oh by the
way there is a passport there if you need to know anything about the
background…. I have always looked for them since I discovered that
some people had them and a lot of people don’t so I tend to look for them
because they help me personally” (Participant 3 - HCA group)
Staff members viewed this as essential in ensuring continuity of not just
the physical elements of care but also the spiritual and emotional care.

Staff members attributed knowing the person with the provision of holistic
care. Yet they struggled with the conflicting care priorities existent within
the acute care hospital environment. Their priority and the culture of the
acute care setting, is to treat acute illness and whereas this is
acknowledged as essential, it does not always meet the needs of the
person with dementia, particularly when they were no longer acutely
unwell. They felt that the use of the personal passport would assist staff,
particularly in relation to continuity of care. It also seemed that when the
personal passport was used to inform staff about the person’s
preferences, this allowed for a more person centred approach.
“I think again just because we all are working in an acute setting
and yeah it is not ideal for the patients coming in who have a history of
dementia. As we were just saying you could have an emergency, your
focus is not going to be on that particular patient, however you have this
(personal passport) in place you have some chance that the person who
is looking after them or if you have somebody looking after
them……….least you have that you know care is going to be passed
from one shift to the other…..,” (Participant 4 - Nurses group)
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“……………..somebody always walked and went walking once or
twice a day, so you try and bring them out you know or I always had tea
at 3 o’clock in the afternoons so you are trying to give them the cup of tea
at 3 in the afternoon.” (Participant 3- HCA group)
“The things that they like, go according to them, I hope and
believe that they will be comfortable. If we don’t go according to their
likes of course they will get agitated” (Participant 4- HCA group)
Both staff groups felt that it was important to have a sense of what the
person was like at home. They felt that, by acknowledging and promoting
who the person is and was, that this allowed the person to retain some
sense of self. This is directly linked to the maintenance of personhood
advocated by Kitwood (1997). In both staff and family interviews this
often related to the persons appearance and how they liked to present
themselves. It was recognised by the staff members that admission to
the acute hospital can profoundly affect this and so the persons sense of
self. This is particularly relevant when the person is unable to
communicate their wishes themselves. Furthermore, they often drew on
their own personal experiences to make sense of the situation. One staff
member powerfully summed up this point.
“We have all heard the story of the man who comes in with the
beard and the nurse or healthcare assistant thinks they are unkempt and
cuts off the beard but that beard has been on for 40 years…. So it is to
try and keep some sort of semblance of the person of who they are and
who they were. Like I know from my grandmother she would never be
seen in her pajamas ever and then we have this obsession with, like you
could have a patient who comes in electively that walked in the door in a
suit. You get them to get changed put on their pajamas and they don’t
get that suit on until they get discharged.” (Participant 2 - Nurses group)
There was agreement amongst the participants of both focus groups that
knowing the person was essential in the management of responsive
behaviours. These participants describe how the use of the personal
passport has helped in this regard.
“Particularly I think it is great when somebody comes in and they
are agitated to be able to have the key things you can use to de-escalate
and kind of reassure them, particularly in the early stage and where they
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don’t know staff and are still getting to know us and yes I just think they
are a really useful document to kind of get the basics. ………….So I think
it is kind of a good stepping stone to actually making it more of a pleasant
experience and an easier experience for everyone.” (Participant 5 Nurses group)
“It cannot give you all the information really, but it did give you
insight in to what they liked, what they didn’t like, may be what to talk
about because sometimes you find with Alzheimer’s or dementia
patients, it is distracting them from maybe, them wanting to go home or if
you just talk to them it tends to calm them down and if you can talk about
something they know or can relate it, it does help.” (Participant 1- HCA
group)
For some staff the use of the personal passport allowed the staff member
to see the person, rather than the responsive behaviour. Non-medical
information about the person had not been routinely gathered and this
staff member stated that the personal passport gave staff a place to start
when getting to know the person.
“I think sometimes staff just need a bit of guidance, .. to know
where to start and then I think it helps you kind of focus on the person as
a person, not just somebody who has problematic behaviour ………….”
(Participant 2 - Nurses group)
4.5 Summary of findings
The purpose of this study was to explore and gain a greater
understanding of the experiences of staff and family members of people
with dementia where personal passports are used to support care in an
acute environment. It quickly became evident that both staff and family
members viewed the use of the personal passport as having the potential
to enhance the quality of care delivered to people with dementia availing
of acute care services. For both groups, this related to the provision of
care that was not primarily based on the delivery of physical care tasks
but also on the delivery of emotional care. This journey often presented a
process of learning and adaptation for families and staff, with both parties
eager to ensure the care needs of the person with dementia were met.
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Both staff and family members used the words “simple” and “basic” when
describing the information contained within the personal passport. It was
differentiated from a medical document and this was seen as one of the
benefits of the use of the document. Rather than solely looking at the
dementia condition or the acute illness due to which the person was
admitted, the emphasis is on the individual characteristics that make the
person with dementia unique.

Two global themes emerged from both the individual interviews
(Guardianship, Advocacy) and the focus groups (Care, Knowing the
Person). Initially, it had seemed that two other themes, namely dementia
awareness and education and acute care environment and culture would
also become global themes. However, as the thematic analysis process
progressed, it became evident that although these two issues were
important to both families and staff, they were only relevant in terms of
how they related to care provision and were then described as such.

4.5.1 Summary of findings from individual family member interviews
The pilot for the individual interviews consisted of one interview.
Subsequent to the pilot, slight changes to the interview guide for the
individual family member interviews were made. This was because the
pilot highlighted that the personal passport needed to be looked at in the
context of the overall care journey rather than as a distinct element that
could be looked at in isolation.

Two themes emerged from the data collected from the individual
interviews. These were Guardianship and Advocacy. The first theme of
Guardianship emerged very quickly in the analysis process from the
participants describing their experiences of caring for their loved one
throughout the dementia journey. In essence, the family members had
become guardians of the person’s wellbeing and this became even more
relevant for family members after their loved one was admitted to the
acute setting. This was a very personal and emotional journey of caring
and guardianship for family members. Rather than their role as guardian
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ending for families when their relative was admitted to hospital, it often
became more focused, with family members taking on roles and
responsibilities towards, not only their own relative but also staff, other
patients and other family members. Their commitment to provide the best
quality care for their loved one remained steadfast but was adapted to
meet the changing needs of their relative. Of particular importance to
family members was the provision of what they termed as holistic care.
They felt that this went beyond the provision of physical care and
involved seeing the uniqueness of the person with dementia and also
having an awareness of the dementia process. Provision of holistic,
person centred care was viewed by family members an essential element
in ensuring that the wellbeing of the person with dementia was guarded.

For families, the personal passport was seen as a valuable tool in
promoting holistic, person centred care and the uniqueness of the person
with dementia. It also served a purpose in allowing them to share
information with staff on the provision of care that would make the care
process what they termed as “easier for everyone”. This helped families
to feel more in control and involved in the care process. Interestingly,
although the acute care environment was seen a hindrance to the
provision of holistic care, it was the individual staff members that were
seen by families to have the most impact on the provision of good quality
holistic care. For family members, the personal passport, although seen
as potentially beneficial to the wellbeing and care of the person with
dementia, could not by itself contribute to enhancing the care of the
person with dementia. The personality, and in particular the caring nature
of individual staff members was seen as key to this.

The second theme of Advocacy emerged through the participants
detailing their experiences of advocating on behalf of their relative. This
took the forms of being a spokesperson for their relative with healthcare
professionals, advocating for the provision of services throughout the
dementia journey. It also involved battling the stigmas associated with
dementia and letting people know what was important to the person with
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dementia. For them, the personal passport offered an opportunity to give
staff an insight into their relative both now and as they were prior to the
diagnosis of dementia. This is something that, whilst emotional for them,
they relished doing, as it was part of who they and their loved one were.
Communicating these insights and what they termed as “simple things”
through the use of the personal passport and verbally to staff members
was important for family members. They felt it allowed staff to see the
humanness of their relative aside from the changes brought about by the
progression of the dementia condition. Brooker (2007) states that this is
essential for person centred dementia care and ensures that the person
takes precedence over the condition. For some family members this
equated to developing relationships with staff on behalf of their relative
as they were no longer able to do so themselves.
By detailing their relative’s likes, dislikes and routines in the personal
passport, family members felt that they were almost acting as proxy
decision makers and were in some way empowering the person with
dementia. This was particularly evident in the importance they attributed
to the section in the personal passport on maintaining the independence
of the person with dementia. Interestingly, family members felt that if the
staff member developed a relationship with the person with dementia,
this would directly impact on the quality of care. For families, quality care
equated to holistic, person centred care.

4.5.2 Summary of findings from the staff focus groups
In the same vein as the individual family interviews, two global themes
emerged from the staff focus groups. These were Care, and Knowing the
Person. Both themes were undeniably interlinked for staff members.
They felt that knowing the person with dementia was essential to the
provision of holistic, person centred care. It allowed them to see the
uniqueness and humanness of the person with dementia. This often
included the most basic and simple of information for example the
person’s preferred name. It also included information such as hobbies
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that staff could use to start conversations with the person with dementia,
thus enhancing communication and the development of rapport.

For staff members, the acute care environment and culture had a more
definite impact on the provision of care to people with dementia than
described by the family members. It was directly linked to the provision of
person centred, holistic care in terms of risk management, continuity of
care, time constraints and conflicting care priorities. This often led to
frustration by staff members who endeavoured to adapt the care
environment to meet the individual needs of people with dementia. They
felt that the personal passport gave them insight into the likes, dislikes
and routines of the person with dementia, thus allowing them to make
small changes to accommodate the person. However, the ability to do
this depended on the willingness of individual staff members and the
leadership on the wards.

Knowing the person and the use of the personal passport was seen by
staff both staff groups as essential in the management of responsive
behaviours. It helped them to identify possible triggers as well as things
that upset and calm the person. Although this did not always equate to
the disappearance of responsive behaviours, it did help staff to
understand them in terms of the person with dementia trying to
communicate a need or emotion. It also led to recognition, that as they
pointed out, one size does not fit all and thus they needed to make
accommodations for the person with dementia.

The acute care environment and culture and the conflicting priorities of
staff in terms of caring for acutely, often seriously ill people and care of
the person with dementia including responsive behaviours led to
challenges for staff. This often led to staff making decisions to manage
the risk posed to the person with dementia, other patients and staff
including the use of psychotropic medication to sedate the person with
dementia. This also occurred when the environment and resources were
insufficient to care for the person with dementia safely, particularly if they
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exhibited exit-seeking behaviour. This was particularly challenging when
the person with dementia was no longer acutely ill but waiting on
transition to long-term care. Yet despite these challenges, staff members
felt that the personal passport helped family members to understand that
they were trying to provide more holistic person centred care rather than
simply containing their loved one.

In line with the individual family member interviews, the personal
passport although a valuable tool, needed to be used in conjunction with
other dementia friendly initiatives. According to staff, dementia education
and dementia awareness was also essential to the quality of holistic,
person centred care delivered to people with dementia. This included not
only staff members but also family members in terms of insight into the
condition and management of expectations.

4.7 Concluding comments
This study set out to answer the question: “What are the experiences of
staff and family members of inpatients with dementia where personal
passports are used to support the care in the acute setting”. Data was
collected from two focus groups and six individual family member
interviews was analysed using thematic analysis and thematic networks.
Overall the personal passport document was well received by both family
members and staff. For all participants the personal passport provided
opportunities for communication for people with dementia their families
and staff. The use of the personal passport appeared to encourage a
move from clinical task orientated care to a more holistic, person centred
care approach that celebrated the uniqueness and humanness of the
person with dementia.

Family members are a valuable resource for supporting the care of their
loved one with dementia in the acute care setting. The use of the
personal passport promoted communication between the person with
dementia, their family and staff members. This often led to development
of trusting relationships between family members and staff. The goal for
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both parties in the development if such relationships, was the delivery of
high quality care to the person with dementia. These relationships should
be supported and encouraged to enhance the delivery of person centred,
holistic, compassionate care for people with dementia availing of acute
care services.

There were challenges to the use of the document and limitations to its
use highlighted by both families and staff. However, for both groups the
benefits outweighed the challenges. Chapter five will contain an in-depth
discussion

of

the

findings.

Chapter

six

will

offer

conclusions,

recommendations and implications for practice and further research.
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Chapter 5 Discussion

5.1 Introduction
The purpose of this study was to answer the research question: What are
the experiences of staff and families of inpatients with dementia where
personal passports are used to support care in an acute setting? A series
of individual semi structured interviews with family members and staff
focus groups were undertaken to answer this question. The themes that
emerged

from

the

individual

family

member

interviews

were

Guardianship and Advocacy and the themes emerging from the staff
focus groups were Caring and Knowing the Person. This chapter will
consist of a discussion about the themes and concepts and processes
related to them, with references made to the relevant literature on the
topic. Many of the themes had interlinking qualities and similarities and
differences in the themes will be highlighted and examined. As the
context and background to the study has already been discussed in
chapter 1, this will only be discussed in this chapter in relation to the
emergent themes of the study.

5.2 The concept of care
The concept of care relates to both the theme of Care from the staff
focus groups and the theme of Guardianship from the individual family
member interviews. Both families and staff described holistic person
centred care, which they equated to the provision of quality care. With
regard to the staff focus groups, the relevance of the concept of care
relates to the provision of person centred care as opposed to care based
on a bio medical model of clinical task orientated care. Staff members
aspired to the delivery of person centred care but at times this proved
challenging. These challenges included conflicting care priorities, time
constrains and lack of dementia awareness and education. Staff
members felt the use of personal passports supported them to deliver
person centred care.
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In relation to the theme of guardianship, the concept of care refers to the
family members describing their roles as guardians of their loved one’s
wellbeing. This involved continuing their caring role even after their love
one was admitted to hospital. In a similar vein to the staff focus groups,
family members equated the provision of person centred care to quality
care. They described incidences of person centred care delivery that they
felt enhanced the wellbeing of their loved one. In contrast, they described
incidences of care that were not person centred and this did not enhance
the wellbeing of their loved one. Family members felt the use of personal
passports supported the provision of person centred care.
The Oxford English Dictionary (online) defines Care, as “the provision of
what is necessary for the health, welfare, maintenance and protection of
someone or something”. This definition appears similar to the intentional
care described by Edwards (2001). He describes two main types of care,
intentional care and ontological care. According to Edwards (2001)
intentional care involves a caring response to human suffering, in
essence the “the provision of what is necessary” to relieve this suffering.
Similarly the concept of intentional care can be seen in the Oxford
English Dictionary (online) definition of caring (noun) as “the work or
practice of looking after those unable to care for themselves, especially
on account of age or illness” and caring (verb) as “displaying kindness
and concern for others”. Intentional caring requires an emotional
component that can be likened to empathy and is distinguishable from
other non-caring acts in three ways (Edwards 2001). Firstly, that it is
intentional and deliberately undertaken with the purpose of relieving
suffering, requiring a conception of the concerns of others. Secondly, that
it is relational and is directed toward another person. Thirdly, that it is
needs based in that the purpose of the act is to meet the needs of the
other person.

Edwards (2001) adds another dimension to this discussion, that of the
moral obligation to alleviate the other person’s suffering. This
corresponds with the guidance given by the NMBI (NMBI 2014) in which
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nurses are instructed to provide safe, high quality care whilst acting with
kindness and compassion to meet the needs of the person.

The second type of care described by Edwards (2001) is ontological
care. According to Edwards (2001) ontological care is an inescapable
part of human life, a part of who we are as humans. There are two main
kinds of ontological care, deep care and identity constituting care
(Edwards 2001 p. 124). Deep care relates to the basic need to care and
identity constituting care relates to the concept that what we care about is
part of who we are, the latter being most applicable to nursing (Edwards
2001). Identity constituting care relates to nurses understanding what
matters to the person as this will impact on their perception of their
condition and what is important to them. This relates to the staff
members highlighting the importance of knowing the person with
dementia and what is important to them. Staff particularly described the
importance of this in relation to the management of behaviours that
challenge. Staff felt that it was, only by understanding the things that
matter to the person with dementia that they could try to understand
possible triggers for behaviours that challenge.

This is particularly relevant to the care of people with dementia and this is
interlinked with understanding the person described in intentional care as
discussed above. People with dementia may not be able to readily
identify or communicate what is important to them and therefore effective
communication between families and staff is essential. In this study, both
intentional and ontological care can be seen in the descriptions of care
given by both families and staff. Both groups highlighted understanding
the person with dementia as essential to the provision of quality person
centred care. Families used the personal passport to advocate on behalf
of their relative by telling staff what was important to the person with
dementia

including

preferred

routines,

family,

maintenance

of

independence and occupations. In turn, staff endeavoured to use this
information (Knowing the person) to adapt their care practices to need
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the individual needs of the person, emphasising the need to see the
world from the person’s perspective.
Looking at the world from the other person’s perspective is often referred
to as empathy (McEvoy et al 2008). Empathy can be defined as “sharing
the feelings of another as a means to coming to a direct appreciation of
the other” (Weirner and Auster 2007, p. 124). Empathy is seen as an
essential prerequisite to the provision of holistic care. Ioannidou and
Konstantiki (2008) suggest that empathy is a powerful communication
tool that is vital to the development of effective therapeutic relationships.
An extension of this can be seen in the delivery of person centred,
compassionate

care

(Dewar

2013).

Dewar

(2013)

states

that

compassionate care is difficult to quantify, as it is often only visible by its
absence. This did not seem to be the case in relation to the family
member’s descriptions of compassionate person centred care. Family
members described compassionate care in glowing terms when it
occurred, for example when a staff member took the time to provide
reassurance to the person with dementia. This care evoked feelings of
relief and gratefulness in family members. In contrast, families described
care that they felt lacked an emotional component and this evoked
feelings of anxiety and at times anger. Families described when staff
members used the information in the personal passport to engage and
reassure the person with dementia and, for them, this equated to quality
care. However, it may also lack value placed on this type of care in
terms of service developers and management (Brooker et al 2013,
Dewar 2013).

Dewar (2013 page 49) identifies a number of elements that she states
are implicit in compassionate care including an understanding of the
individuality and ability of the person and the quality of the relationship. It
also requires an emotional connection and interpersonal skills. These
attributes are consistent with the finding of this study. They also relate to
the concept of personhood and person centred dementia care as
advocated by Kitwood (1997). These elements are essential to the
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provision of quality care, a sentiment mirrored in the literature (HIQA
2012, McCabe and Timmins 2013, NMBI 2015). The links between
effective therapeutic relationships, empathy, compassion and quality care
is also reflected in the experiences of the both staff and family members
in this study. It is also consistent with best practice guidelines for the care
of older people in Ireland (HIQA 2012, NMBI 2015).

5.2.1 Family member’s experiences of using the personal passport
to support care
This study has shown that for family members, their commitment to their
role as carer did not cease when their loved one was admitted to
hospital. In fact, it seemed to become more focused and they assumed
the role of guardian for the person’s wellbeing and care. Family members
fulfilled the role of guardian in a number of ways. They took on care
tasks, which helped them to ensure that care was person centred. They
also role modeled care for staff to show them how to best manage their
loved one. The priority for all family members was to ensure that their
relative suffered the least amount of distress possible and to enhance
their wellbeing. This is evident by the continuing commitment of family
members to the care of their loved one even upon admission to the acute
setting. For example, many families developed rotas to ensure the
person with dementia had a family member or friend with them as much
as possible. They also carried out care tasks such as administering
medication and often role modeled to staff how to approach and
communicate best with their relative. This role modeling to staff seemed
to be particularly beneficial in the management of responsive behaviours.
Involving themselves in the care of their loved one allowed family
members to continue their commitment to their caring role as well as
retain some control in relation to the disruption caused by the acute
hospital admission. This is consistent with what has been found by
Clissett et al (2013b) and Legault and Ducharme (2014).

Lynch (2007) suggests a concept of care, which she feels is particularly
relevant to informal carers, namely love labour. She suggests that there
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are three overlapping circles of care relations. Primary care relations
refer to intimate, often family relationships with strong emotional
attachment. Secondary care relations involve a lesser amount of
attachment for example friends or work colleagues. Finally, tertiary care
relations involve care relations taken on through statutory or voluntary
agencies (Lynch 2007). Love labour is a primary care relation and
according to O’Riordan et al (2010) involves the notion of moral duty,
ethical responsibility and interdependency. Emphasis is not placed on
care tasks but rather trying to ensure quality of life for their relative
(O’Riordan et al 2007). This was certainly evident in the interviews with
family members. Indeed, for family members, quality of life and attention
to the emotional needs of the person with dementia were the most
important factors for enhancing care. This was a very emotive issue for
family members. For example, when they felt staff had a good
relationship with their relative and catered to their emotional needs when
on duty, they felt relief and used phrases such as Thank God
Conversely, they used words such as devastated when staff they felt did
not engage with their loved one were on duty. In the latter instance, they
felt that while the physical needs of the person with dementia would be
catered for the more important, in their view, emotional needs would not
be met. This caused great anxiety for family members as they were
unable to fulfill their role as guardian and no longer had control over their
loved one’s wellbeing. They described wanting care to be almost an
extension of the care that they as family members would give. The
comfort, wellbeing and quality of life of their loved one was of paramount
importance to them.

Using the personal passport allowed family members to feel that they
were extending their guardianship role when they were not there.
Informing staff about how to care for the person with dementia in their
absence allowed family members to feel more in control. One family
member commented that being asked to complete the personal passport
for her father made her feel that his wellbeing, both physical and
emotional, would be looked after when a member of the family could not
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be there. This is particularly relevant as being loved and cared for is
fundamental to wellbeing and good quality of life and access to such
relationships is a basic human right (UN 2006, Lynch 2007, HIQA 2013).

Family members spoke about the intrinsic characteristics of staff
members in terms of staff who appeared to be natural carers that simply
got their relative. By this they meant that they inherently saw the
individual and responded to this rather than solely the dementia
condition. Family members felt that this compassionate personality trait
was not something that could be taught but was in the person. One
family member used the term vocation to describe staff who went the
extra mile. In relation to the use of the personal passport, families felt that
even without the passport, these members of staff would engage
emotionally with the person with dementia as it was part of their
personality. However, family members felt that even if staff did not have
these personality traits, the use of the personal passport would still give
them the tools to help to care for their relative in a more person centred
way.

Family members took their role of guardian for their loved ones care and
wellbeing seriously. They felt strongly that this was their responsibility
and experienced conflict between the care of their relative and other
needs such as employment and the needs of other family members
(O’Riordan et al 2010). Family member participants in this study, as they
described juggling the commitments of their home life with their care
commitments towards their relative.

Family members felt the use of the personal passport enhanced the
quality of care, particularly when used as part of a process of
engagement and open communication between staff and family
members. That is not to say that the use of the person passport as a
distinct document led to enhanced quality of care, but it was described as
leading to increased communication between staff and the person with
dementia and also staff and family members. Family members felt that
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staff attitudes toward the person with dementia were more positive when
they knew something about them through the use of the personal
passport.
Its use also had a positive effect of the family member’s perception of
care and they referred to their perception that it would enhance the
provision of a more holistic kind of care. Family members who
participated in the study felt that their relative had received good care in
relation to the provision of physical care. However, their perception of
quality care was rooted in the provision of holistic person centred care,
which they felt was enhanced by the use of the personal passport. This
seemed to reduce the stress experienced by family members when their
loved one was admitted to hospital.

Interestingly, for family members, the acute care environment whilst
presenting challenges was not a key inhibitory factor in the provision of
good quality care. The personal attributes of staff members such as
kindness and compassion of individual staff members most impressed
family members. For families, staff members who they perceived as
getting the person with dementia (seeing past the dementia condition to
the individual) delivered the best quality care. This is consistent with the
findings of Scerri et al (2015) in their study exploring quality dementia
care in hospital wards from the perspectives of staff and families of
people with dementia. Family members also highlighted that the personal
passport is simply a tool and whereas it has the potential to elevate care
from task-orientated care to more holistic care its appropriate use by staff
is essential. Appropriate use by staff was described by families as using
the information within the personal passport as a means of connecting
with the person with dementia, managing behaviours that challenge and
providing person centred care. Families pointed out that using the
personal passport does not negate the need for effective and open
communication between families and staff.
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5.2.2 Staff member’s experiences of using the personal passport to
support care
The care context within which, staff caring for older people work, has
changed dramatically in the last decade. Care of older people in Ireland
has experienced a high level of scrutiny resulting in a move from a task
orientated, medical model approach to a more bio psychosocial person
centred approach (NMBI 2009, NMBI 2015). This shift in attitude about
care provision is evident in national guidance documents for caring for
older people (An Bord Altranais 2009, HIQA 2009, NMBI 2015). At the
centre of all these documents is the provision of compassionate, person
centred care as a determinant of quality care. This shift toward a more
person centred model of care is also evident in relation to the guidelines
for the delivery of care to people with dementia (DOH 2014, HIQA 2015).
This shift was outlined by staff participating in the focus group, however it
did not always translate into the practicalities of working in the acute care
setting in terms of the role expectations of nurses and healthcare
assistants. This led to frustration on the part of staff who, felt that the
care they provided often fell short of fulfilling the needs of people with
dementia.

Added to this The National Healthcare Charter: You and Your Health
Service, sets out the Health Service Executive’s commitment to better
quality care. It outlines what people can expect from their health service
and in turn the contributions they can make to the provision of quality
care. It outlines eight guiding principles essential to quality care including
access, dignity, respect and compassion, safe and effective services,
communication and information, participation, privacy and improving
health and accountability (HSE 2012). In a similar vein, the Health
Information and Quality Authority developed the National Standards for
Better Safer Healthcare, theme one of which is the provision of person
centred care and support (HIQA 2012). This involves health care workers
listening to the patient and empowering them to become active
participants in their care. Consequently the needs and preferences of the
person should be central to the provision of quality care rather than the
143

needs and preferences of the service provider. It also requires the
promotion of a culture of kindness, consideration and respect. Yet, from
both the local process mapping exercise (detailed in chapter 1) and the
descriptions of the challenges to using the personal passport outlined by
the staff in the focus groups, it appears that there continues to be an
emphasis on task-orientated care. This resulted in staff experiencing
conflicts in relation to care priorities, particularly if a very medically unwell
person was in the same ward as a person with dementia. This is not
necessarily surprising and continues to be highlighted within the literature
(Upton et al 2012, Clissett et al 2013a, Brooker et al 2013, de Suin et al
2014). Both staff and family members equated a person centred
approach to care with the delivery of quality care. Despite this
inconsistency in practice, both groups indicted that the use of the
personal passport, when used appropriately, helped to promote the
provision of person centred care.
In Burhans and Alligood (2010)’s study, nurses viewed the human
interactions associated with care as a greater determinant of quality care
than the delivery of clinical care tasks. In particular, effective and
compassionate communication was seen as an essential element of
quality care. For nurses, in the Burhans and Alligood (2010) study quality
care involved meeting the needs of the person through caring, resp ect,
empathy, intentionality, advocacy and responsibility. These attributes are
often considered to be the art of nursing and seem to take precedence
over the science of nursing in the perception of quality care for families.
This is not to say that skill and knowledge are not valued but that these
are almost taken as a given by families. Rather in relation to dementia
care emotional, compassionate care was equally, if not more important in
the care of their loved one. Pearson (2006 p, 22) referred to the
invisibility of small acts of compassion as “simple not clever: basic not
exquisite: peripheral not central”. This statement is particularly relevant in
the context of this study. Simple and Basic were two words used
frequently by staff to describe the information in the personal passport.
And yet it is evident from the findings of this study that these acts of
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compassion on the part of staff, often thought to be invisible, were in fact
was the standard by which families judged good quality care.
The term person centred care has become synonymous with quality care
(Edvardsson et al 2008, HSE 2012, HIQA 2012, Brooker et al 2013, Ross
et al 2014, NMBI 2015, Scerri et al 2015). Edvardsson et al (2008)
suggests that this entails an acknowledgement of the personhood of the
person and personalisation of the care environment. Furthermore, it
involves offering shared decision making, interpretation of behavior from
the viewpoint of the person with dementia and prioritisation of
relationships as much as care tasks (Ross et al 2014, Dewing and
McCormack 2015, Hardy 2015). How the person is cared for and
engaged with can either enhance or diminish the personhood of the
person with dementia (Edvardsson et al 2008, Dewing and McCormack
2015). Furthermore, care that dismisses the emotional wellbeing of the
person and consists solely of the provision of physical care tasks erodes
the personhood of the person with dementia (Downs et al 2006, Brooker
2007, McGreevy 2015). According to Kitwood (1997) and Brooker (2007).
This is important to note, as these viewpoints are consistent with the
experiences of the families and staff who took part in the study. It is
acknowledged that this still poses a challenge in practice and is not
easily quantified (Christie et al 2012, McCrae et al 2013, deSuin et al
2014). Yet, the staff members in the focus groups identified a number of
challenges in relation to the provision of person centred holistic care and
the use of the personal passport in the acute hospital environment. This
often presented a challenge for staff members in that they felt torn
between the demands of the service, resource levels and the provision of
person centred care. Yet both staff and family members stated that the
use of the personal passport, if used appropriately actually saves time for
example by providing staff with insights into what makes the person with
dementia anxious or what helps to calm the person. Both parties felt that
this helped in the provision of person centred care.
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For family members, the use of the personal passport was important as
they felt it allowed the staff member to see past behaviors that challenge
to what the person is really like, or was prior to the progression of
dementia. This is consistent with findings from a study conducted by
Kolanowski et al (2015) exploring how nursing home staff obtained
information about people with dementia exhibiting behaviours that
challenge. In the study, the Authors found that staff required two types of
information to deliver person centred care. Firstly, information about the
person and secondly, information on how best to manage the behavior
that challenges. The study involved nursing assistants and they felt the
best means of communicating this information was word of mouth
(Kolanowski et al 2015). The health care assistants involved in this study
agreed that this information could be communicated word of mouth but
also felt the personal passport provided them with a valuable tool for
communicating information about the person. This point reiterated by the
nurses group and also the family members. Indeed all participants felt
that using the personal passport aided continuity of care, particularly as
the busy acute care environment did not always facilitate effective staff
communication, particularly for healthcare assistants.

Staff also faced challenges in relation to the demands placed upon them
in the acute setting. They identified conflicting care priorities as
detrimental to the provision of person centred care and the use of the
personal passport. In this regard, staff seemed to be torn between
delivery care tasks essential to the care of people who are acutely ill and
the person centred model of care particularly required for the delivery of
quality dementia care. This took a number of different forms for staff
members. Staff members described the conflicting care priorities when
seriously ill patients were in the same rooms as people with dementia
who are awaiting long-term care, or when a person with dementia who is
exhibiting responsive behaviours. They also described workload
demands and time constraints as inhibiting factors for the effective use of
personal passports and the provision of person centred care. These
challenges to the provision of person centred care to people with
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dementia in acute settings, described by staff members in this study, are
well documented within the literature (Edvardsson et al 2008, Moyle et al
2008, Clissett et al 2014, Dewing and Dijk 2014). Given that the provision
of person centred care and the use of the personal passport was viewed
both in the literature and by staff and families as essential to quality care,
this is an issue that will need to be addressed at a leadership and
organisational level (Clissett et al 2013a, Hardy 2015).

5.3 Dementia Awareness and Education
Both family members and staff identified a need for dementia awareness
and education. The need for dementia education in acute settings to
improve quality of care has been highlighted within the literature (Nolan
2006, Arnold and Mitchell 2008, Moyle et al 2008, Charter and Hughes
2012, Upton et al 2012, Brooker et al 2013, Clissett et al 2014). Staff in
this study indicated that having received dementia educaton allowed
them to better understand the perspective of the person with dementia.
They also felt that it allowed them to better understand the dementing
process and understand the reasons why behaviours that challenge
might occur. Charter and Hughes (2012) conducted a qualitative study to
explore strategies for delivering dementia training in acute settings and
found that as well as didactic approaches to education delivery there is
also a need for structured staff reflection and role modelling from
dementia spectialist staff. The study also highlighted the need for staff to
become more proficiant in getting to know the person with dementia. This
is a key precusor to positive care outcomes for people with dementia
(Upton et al 2012, Brooker et al 2013, Scottish Care 2013). Interestingly,
family members within this study described role modelling care for staff
and also helping staff to get to know the person with dementia through
the use of the personal passport. In essence they acted as specialists for
staff in terms of their relative’s dementia and life story. This is a valuable
resourse for staff that is often underutilised (Baillie et al 2012b).

Staff in this study indcated that it was important for families to receive
dementia education so as to help them to understand dementia and also
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be realistic about their expectatons of what staff could do to help their
relative. This was in relation to the management of behaviours that
challenge and also in terms of understanding that their loved one will not
get better and may not return to their baseline prior to admission. The
need for support for families in these issues was also highlighted in a
study conducted by Douglas-Dunbar and Gardiner (2007) to explore the
support needs of family carers of inpatients with dementia. However,
family members interviewed in the study, felt that relationships with staff
were more beneficial to their wellbeing than formal education.
Interestingly this is consistent with the family member interviews
conducted in this study but in contrast to how staff felt that family
members could be supported.

People with dementia face many challenges in terms of stigma and the
attitudes of others (Higgins et al 2007, DOH 2014). This was described
by the family members, particularly when their relative exhibited
behaviours that challenge. For family members it related to staff
members not understanding the way in which the dementia condition
affected the person. Surprisingly, family members also described the
attitudes of other patients as also being poor in relation to their
acceptance of the person with dementia when they exhibited behaviours
that challenge. They felt the need to explain to staff and other patients
that their relative has dementia and therefore cannot control some of
their behaviour. They also wondered what others thought about their
relatives behaviour. This is important to note as staff also described
having to reassure family members, particularly if the behaviour was
outside of what is considered to be the social norm for example
inappropriate sexual behaviour. Both families and staff felt that dementia
awareness training for all stakeholders would be helpful in this regard.

The attitudes of staff towards the person with dementia can affect the
care outcomes of people with dementia (Higgins et al 2007, Moyle et al
2008, Edvardsson et al 2008, Dewing and Dijk 2014). This is important to
note as this is described in the experiences of family members. They
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worried that how staff viewed their relative and also themselves could
impact on the care received by their relative. They felt that the personal
passport, by giving an insight into the personality of the person with
dementia, helped staff to view the person more positively and that this
was particularly important if the person exhibited behaviours that
challenge. Fessey (2007) also highlighted the importance of getting to
know the person with dementia in relation to the management of
behaviours that challenge. She states that staff often faced difficulties in
this regard including time constraints, staffing levels and lack of staff
knowledge and awareness.

Family members also endeavoured to engage with and develop
relationships will staff, almost on behalf of the person with dementia so
as to improve the staff member’s attitude towards their relative. Levels of
education have also been linked to the attitudes of staff members dealing
with people with dementia and dementia awareness education was
identified by both staff and families in this regard. The links between
attitudes, knowledge and behaviour in relation to dementia care is
documented within the literature (Higgins et al 2007, Edvardsson et al
2008, Clissett et al 2014).

Mustafa et al (2013) highlight that ensuring that healthcare staff caring for
and supporting people with dementia are knowledgeable and skilled is
not an easy task as it is not simply one staff group that is involved.
Rather people with dementia and their families come into contact with
many healthcare disciplines as well as healthcare support staff. This is
particularly relevant as much of the literature relating to the care of
people with dementia in acute settings relates to nursing staff and yet the
healthcare assistants interviewed in this study identified that they were
often the staff members that families linked most with. They were also
often the ones who spent twelve hour shifts with the person with
dementia, particularly if they exhibited responsive behaviours and were
receiving one to one care.
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5.4 Advocacy
The theme of Advocacy emerged from the data through the family
members describing how they used the personal passport to let staff
know what was important to their loved one. Family members described
acting as “spokespersons” or advocates for their relative when they could
no longer fulfil this role for themselves. There are a number of types of
advocacy including self advocacy, citizen advocacy and collective
advocacy (Gates 2007). The purpose of all forms of advocacy is to
promote and defend the rights of others and altough this is viewed as a
key nursing role it is not exclusive to nursing (McCabe and Timmins
(2013). The role of advocate is often performed within the healthcare
setting (Clissett et al 2013b, Langult and Ducharme 2015) and order to
better understand this theme, it is important to examine why people with
dementia may need the assistance of an advocate.

The work of Copp (1986) is often cited when examining the reasons why
individuals might need an advocate (Blackmore 2001, Hewitt 2002).
Copp (1986) devised a “continuum of vunerability” to identify possible
precursors to the need for an advocate, mainly based on the lack of
ability to make one’s wishes and preferences know oneself (Copp 1986
pge. 257). Included in the continuum are old age, recurrent disease,
disability, mental health difficulties and other life incidents such as war,
trauma or

social circumstances which, she suggests, may make

individuals vunerable. She also examines the effects of illness on an
person’s ability to be autonomous. This includes loss of independence, in
that they cannot participate in their lives to the same extent as they did
previously. Also included are barriers to making choices. These include
medication, institutional routine and immobility. She further states that
diagnoses of an illness can mean a persons individuality is lost and she
gives the example of the “the hip in room 306” (pge 259). This latter point
is particularly relevant to people with dementia and leads to a
disempowerment that the Alzheimer’s Society of Ireland (ASI) has
endeavoured to address with the publication of its Charter of Rights for
People with Dementia (ASI 2016). People with dementia experience all of
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the issues, cited by Copp (1986) added to which they also face the
stigma of a diagnosis of dementia (Nolan et al 2006). Their vulnerabilty is
often multiplied upon acute hospital admission due to acute illness,
distress and the unfamiliriarity of surroundings (Department of Health
2014). It is therefore clear that people with dementia may require
advocacy on their behalf due to their increased vulnerability in the acute
setting and family members in this study felt it was their responsibility to
assume this role.

Family members felt the use of the personal passport allowed them to
advocate on behalf of their loved one by detailing things that were
important to them, likes, dislikes and routines. However, this was not the
only means of advocacy used by family members. Indeed, family
members felt that face to face communication was the most important
when advocating on behalf of their loved one, although the personal
passport served to reinforce their message. Other strategies described
by family members in this study were acting as a negotiator and
spokesperson for the person with dementia to help them navigate the
healthcare system, acting as role models for staff and developing
relationships with staff on behalf of their loved one. This role was taken
on readily by family members when the person with dementia was
deemed no longer able to do so themselves. These findings were
mirrored in a study by Legault and Ducharme (2009). They conducted a
qualitative

grounded theory study that examined the advocacy

experiences of daughters of people with dementia transitioning to long
term faciliities. They too found that family members used a range of
strategies to advocate on behalf of their relative and that a more
paternalistic advocacy approach was adopted as their loved one’s
condition deteriorated (Legault and Ducharme 2009). Elliot et al (2009)
agree stating that as dementia progressed the families role as advocate
transitined from promoting autonomy to beneficience and ensuring
wellbeing. In essence, they became decision makers for their loved ones,
a concept that was also described by staff members in this study.
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Both families and staff felt that the use of the personal passport allowed
the person with dementia greater autonomy in relation to deciding their
familiar routines, albeit through their family. Promotion of autonomy is a
key feature of quality care for older people in Irish healthcare settings
(NMBI 2015). For Jaclelon (2004), this involves having greater
independence (physical ability to engage in activites) and decision
making authority and ability. The maintenance of independence was
seen as particularly important to families and was something they felt
was also important to the person with dementia. For family members,
maintaining the independence of their relative helped them to retain
some semblence of control over their lives. They described their loved
ones as being happier when they were more independent. They felt that
this section of the personal passport was particularly relevant and
allowed the focus of care to be on ability rather than disability by
empowering the person with dementia to complete even small tasks such
as tying shoes or buttoning shirts. It was acknowledged that this takes
extra time initially but from the perspective of family members was worth
doing as made their relative more fulfilled.

The promotion of independence seems to be akin to the maintenance of
personhood and person centred care advocated by Kitwood (1997) in
terms of focusing on the abilities of the person rather than the disabilities
associated with the progression of dementia. This is a key tenet of
current thinking in relation to best practice in dementia care, is
highlighted in The National Dementia Strategy (Department of Health
2014) and is a central theme in in best practice guidelines for the care of
older people and care of people with dementia (NMBI 2014, NMBI 2015,
HIQA 2012, HIQA 2015).

The autonomy described by family members and staff was a form of
proxy or surrogate decision making with families making decisions on
behalf of the person with dementia in realtion to previously known likes,
dislikes and routines. This finding is also consistent with the study
conducted by Legault and Ducharme (2009) in which they found that
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families of people with dementia often carried out the role of surrogate
decision maker. Staff members in this study also described this, stating
that by use of the personal passport, people with dementia were being
given more control over their lives by virtue of the fact that their wishes
were being made known through their family. For staff members, the
person with dementia and their family were seen as a complete unit, thus
empowerment of the person was through the advocacy of their family.
This is a view also held by the Nursing and Midwifery Board of Ireland in
its guidance document on caring for older people in all care settings
(NMBI 2015). Whereas families advocate for their relative in a loving and
caring way and with the best interests of the person at heart, there is a
need for staff to use a certain amount of caution when using the
information. This paternalistic approach used by families has been
identified in the literature (Adams and Gardiner 2005, Nolan 2006, Elliot
et al 2009, Legault and Ducharme 2009). Despite the best intentions of
family members, their wishes and views may not be the wishes and
views of people with dementia. The term dementia triad is used by
Adams and Gardiner (2005) to describe the relationship between
healthcare staff, the person with dementia and family members
Challenges may arise within the dementia care triad including collusion
between two members (usually staff and family), power imbalances and
paternalism, all of which may affect the person with dementia’s right to
autonomy and self-determination (Adams and Gardiner 2005).

The challenges faced within the dementia care triad, described above,
are described by the staff members in the focus groups. They recognised
the advocacy role of family members but identified that there may be a
discrepency between the views of family members and the person with
dementia, particularly as the tastes and preferences of the person with
dementia may change over time during their hospital admission. Another
concern for staff in this regard was that family members may have
different views as to what the person with dementia lkes and dislikes and
this, according to the staff members, has the potential to cause
difficulties. It is therefore important to remember that whereas the use of
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the personal passport allows staff to know key information about the
person with dementia in terms of the information that family members
have provided, it does not negate the need to explore all communication
techniques to ascertain the wishes and preferences of people with
dementia themselves. This is particularly relevant in light of the new
Capacity legislation currently being enacted in Ireland.

The Assisted Decision Making (Capacity) Act 2015 currently being
enacted in Ireland signals the long awaited repeal of the Lunacy
Regulation (Ireland) Act 1871. Its aim is to strenghen the rights of people
who may experience difficulties in relation to their perceived capacity to
make decisions, including those with dementia. Under the new
legislation, each individual is presumed to have capacity until proven
otherwise. Even where capacity is diminished, there is an onus on
healthcare staff to try to build capacity and use means of cmmunication
appropriate to the person to try to ascertain their will and preference.
Therefore, even though family members are advocating on behalf of their
loved one and eventhough the personal passport completed by the family
details the wishes and preferences of the person with dementia as
perceived by the family, staff still have a responsibility to make every
effort to ascertain the wishes of people with dementia themselves. This
can be done in a number of ways including enhanced communication
techniques and use of assistive technologies.

McEvoy et al (2014) suggest that the use of empathetic curiosity can help
people with dementia communicate in the here and now as opposed to
reminiscing

about

the

past.

They

suggest

that

this

involves

communication skills such as staying calm, actively listening, using short,
open questions in the present tense and being attentive to individual
need, metaphors and non verbal ques. It also requires that staff are
aware of pacing issues for the person with dementia in relation to
expressive and receptive communication. It also requires a level of selfawareness on the part of the staff member (McEvoy at al 2014). This
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may help staff to determine the concerns of people with dementia and
ascertain their wishes.

Family members also felt that that they had to advocate on behalf of their
loved one to other patients explaining to them about their loved one’s
dementia. Other patients had the potential to impact negatively or
positively on the care experience of both people with dementia and their
families. Family members felt that there was a need for greater dementia
awareness that would help other patients understand the perscectives of
people with dementia. This is consistent with studies carried out by
Clissett et al (2014) and Scerri et al (2015). Both studies identified that
other patients could impact positively, in terms of increased interaction
for the person with dementia or negatively in terms of misunderstanding
the person with dementia, particularly in relation to responsive
behaviours. In a similar vein, both studies also highlighted the impact of
staff members on the family members advocacy role, depending on
whether it was received positively or negatively by staff. This was also a
finding in this study. Family members viewed their advocacy role as
mostly wecomed by staff, a view also described in the staff focus groups.
However, they also described times when their advocacy role brought
them into conflict with staff members. For example, one family member
described role modelling for a staff member the best way to approach
their relative to gain compliance to fulfil a personal care task and the staff
member became annoyed with the family member, which was upsetting
for them.

In this study, family members clearly described their role as advocate for
their loved one. It has been identified that the role of advocate is
undertaken in responce to the vulnerability of others and their need for
protection. Given that people with dementia accessing acute care
services are seen as vulnerable and in need of protection, this begs the
question: From whom do they need protection? This should be a point of
reflection for all healthcare staff and organisations.
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5.5 The importance of knowing the person with dementia
Knowing the person with dementia is closely linked with the other themes
in this study. The sharing of information between the family members and
staff allowed the families to advocate on behalf of their loved one and in
turn helped the staff to know more about the person with dementia and
involve family members in the care process. This allowed families to
continue their caring role and fulfill their guardianship role. Both families
and staff felt the use of the personal passport facilitated this process. The
Nursing and Midwifery Board of Ireland (NMBI 2015) identify knowing the
person with dementia as an essential element of quality care in their
guidance document for nurses relating to the care of older people,
including those with dementia.

The document sets out six criteria

essential for the provision of quality care to older people. These are
promoting independence and autonomy, a home like environment,
person centred holistic care, knowledgeable and skilled staff, knowing
the person and multidisciplinary resources.

The importance of knowing the person with dementia has also been
highlighted in the National Dementia Strategy (DOH 2014). More
specifically to the acute setting, knowing the person with dementia has
been highlighted in the First National Dementia Care Audit of Acute Care
in Ireland as leading to more positive outcomes for people with dementia
as it allowed staff to provide a more person centred approach to care
(deSuin et al 2014). One of the main purposes of introducing the
personal passport for people with dementia in the acute setting is that
staff can know key information about the person in order to help them to
identify their unique needs and plan care accordingly.

Knowing the person with dementia is also a key tenet of the provision of
person centred care. According to Kitwood (1997) the effect of dementia
on the person is not solely related to the neurological impairment but is
also determined by the person’s personality, health, biography and social
psychology. Therefore, the ways in which dementia affects the person is
multifactorial and no two individuals experience dementia in the same
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way, a concept acknowledged by the staff members in the focus groups.
They highlighted that one size does not fit all in relation to dementia care
and that knowing key information about the person with dementia
allowed them to see the world from the perspective of the person with
dementia. This lends itself to a more person centred care approach and
also encompasses the empathy and compassion discussed earlier in this
chapter as being essential to quality care.
Using Kitwood’s theory of person centred care which is widely viewed as
best practice in dementia care, it is only by understanding the person
with dementia in their totality that we can enhance their wellbeing and
meet their individual needs (Kitwood 1997). Staff within this study felt that
knowing the person was vital to meeting the unique needs of the person
with dementia and they used the information detailed in the personal
passport in a number of ways. Staff described using the information in
the personal passport to help them to engage the person with dementia
in conversation by identifying topics of interest to the person. This might
be family members, favourite pets or prior hobbies or occupations. Both
staff and family members felt that this enhanced the care experience for
people with dementia and allowed that to connect with the people around
them in a meaningful way. Social relationships are particularly important
for people living with dementia as it allows them to remain connected
with the people around hem as well as enhancing their wellbeing and
maintaining their sense of identity (McEvoy et al 2014). Staff felt that it
helped them to build rapport with the person. Within the literature rapport
is identified as an essential element of the provision of person centred,
compassionate care and vital to the wellbeing of people with dementia
(Nolan 2007, Brooker 2013, Scottish Care 2013, Clissett et al 2013a).

Therapeutic nurse-patient interaction and building rapport is an essential
element of nursing practice and its effectiveness has implications for
client outcomes (McCabe 2004, Stickley and Freshwater 2006). It also
effects the patient’s perception of their care experience (Shatnell 2004).
Family members in this study stated that they felt that their relative felt
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more secure and calm when there was a good relationship between the
staff member and their loved one. Furthermore, poor communication
practices can often be a precursor to responsive behaviours exhibited by
people with dementia (Merineau-Cote and Morin 2013). Foster and
Hawkins (2005) state that it is difficult to define what actually constitutes
an effective nurse-patient relationship. They suggest that the nurse must
possess a number of skills including self-awareness and good
communication skills. However, in establishing a therapeutic relationship,
the nurse aims to develop a rapport with the client that is empathetic,
respectful and genuine (Hood and Leddy 2006). For both staff and family
members in this study, this was seen as essential to the provision of
quality care. For staff, knowing the person with dementia not only helped
them to build better relationships with people with dementia but also their
families. This is important to note as the literature suggests that
therapeutic relationships should also involve families, particularly in
relation to older people (Digby and Bloomer 2012, McCabe and Timmins
2013, Bray et al 2015, NMBI 2015).

Staff also used the information contained within the personal passport to
more effectively manage behaviours that challenge. Within the personal
passport family members identified things that help to calm the person
and things that might agitate the person. People with dementia can
experience responsive behaviours that are challenging to staff due to a
number of reasons including the dementia condition, communication
issues and the environment (Nazarko 2011). These issues can be further
exacerbated by an acute hospital admission (de Suin et al 2014,
Department of Health 2014, Hynninen et al 2014, Sampson et al 2014).
The management of responsive behaviours posed a significant challenge
for staff members participating in this study but in this regard they found it
helpful to use the personal passport to understand the individual needs of
people with dementia.

The need to understand behaviours that challenge from an unmet needs
perspective and the viewpoint of knowing the person with dementia is
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widely discussed within the literature (Andrews 2006, Cunningham 2006,
Nazarko 2011, Hungerford et al 2014). This was particularly evident in
the non-pharmacological management of behaviours that challenge. Staff
in the focus groups described using the information in the personal
passport to try to understand the possible triggers for behaviours that
challenge. They viewed these from the perspective of unmet needs and
environmental factors and correspondingly made adaptations where
possible to reduce the distress caused to the person with dementia.
Interestingly, they felt that this allowed them to explore other options for
the management of responsive behaviours other than the use of
pharmacological interventions, usually psychotropic medications as the
first line of treatment due to safety concerns. This is important to note as
the use of psychotropic medications for the management of behaviours
that challenge in people with dementia is associated with poorer care
outcomes including adverse side effects and adverse incidents such as
falls (Hungerford et al 2014). Even where pharmacological interventions
were required, they felt that this should only be an option after exploring
other options. This view is echoed in national and international best
practice policy documents (NICE 2006, Alzheimer’s Society UK 2009, de
Suin et al 2014, DOH 2014).

Knowing the routines of people with dementia helped staff to adapt the
ward environment and ward routines to meet the individual needs of
people with dementia. Staff described changing mealtimes and wake up
times to suit the person. Even though this was a deviation from the
normal routines, staff felt that this not only helped the person with
dementia but also helped staff, as the person with dementia was less
liable to become very distressed. This was something that was echoed
by family members who also felt that using the personal passport to know
the person made things easier for everyone. This was particularly
relevant in the staff descriptions of using the information provided by
families in the personal passport in the management of behaviours that
challenge. It is also consistent of the findings in the Upton et al (2012)
evaluation of the use of personal passports in acute settings suggesting
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a consistency in the viewpoints of staff and families using personal
passports within different acute care settings.

It was acknowledged that both family members and staff that knowing the
person alone was not the answer to everything. Knowing the person is
one element of supporting the person with dementia. How the information
is used to impact on the experiences of people with dementia by
individual staff members needs to be taken into account. This can again
be examined in relation to the formula advocated by Kitwood (Kitwood
1997). Other elements such as the environment, inclusive of culture and
leadership, need also to be taken into account. Furthermore, staff
members identified challenges in relation to the views of the family
member not corresponding with the presentation or views of the person
with dementia. As stated above, this requires that every effort be made to
ascertain the viewpoints of people with dementia. This may require the
use of assistive technologies such as talking mats and this is worthy of
exploration within the acute setting. It can therefore be surmised that
although the use of personal passports is valuable in terms of helping
staff to know and understand the person with dementia, it is most
effective when used in conjunction with a suite of interventions aimed at
enhancing the person centred care of people with dementia in the acute
setting (Upton et al 2012).

5.6 Concluding comments
The provision of care to older people, including those with dementia has
been increasingly scrutinised over the past decade. This has resulted in
the publication of a number of Government and nursing regulatory body
documents signaling a shift in emphasis from task orientated care to a
more bio psychosocial model of care. This is particularly relevant in
relation to the care of people with dementia, where a person centred,
holistic approach is advocated as being associated with best practice and
quality care. The association between quality care and person centred
care is mirrored in this study by both families and staff members.
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Within the person centred model of care described by the families and
staff, there was an emphasis on the uniqueness, life story and
humanness of the person as something to be valued and underpin care
practices. The use of personal passports has the potential to impact
greatly on the provision of person centred care and the maintenance of
personhood. For family members, they felt that by completing the
personal passport they were more involved in the care of their loved one
and this helped them to continue their commitment to care and allowed
them to feel more in control. They also felt it allowed them to advocate on
behalf of their loved one and develop relationships with staff on their
relative’s behalf. This was seen as a form of proxy decision making for
the person with dementia and whereas any effort to empower the person
with dementia is to be welcomed it must also be acknowledged that the
wishes of family members do not always equal the wishes of the person
with dementia.

Both groups of participants recognised that the personal passport, whilst
in itself a good document, needed to be combined with other dementia
friendly initiatives including dementia awareness and education sessions,
effective leadership and environmental adaptations. There was also a
recognition of the specific challenges the acute care environment
presents in relation to the provision of person centred dementia care and
the use of personal passports including conflicting care priorities,
continuity of care and resource constraints.

The themes that have emerged from this study are largely consistent with
themes emerging from similar studies conducted in relation to the
benefits and challenges associated with the provision of person centred
dementia care in acute care settings (Nolan 2007, Cowdell 2010, Clissett
et al 2013 a&b, Clissett et al 2014). What this study adds is the
contribution of personal passports to the provision of high quality person
centred dementia care in the acute setting. Despite the challenges to
their use both families and staff felt that personal passports impacted
positively on the care of people with dementia in the acute setting.
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Chapter six will consist of reflections of the researcher, recommendations
and implications for practice and further research. It will also detail the
limitations of the study and make concluding comments
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Chapter 6 Conclusions and Recommendations
6.1 Introduction
The number of people living with dementia in Ireland is rising, with the
number set to triple in the coming decades. This is reflected in a
worldwide trend and given the social and economic implications for
Governments and healthcare systems, the World Health Organisation
has referred to dementia as a public health priority (World Health
Organisation 2012). The first national audit of dementia care in acute
settings conducted in Ireland in 2013 identified that admission to acute
care settings is particularly challenging for people with dementia and they
are more likely to have poorer care outcomes including longer length of
stay, increased nursing home placement and increased adverse
incidents such as delirium and falls (deSuin et al 2014). This is worrying
given that on average one third of all people admitted to acute care
settings are people living with dementia (Department of Health 2014).
Anecdotal evidence, mainly coming from the UK suggests that the use of
personal passports to support the care of people with dementia in all care
settings can lead to more positive care outcomes for them. Despite this
there is a dearth of research evidence on the subject. In particular there
is a lack of evidence relating to the experiences of staff and families of
inpatients with dementia using personal passports to support care in the
acute setting.

It was within this context that this study addressed the research question:
“What are the experiences of staff and families of people with dementia
where personal passports are used to support care in an acute setting?”
By answering this question the researcher hoped to not only ascertain
the subjective experiences of staff and families in relation to using the
personal passport but also the impact of the personal passport on the
provision of person centred care and the challenges to its use within the
acute setting. How this has been achieved has been examined at length
in the previous chapters culminating with a discussion of the findings in
chapter five. This chapter will highlight and discuss the strengths and
limitations

of

the

study,

the
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implications

for

practice

and

recommendations for further research. Finally the researcher’s personal
reflections on the study will be presented and concluding comments
made.

6.2 Study limitations:
There were a number of limitations to this study. One possible limitation
is the small sample size and its implications for the representativeness of
the participants to the wider workforce and family groups. This means
that the experiences described within the study are limited to those
sampled. However given that similar themes emerged, at an early stage,
from the participants in both the focus groups and the individual family
member interviews it can be assumed that data saturation was achieved.

Starks and Brown Trinidad (2007) suggest that large sample sizes are
not required in qualitative research to obtain rich, meaningful data. The
researcher feels that this was the case in this study with the participants
providing detailed descriptions of their experiences with each interview
lasting on average one hour. Furthermore the aim of qualitative research
is not to be representative of the larger population (generalisable)
(Jasper 1994). The purpose of qualitative research, particularly
qualitative descriptive research is to describe in detail the subjective
experiences of the participants. This methodology acknowledges that
multiple realities exist, even for the one person at different times
(Sandalowski 2000). Therefore the most that can be hoped in relation to
generalisability (fittingness) is that by providing a clear account of the
research process readers may be able to determine if the findings might
apply to their practice setting (Lo Biondo- Wood and Harber 2006).

The use of a purposive (non random) sampling method also affects the
representativeness of the data collected. This sampling method was
used as it is the one most preferred in qualitative research and only those
people with experience of the phenomenon are able to detail their
experiences. Consideration should also be given to the fact that for the
most part staff in the focus groups had made huge efforts to make
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themselves aware of the personal passport and also made efforts to get
to know the person with dementia and their families. There is always the
danger in the use of purposive sampling that the participants who attend
are those who would be interested already and maybe have more
positive attitudes toward the personal passport (LoBiondo Wood and
Harber 2006). However in this study the recruitment of the staff members
involved posters being displayed and the participants highlighted their
wish to attend through the clinical nurse managers on the ward. This it
was hoped would help to counteract potential bias as all members of this
population were offered the same opportunity to take part in the study.

Another possible limitation of the study needs to be was the inexperience
of the researcher. The researcher endeavoured to address this by
completing an extensive literature review, constant review with the
researcher’s academic supervisor, conducting a pilot study and practicing
and adjusting the interview guide.

6.3 Implications for practice
The provision of person centred care is widely accepted as best practice
in dementia care (Edvardsson et al 2008, Clissett et al 2013a,
Department of Health 2014). Both staff and families felt that the use of
the personal passport supported the provision of person centred care.
Person centred care is not only considered as best practice in the field of
dementia care but also is a prerequisite of the quality care advocated by
the Nursing and Midwifery Board of Ireland (NMBI 2015) and the Health
Information and Quality Authority (HIQA 2016). For both groups the use
of the personal passport to support the care of people with dementia in
the acute setting helped to elevate care from the undeniably important
delivery of clinical care tasks to the delivery of holistic care that
acknowledges the personhood and “humanness” of the person. This
appeared to reduce the stress of care transitions experienced by family
members and also the frustration of staff members who felt torn between
medical model and person centred model of care. Therefore the
appropriate use of personal passports to care for people with dementia in
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the acute setting has the potential to support the provision of person
centred care. The findings of this study suggest that the provision of
person centred care to people with dementia also enhances the
wellbeing of both families and staff.

In particular in relation to the management of responsive behaviours staff
described using the personal passport to better understand the person
with dementia and therefore make changes to the environment, routines
and staff approach rather than using psychotropic medication as a first
line of management. Staff members not only felt that this led to better
quality care but also allowed them to promote the autonomy of the
person with dementia. This has implications for not only high quality
service provision but also maintaining the wellbeing of people with
dementia and upholding their rights.

There are challenges to the provision of person centred care in acute
care settings (Clissett et al 2013a). Staff members participating in this
study described challenges such as time constraints, conflicting care
priorities and the need for dementia education as inhibiting the provision
of person centred care and more specifically the use of the personal
passport. These staff descriptions are corroborated by the process
mapping exercise undertaken at the study site (see chapter 1) which
highlighted an emphasis on task orientated care, lack of individualised
communication and lack of knowledge abut the person with dementia.
Both staff and families saw using the personal passport as making things
easier for everyone, particularly in relation to the management of
responsive behaviours, continuity of care and the provision of person
centred care. This has implications for the organisational and managerial
leadership to move toward a care culture that emphasises the provision
of person centred care as, at least, equally as important as the delivery of
task orientated care. The use of the personal passport has been shown
within this study to support this move. According to staff members a shift
in care culture also requires policies and guidelines to support the use of
the personal passport and the provision of person centred care. Clear
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guidelines would aid the decision making process in relation to when to
introduce the personal passport to families as well as identifying people
who would benefit from using the personal passport. Following on from
this study it is the researcher’s intention to develop guidelines for use of
the personal passport within the study setting. These will also feature as
part of the hospital’s policy on person centred dementia care.

Dementia awareness and education was seen as essential by both staff
and family members. For family members this mainly related to links
between education and dementia awareness and attitudes toward the
person with dementia. For staff it related to their own confidence in caring
for someone with dementia. They also felt that family members
knowledge of the dementia condition impacted on their acceptance of
diagnosis and their expectations of care. Outside of mandatory training it
is often difficult to release staff to attend education sessions that are not
deemed as mandatory. This could be due to a lack of importance placed
on dementia education by management and staff. It could also be due to
the fact that staff may require other education depending on their area of
specialty. Therefore there may be conflicting priorities in relation to the
provision of education in this area. Staff in the focus groups came from
medical, surgical and medicine for the elderly wards and they supported
people with dementia on a daily basis. Also considering that people with
dementia make up on average one quarter to one third of all admissions
to acute settings it is likely that all staff working in acute settings will care
for people with dementia on an ongoing basis (Department of Health
2014). The findings in this study relating to the need for dementia
education and awareness are echoed in the literature on the importance
of dementia education for staff and its effect on the confidence and
competence of staff caring for people with dementia. This would seem to
imply that dementia education should have a mandatory component to
ensure that all staff receive dementia education.
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6.4 Recommendations for further research
1. The current study explored the experiences of staff and families of
inpatients with dementia using the personal passport to support care in
an acute setting. Whereas this is a good starting point, particularly in
relation to the implementation of personal passports into the practice
setting it does not ascertain the thoughts and experiences of the people
with dementia about whom the personal passports are completed. This
would be a useful and necessary piece of research and would be in line
with current best practice policies in relation to the involvement of people
with dementia in all matters relating to them including research into best
practice initiatives (Higgins 2013) including the use of personal
passports. There are challenges inherent in involving people with
dementia

including

assessing

capacity,

informed

consent

and

communication difficulties (McKeown et al 2010, Doyle et al 2013). There
will also be implications in relation to the new Assisted Decision Making
(Capacity) Act currently being enacted in Ireland, including capacity and
consent (Government of Ireland 2015). Despite this the onus is on
healthcare providers and researchers to ascertain their views in relation
to matters affecting them (Higgins 2013) and this is an area worthy of
further research.

2. There was a discussion within the focus groups and individual
interviews about the personal passport being completed prior to coming
into the acute care setting. This is an area that requires further research,
as it was a matter that caused a differing of opinions for staff members
and families. Families, in their interviews, felt the personal passport
should be given to them as soon as possible when the person with
dementia goes to the emergency department as this will help staff to
better meet the person’s needs. Staff members were unsure as to the
most appropriate time to introduce the personal passport with the only
consensus being that the judgement of the staff member should be used
to decide.
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3. Two issues arise from this, firstly no staff from the emergency
department took part in the study and so it was not possible to ascertain
their opinions. Secondly the judgement of the staff members would only
be an appropriate means of decision making if they had the required
knowledge about dementia and using the personal passport. Therefore
further research with emergency department staff s needed. This could
also include research into the use of personal passports in relation to
care transitions to and from the acute care setting for example to and
from other care settings. This is something that has been used
successfully with other patient groups such as people with intellectual
disabilities (HSE 2016). Furthermore research is required into the
educational needs of staff members in relation to dementia awareness
and the use of the personal passport to support people with dementia in
the acute setting.

4. Both staff and family members felt the use of personal passports
enhanced the provision of person centred care and described in their
interviews examples of this. In a study by Clissett et al (2013b) they used
observation and semi structured interviews to ascertain the challenges to
person centred care for people with dementia in acute settings. They
observed when staff promoted the personhood of people with dementia
and when they had missed opportunities to do so. This highlighted a
number of issues in relation to the provision of person centred care for
people with dementia. In a similar vein by directly observing the impact of
using the personal passport on the provision, or otherwise of person
centred care this would further add to the evidence base for using
personal passports to support people with dementia in acute settings.

6.5 Dissemination of findings
The dissemination of research findings is an important part of the
research process that needs to be thoughtfully addressed by researchers
(LoBiondo Wood and Harber 2006, Pollit and Beck 2010). The findings of
this study have been presented at local multi disciplinary journal clubs
within the study setting. They have also been presented at the Nursing
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and Midwifery Planning and Development Unit/ Health Service Executive
conference on Research and Innovation and by invitation at the Royal
College of Surgeons in Ireland Master Class on Older Person’s Care
both held in April 2016. An abstract has also been submitted for the Irish
Gerontology Association National Conference taking place in the latter
half of 2016. It is also the intention of the researcher to publish the
findings of the study in a peer-reviewed journal.

6.6 Personal reflection
Reflection is an essential element of the learning process and allows the
student to make sense of their learning experiences (Quinn 2010).
During this research process I kept a reflective journal, which was
invaluable to me in terms of allowing me to clarify my thought processes
and note issues that arose during the interviews. Throughout this study
there have been numerous opportunities for learning experiences. From
submitting the project for ethical approval to sampling and recruitment, to
data collection and analysis each element has been challenging, yet
rewarding once the skill has been mastered. The experience, particularly
data collection was extremely enjoyable for me.

Nursing research always held an interest for me and I feel that my
research skills have improved greatly as a result of partaking in this
research process. My skills have particularly improved in relation to
searching the literature, a task I had not felt confident in prior to this
study. Critiquing the literature, once found was also a skill that was
honed as part of this process. Prior to this study I had often taken
published literature at face value and had not really distinguished
between opinion and research papers. However this was an important
element of reviewing the literature in chapter two and helped me develop
a more critical mindset. This is a skill I feel will be invaluable in my
current and future career.

As a result of conducting this research project, I have also gained a
greater level of proficiency in relation to my interviewing skills. I grew
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more confident as the data collection process progressed, was engaging
in active listening and had a better understanding of non-verbal cues. I
was also more effectively using the cyclical process of data analysis and
data collection to explore emerging themes. These skills will be hugely
beneficial to me within my practice setting. As already stated in chapter
one, this study is a part of a larger study to develop an integrated care
pathway (ICP) for people with dementia availing of acute care services.
As such I will be able to use the skills learned to research other elements
of the integrated care pathway. In particular the enhanced interviewing
skills will allow me to ascertain the views of key stakeholders during the
development and implementation of the integrated care pathway.

The literature search skills mentioned above will help to ensure that all
elements of the integrated care pathway are based on best available
evidence. However the participants emphasised compassionate, person
centred care as equally, if not more important than the delivery of
clinically competent skills. For them it was an important indicator of
quality care. As such I will endeavor to ensure that the “science” of
nursing practice does not outweigh the “art” of nursing but rather that
there is a fusion of clinical competence with compassionate care. I will
therefore make sure that this is incorporated into all initiatives developed
as part of the integrated care pathway.

I cannot stress enough the positive role of my academic supervisors in
guiding the research process. I found that it was easy to become
overwhelmed and the practical advice given by my academic supervisors
ensured that the project progressed as planned. The group supervision
sessions were also vital forums within which to explore elements of the
research process. In relation to the enhancement of time management
and organisational skills the research process has been invaluable in this
regard. Similarly preparing and delivering presentations and posters
allowed me to hone my presentation and communication skills. It also
enhanced my skills in choosing salient points for inclusion. I have no
doubt that the skills learned as part of this research process will stand me
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in good stead throughout my nursing career and in relation to future
research projects.

The part of the project I found most difficult was recruiting, particularly in
relation to the family members. I felt torn between my role as a nurse and
my role as a researcher and almost at times felt as if I was imposing on
the family, during what was for them a difficult time. For me this resulted
in a dilemma between my role as nurse and my role as researcher, an
issue also highlighted in the literature (Fouka and Mantzorou 2011,
Rosseto 2014). I endeavoured to remain as professional as possible and
ensure that participants did not in any way feel coerced to participate. I
also felt the need to be very clear that participating in the research
project would not necessarily change the care outcomes for their relative
and to some extent I felt somewhat guilty about this. Furthermore if they
had a query about their relative’s care they wished to discuss the
researcher endeavoured to address their concerns after the completion
of the interview.

I was humbled by the fact that family members described in such detail
their feelings and experiences. I also found, interestingly that I felt
protective of the family members, even more so than of the staff
members and within the staff groups of the health care assistants more
so than the nurses. I wondered was this because I felt I there was more
of a power imbalance between the family members and the healthcare
assistants and myself as researcher but that this imbalance did not exist
with the nurses group? This could also correspond with some elements
of Hood and Leddy’s criteria for requiring advocacy, namely the
assumption of vulnerability and the desire to protect (Hood and Leddy
2006). Fouka and Mantzorou (2011) acknowledge that advocacy is often
considered a key nursing role and that this may sometimes cause ethical
dilemmas for nurses engaging in the research process.

In relation to the staff focus groups I had conflicting emotions. On one
hand I felt very grateful that they had given their time to allow me to
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facilitate the group. On the other hand I felt quite frustrated that it seemed
as if the care culture of busyness was impacting on the focus group. I felt
it took some time for some participants to become comfortable in the
group given the outside pressures of the care environment. One
participant had to leave early and one had to answer a bleep. It seemed
that there was a constant pressure to be doing things. Even within the
focus groups there was this pressure to be doing, to complete tasks that
seemed to transfer stress and this feeling was corroborated by the by the
co facilitator. This is not to say that staff were not eager to participate and
change the way dementia care is delivered in the acute setting but rather
that it seemed they were constantly under time pressures. Difficulties
arising whilst conducting research in a hospital setting are highlighted
within the literature. Shaha et al (2011) found that time constraints, lack
of understanding about the need for research and work pressures all
impeded on the research process. Considering that nursing practice
should be based on sound research evidence (NMBI 2015), this is an
issue that needs to be addressed at organisational level.

6.7 Concluding comments
Both staff and family members recognised that “one size does not fit all”
in supporting people with dementia within the acute setting. They felt that
by using the personal passport they were acknowledging the individuality
and humanness of the person with dementia. This in turn helped to
promote the personhood and autonomy of the person. By doing so the
provision of person centred care was enhanced. This is worth noting
given that a person centred bio psychosocial model of care is advocated
for people with dementia in all care settings.

There are challenges to using the personal passport in the acute setting.
These include the care culture, policies and guidelines, dementia
awareness and education initiatives. These issues need to be addressed
at a leadership and organisational level. It is only by doing so that using
the personal passport to support people with dementia in the acute
setting will become embedded in practice. This study has highlighted a
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need for further research into the use of personal passports in the acute
setting, including their use in transferring between care settings and in
creating opportunities for person centred interactions. This will help to
address the dearth of research evidence on the topic and add to the
evidence base for using personal passports.

Finally on numerous occasions throughout both the staff focus groups
and the individual interviews the terms simple and basic were used by
both family members and staff in relation to the information contained
within the personal passport. It was important to all participants that the
personal passport not be a medical document. According to staff and
family members having medical information in the personal passport
would detract from the purpose, namely to allow staff insight into the
identity, likes, dislikes and routines of the person. By doing this personal
passport enhances the person centred care of people with dementia. It is
a tool for enhancing the development of rapport and encourages care
partnerships. It could therefore be argued that despite the simpleness of
the personal passport it has the potential, if used appropriately, to
change for the better the way in which we care for people with dementia
in the acute care setting.
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APPENDIX 3
Letter for the CEO and Director of Nursing

********
Phone: *****
Email: *****

Ms. ******
Hospital CEO/Director of Nursing
*******
*******

Date: 12/11/2015

Dear Ms. *******
I am currently working as a nurse in ***** Hospital. I am presently
studying for a Masters by Research at Royal College of Surgeons in
Ireland. As part of my programme of study, I propose to conduct a
qualitative research project to ascertain the experiences of staff and
families of inpatients with dementia in the acute hospital setting.
Data will be collected using:
Part 1: Individual semi structured interviews with family members of
inpatients with dementia.
Part 2: Staff focus groups.
I plan to recruit the participants by sending invitation/information letters to
staff and family members selected who have experience of using the
personal passport to support inpatients with dementia. I have enclosed
an overview of the study and staff and family invitation/information letter
for your perusal. It is hoped data collection will commence in January
2016. Ethical approval is currently being sought from xxxxxxx Hospital
Research Ethics Committee.
I would be most grateful if you would grant permission for me to conduct
the research project with staff and family members within xxxxx Hospital,
subject to ethical approval. I would appreciate if you could email me your
approval or otherwise to the above email address at your earliest
possible convenience.
Please do not hesitate to contact me should you have any queries. I am
also available to meet with you to discuss the proposed study at your
convenience. Many thanks for your consideration in this matter.
Yours Sincerely
_________________
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APPENDIX 4
Overview Of Study
Title:
“The experiences of staff and family members of inpatients with dementia
where personal passports are used to support care in an acute setting.”
Background:
In Ireland there are approximately 50,000 people living with dementia
and this number is predicted to triple by the year 2046 (Department of
Health 2014). This presents challenges for both primary and secondary
care services given that the prevalence of co morbid conditions in people
living with dementia is high (Bunn 2014). It also increases the incidence
of acute hospital admissions (Naylor et al 2012). In fact, the Irish National
Dementia Strategy states that on average, 29% of all patients in acute
hospitals are living with dementia. Acute hospital admission is not only
associated with poorer outcomes for people with dementia but also has
cost implications for service providers (Department of Health 2014, de
Suin et al 2014).
The first National Audit of Dementia Care in Acute Hospitals was
conducted in 2013 and identified a number of care outcomes that were
more prevalent for people with dementia in the acute care setting. These
included increased length of stay, higher incidence of discharge to longterm care facilities, greater use of psychotropic medication and increased
incidence of adverse incidents (falls, infection) and mortality (deSuin et al
2014). Similarly, these challenges facing people with dementia and their
families following admission to acute care are well documented in the
literature (Moyle et al 2008, Royal College of Nursing 2010, Baillie et al
2012, Clissett et al 2013, Spencer et al 2013, Andrews 2015, NHS
Scotland 2015).
It was in response to these challenges and current Government direction
(National Dementia Strategy 2014) that a project to develop an integrated
care pathway, including a dementia care bundle for people with
dementia, commenced within Connolly Hospital. A central tenet of the
dementia care bundle will be a personal passport (“knowing me” tool),
which is completed by the person (s) most familiar with the inpatient with
dementia. The aim is to facilitate individualised communication, person
centred care and family involvement, thus enabling people with dementia
and their families to become active participants in care (Brooker et al
2012, Upton et al 2012, Department of Health 2014).
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Rationale for the proposed study:
Personal passports such as “This Is Me” (Alzheimer Society UK), “All
About Me” (Upton et al 2012), “Knowing Me” (NHS, West Sussex 2012)
and “Getting To Know Me” (Scottish Care 2013) have been introduced
into the acute care setting in the UK to promote the biography of the
person with dementia, enhance person centred care, promote
personalised communication and involve families in care. This does not
appear to be mirrored in Irish acute care settings. Whereas the use of
personal passports is widely considered as best practice in dementia
care (NICE 2006, Upton et al 2012, Department of Health 2014) there is
little research evidence to support their use. This study, by detailing the
experiences of those using the personal passport to support inpatients
with dementia, is hoping to address this issue by better understanding
the benefits and challenges of their and how they impact on care
provision.
Study aims and objectives:
 To explore the experiences of family members (individual
interviews) and acute care staff (focus groups) where personal
passports are used to support the care of inpatients with
dementia.
 To evaluate the use of a personal passport to support inpatients
with dementia in an acute hospital setting in terms of person
centred care provision and benefits and challenges of use.
 To inform person centred service provision for people with
dementia admitted to acute care.
 To add to the body of knowledge relating to the provision of care
to people with dementia and their families in acute settings.
Methodology and design:
As the purpose of the study is to explore the experiences of the
participants a qualitative descriptive approach will be used.
Sample selection:
Purposive sampling is the most appropriate for this study as the aim is to
explore the experiences of carers of people with dementia and acute
care staff using the personal passport. Informant selection will be based
on the judgement of the investigator as only those who have experience
of using the personal passport to support inpatients with dementia can
provide the relevant information.
The participants will be recruited by receiving information
letters/invitations to participate. Should they decide to participate they
can return a signed expression of interest form via the clinical nurse
managers in eight acute care wards who will act as professional
gatekeepers to the participants (Cormac 2000). Participants will then be
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contacted to arrange a suitable time and place for interview (family
members) or participation in the focus group (staff).
In qualitative research, the sample size is generally decided upon based
on data saturation, that is, the point at which no new themes emerge.
The sample size will be:
Part 1: Individual family member interviews: 6-8
Part 2: Two staff focus groups with 6-8 participants in each.
Inclusion criteria:
 Acute care staff and families of inpatients with dementia with
experience of using the personal passport to support care during
an acute hospital admission.
 Participants must be willing to relate their experiences and attend
the interview.
 All participants must be over 18 years of age.
 Must give informed, written consent to take part in the study and to
have the interviews audio taped.
Data collection:
Part 1: Semi structured interviews with family members of people with
dementia:
The interviews will be audiotaped and transcribed verbatim to ensure
accuracy of data collection. This will allow the participant to describe in
detail their subjective experience. The use of face-to-face interviews will
also allow the researcher to note non-verbal behaviours, which can
provide valuable data. The interview guide will be based on extensive
literature review.
Part 2: Focus groups for acute care staff members:
According to Then et al (2014) focus groups are particularly helpful for
obtaining in-depth knowledge on the attitudes, perceptions and
experiences of a group regarding a particular subject. They are also
useful for bringing together different viewpoints and opinions (Marshall
and Rossman 2011). Two facilitators will be available for the focus
groups (dementia Nurse Specialist and Community Liaison Nurse). The
focus groups will be audiotaped and transcribed. Detailed notes will be
taken and analysed. The focus group interview guide will be based on an
extensive literature review.
Assessing the appropriateness of the interview guide:
Cognitive interviewing principles will be used to determine the
appropriateness of the data collection tool (interview guide) with two
acute care staff and two family members. This data will not form part of
data analysis.
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Data analysis:
Data analysis will occur simultaneously with data collection in a cyclical
process consistent with qualitative designs. Analysis will take the form of
grouping together similar codes and categories to form themes to provide
an in depth description of the experiences of staff and families of
inpatients with dementia using personal passports to support the care of
people with dementia in Connolly Hospital.
Data will be stored and managed in line with data protection legislation
(Data Protection Commissioner online).
Ethical Issues:
Ethical approval for this research project will be sought from the Connolly
Hospital Research Ethics Committee prior to commencement. The
ethical
principles
of
Beneficence
and
Non
Maleficence,
Respect/Autonomy and Justice will be adhered to (Dooley and McCarthy
2005). In brief, participation in the study will be on a voluntary basis with
no coercion or repercussions for withdrawing from the study. Informed
written consent will be sought after participants have received detailed
information about the study and had an opportunity to ask questions.
Data collected will be safeguarded in line with data protection legislation
and the participants right to anonymity and confidentiality will be
respected at all times. Pseudonyms will be used.

If you have any queries please do not hesitate to contact me:
Phone: *****
Email: ******

Kind Regards,
________________________
****
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APPENDIX 5
Letter Of Invitation For Families

Phone******
Email: *******

Dear Sir or Madam:
I am currently working as Dementia Nurse Specialist in*******Hospital. I
am presently studying for a Masters in Nursing by Research at Royal
College of Surgeons in Ireland. As part of my programme of study I plan
to conduct a research project to ascertain the experiences of family
members of inpatients with dementia where personal passports are used
to support care in an acute hospital.
You are invited to participate in this study and I have attached an
information letter and a copy of the consent form for you to read.
If you feel you would like to take part in the study please return the
expression of interest form to the nurse manager on the ward or contact
me at the above details.
Yours Sincerely

___________________
*****
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APPENDIX 6
Information Leaflet For Research Project: Individual Family Member
Interviews
Title of the research project: “The experiences of staff and family
members of inpatients with dementia where personal passports are used
to support care in an acute setting.”
Researcher Name:
*********
Researcher contact details: ********
********
********
Phone: ***
Email: ***
This study will form part of my Masters in Nursing by Research in Royal
College of Surgeons in Ireland. *****, School of Nursing, Royal College of
Surgeons in Ireland will supervise the study.
Background to the study:
There is a large amount of evidence suggesting the people with dementia
admitted to acute care hospitals face many challenges including
increased risks of hospital related illnesses, falls and longer length of
stay. It is in response to these challenges and current Government
direction (National Dementia Strategy 2014) that a project to improve
hospital experiences for people with dementia was started in xxxxx and
the surrounding community area. A key part of the dementia care
initiatives will be the “Getting to know me” tool (personal passport), which
is completed by the person(s) most familiar with the inpatient with
dementia. The aim is to facilitate individualised communication, person
centred care and family involvement. The personal passport will inform
staff caring for the person with dementia about their life, routines, likes
and dislikes. This has been shown to lead to more positive experiences
for people with dementia in the acute hospital setting.
Personal passports have been introduced to acute care settings in the
U.K but have not been introduced in a formal way in Ireland. Moreover,
there is very little research evidence on the benefits and challenges
related to their use. In particular, there is little known about the
experiences of staff and family members of inpatients where personal
passports are used to support care in an acute hospital setting. This
study, by describing in detail the experiences of staff and family members
using the personal passport is hoping to address this issue.
Part 1 of the study will involve individual interviews with family members
and Part 2 of the study will involve group interviews with staff members.
Those taking part in the study will be asked to talk about their
experiences of using the personal passport to support care of people with
dementia in the acute hospital setting. By doing this we will better
understand the benefits and challenges of using personal passports and

238

how they impact on the care of inpatients with dementia in an acute
hospital setting.
Study Aims:
 To evaluate the use of a personal passport (“Getting to know me”
tool) in relation to the provision of person centred patient care to
people with dementia in the acute setting.
 To explore the experiences of family members of people with
dementia and acute care staff using the personal passport.
 To inform person centred service provision for people with
dementia admitted to acute care.
 To add to the body of knowledge relating to the provision of care
to people with dementia and their families in acute settings.
Who can take part?
 Family members of people with dementia that have access to the
Personal Passport during an acute hospital admission.
 You must be willing to relate their experiences and attend the
interview.
 All participants must be over 18 years of age.
 You must give informed, written consent to take part in the study
and to have the interviews audio taped.
How the information will be collected:
If you choose to take part in the study you will be asked to take part in an
interview in a place of your choosing. There is no predetermined length
for the interview but it will generally take about an hour.
The interviews will be audiotaped and written out word for word to ensure
the information collected truly reflects the thoughts and experiences of
the participants. You may be asked to read a written transcript of your
interview to confirm that it accurately reflects your experiences.
Your participation is voluntary and you may withdraw from the study at
any time without any implication for your service provision.
Should you find the interview distressing you may stop at any time and
this will not affect, in any way the care provided to your relative.
Furthermore you may contact the Alzheimer Society of Ireland helpline:
How the information will be used/stored:
All information that you provide will be treated in confidence and you will
be given a pseudonym (false name) to ensure that you cannot be
identified. The findings of this study may be published and direct quotes
may be used from the interviews but no names or identifiable details
relating to you will be used.
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Information collected will only be used for the purpose of the study. Audio
taped material will be held on a computer that is password protected.
Only the researcher knows the password.

Consent:
If you decide to take part in the study, after reading the information leaflet
and having received any clarification necessary you will be asked to sign
a consent form. Signing the consent form does not mean that you cannot
withdraw from the study or refuse to answer questions should you wish to
do so.
If you have any queries please do not hesitate to contact me at the above
contact numbers or by e-mail.
Kind Regards

___________________
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APPENDIX 7
Written Consent Form For Participation In Research- Individual
Family Member Interviews
Title of the research project:
“The experiences of staff and family members of inpatients with dementia
where personal passports are used to support care in an acute setting.”
Researcher Name: ******
Researcher contact details: ********
I have read and understand the accompanying information leaflet and
have been given the opportunity to ask questions about the study.
I understand that should I choose to participate I will be asked to take
part in an interview that will be audio taped.
I understand that the information I give will be confidential and that my
name will not be used.
I understand that I can stop answering questions at any time and that this
will not affect the services I get in any way.
I understand that the results of this study may be published in a book,
article or report and consent to quotes of my interview being used as no
names or details relating to me will be used.
I understand that the information I provide will be stored in a secure place
in line with Data Protection legislation.

I agree to take part in this study and to have my interview audiotaped.
Name of Participant (please
print)____________________________________________________
Signature of Participant
_________________________________________________________
Signature of
Researcher________________________________________________
Date______________________________________________________
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APPENDIX 8
Letter Of Invitation For Staff

Phone: *******
Email: *******

Dear Staff Member:
I am currently working as a nurse in *******. I am presently studying for a
Masters by Research at Royal College of Surgeons in Ireland. As part of
my programme of study I propose to conduct a research project to
ascertain the experiences of staff members caring for inpatients with
dementia where personal passports are used to support care in an acute
hospital.
You are invited to participate in this study and I have attached an
information letter and a copy of the consent form for you to read.
If you feel you would like to take part in the study please return the
expression of interest form to the nurse manager on the ward or contact
me at the above details.
Yours Sincerely

___________________
xxxxx
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APPENDIX 9
Information Leaflet For Research Project: Focus Group Participants
Title of the research project: “The experiences of staff and family
members of inpatients with dementia where personal passports are used
to support care in an acute setting.”
Researcher Name:
******
Researcher contact details: ********

This study will form part of my Masters in Nursing by Research in the
Royal College of Surgeons in Ireland. *******, School of Nursing, Royal
College of Surgeons in Ireland will supervise the study.
Background to the study:
There is a large amount of evidence suggesting the people with dementia
admitted to acute care hospitals face many challenges including
increased risks of hospital related illnesses, falls and longer length of
stay. It is in response to these challenges and current Government
direction (National Dementia Strategy 2014) that a project to develop an
integrated care pathway for people with dementia was started in Connolly
Hospital and the surrounding community area. A key part of the dementia
care initiatives will be a “Getting to know me” tool (personal passport),
which is completed by the person(s) most familiar with the inpatient with
dementia. The aim is to facilitate individualised communication, person
centred care and family involvement. The personal passport will inform
staff caring for the person with dementia about their life, routines, likes
and dislikes. This has been shown to lead to more positive experiences
for people with dementia in the acute care setting.
Such personal passports have been introduced to acute care settings in
the U.K but have not been introduced in a formal way in Ireland.
Moreover, there is very little research evidence on the benefits and
challenges related to their use. In particular, there is little known about
the experiences of staff and family members of inpatients where personal
passports are used to support care in an acute hospital setting. This
study, by describing in detail the experiences of staff and family members
using the personal passport is hoping to address this issue.
Part 1 of the study will involve individual interviews with family members
and Part 2 of the study will involve group interviews (focus groups) with
staff members. Those taking part in the study will be asked to talk about
their experiences of using the personal passport to support care of
people with dementia in the acute hospital setting. By doing this we will
better understand the benefits and challenges of using personal
passports and how they impact on the care of inpatients with dementia in
an acute hospital setting.
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Study Aims:
 To evaluate the use of a personal passport (“Getting to know me”
tool) in relation to the provision of person centred patient care to
people with dementia in the acute setting.
 To explore the experiences of acute care staff using the personal
passport.
 To inform person centred service provision for people with
dementia admitted to acute care.
 To add to the body of knowledge relating to the provision of care
to people with dementia and their families in acute settings.
Inclusion criteria:
 Staff that have access to the Personal Passport (“knowing me”) to
support inpatients with dementia during an acute hospital
admission.
 They must be willing to relate their experiences and attend the
interview.
 All participants must be over 18 years of age.
 Must give informed, written consent to take part in the study and to
have the interviews audio taped.
How the information will be collected:
If you choose to take part in the study you will be asked to take part in a
focus group interview with other staff members describing your
experiences of using the personal passport in an acute setting. There is
no predetermined length for the interview but it will generally take about
an hour.
The interviews will be audiotaped and written out word for word to ensure
the information collected truly reflects the thoughts and experiences of
the participants. You may be asked to read a written transcript of your
interview to confirm that it accurately reflects your experiences.
Your participation is voluntary and you may withdraw from the study at
any time without any implication for your service provision.
If you find the interview distressing you can stop at any time, without any
consequences. Furthermore you may contact the xxx confidential
employee assistance programme:
Individual interviews will also be conducted with family members involved
in using the “Getting to know me” tool to detail their experiences.
How the information will be used/stored:
All information that you provide will be treated in confidence and you will
be given a pseudonym (false name) to ensure that you cannot be
identified. The findings of this study may be published and direct quotes
may be used from the interviews but no names or identifiable details
relating to you will be used.
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Information collected will only be used for the purpose of the study. Audio
taped material will be held on a computer that is password protected. The
password is known solely by the researcher.
Consent:
If you decide to take part in the study, after reading the information leaflet
and having received any clarification necessary you will be asked to sign
a consent form. Signing the consent form does not mean that you cannot
withdraw from the study or refuse to answer questions should you wish to
do so.
If you have any queries please do not hesitate to contact me at the above
contact numbers or by e-mail.
Kind Regards

___________________
*****
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APPENDIX 10
Written Consent Form For Participation In Research- Focus Group
Title of the research project:
“The experiences of staff and family members of inpatients with dementia
where personal passports are used to support care in an acute setting.”
Researcher Name: ******
Researcher contact details: *******
I have read and understand the accompanying information leaflet and
have been given the opportunity to ask questions about the study.
I understand that should I choose to participate the focus group will be
audio taped and transcribed.
I understand that the information I give will be confidential and that my
name will not be used.
I understand that I can stop answering questions at any time and that this
will not affect my employment in any way.
I understand that the results of this study may be published in a book,
article or report and consent to quotes of the focus group being used as
no names or details relating to me will be used.
I understand that the information I provide will be stored in a secure place
in line with Data Protection legislation.

I agree to take part in this study and to have my interview audiotaped.
Name of Participant (please print)
____________________________________________________
Signature of Participant
_________________________________________________________
Signature of
Researcher________________________________________________
Date______________________________________________________
Contact number for participant/ward
__________________________________________________________
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APPENDIX 11
Interview Guide For Individual Family Member Interviews- Pilot
Study
The experiences of staff and family members of inpatients with dementia
where personal passports are used to support care in an acute setting.

The interview will begin with easy non-threatening demographic
questions such as name, age, relationship to the person with dementia,
when the person was admitted, where they were admitted from, reason
for admission and discharge address (if appropriate). Time will also be
allowed for clarification, for any questions to be answered and for
discussion relating to the informed consent. I will also remind the
participant that the interview will be recorded. It is hoped that this will
allow the participant to feel more at ease until a rapport has been
established. Also I will initially say that we will use pseudonyms etc. This
will also give the participant time to become accustomed to the tape
recording.
Sample guiding questions








Can you tell me how and when you were introduced to the
personal passport?
Can you tell me about completing the document and who helped
you?
How did you feel about being asked to complete the personal
passport?
What did you like most/least?
In what way do you think the personal passport impacted on the
care of your relative?
Use of a wrap-up question, for example. “Is there anything further
you would like to add?”
If applicable I will also use probing questions such as “can you tell
me more about that?”

Active listening will be used throughout the interview.
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APPENDIX 12
Interview Guide For Individual Family Member Interviews- Main
Study
The experiences of staff and family members of inpatients with dementia
where personal passports are used to support care in an acute setting.

The interview will begin with easy non-threatening demographic
questions such as name, age, relationship to the person with dementia,
when the person was admitted, where they were admitted from, reason
for admission and discharge address (if appropriate). Time will also be
allowed for clarification, for any questions to be answered and for
discussion relating to the informed consent. I will also remind the
participant that the interview will be recorded. It is hoped that this will
allow the participant to feel more at ease until a rapport has been
established. Also I will initially say that we will use pseudonyms etc. This
will also give the participant time to become accustomed to the tape
recording.
Sample guiding questions









Can you tell me a little bit about what happened that caused your
relative to be admitted into hospital?
What has the experience been like for you in relation to caring for
your loved one?
Can you tell me about completing the personal passport and who
helped you?
What did you think about being asked to complete the personal
passport?
In what way do you think the personal passport impacted on the
care of your relative?
What did you like most/least about the personal passport?
Use of a wrap-up question, for example “Is there anything further
you would like to add?”
If applicable I will also use probing questions such as “can you tell
me more about that?”

Active listening will be used throughout the interview.
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APPENDIX 13
Interview Guide For Focus Groups
The experiences of staff and family members of inpatients with dementia
where personal passports are used to support care in an acute setting.

The focus group interview began with easy non-threatening demographic
questions such as name, age, amount of time spent working with
inpatients with dementia, role within the organisation and whether
engaging in 1:1 care of inpatients with dementia. Time was also allowed
for clarification and for discussion relating to the informed consent. I also
reminded the participants that the interview was being recorded. It is
hoped that this will allow the participant to feel more at ease until a
rapport has been established (Krueger 2002). It also gave the
participants time to become accustomed to the tape recording.
Sample guiding questions










Can you tell me about a time when you used the personal
passport to support people with dementia?
Can you tell me about how you were involved in completing and
using the personal passport?
How did you feel about using the personal passport to support
your care of people with dementia?
What did you like most/least about the personal passport?
In what way do you think the personal passport impacted on the
care you delivered?
Were there any challenges to using the personal passport?
It there anything you would like to change about the personal
passport?
Use of a wrap-up question, for example. “Is there anything further
you would like to add?” This question will be after a brief summary
of what has been said is given to the group participants.
If applicable I will also use probing questions such as “can you tell
me more about that?” or “ can you give me an example?”

Active listening will be used throughout the focus group interview.

249

APPENDIX 14
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