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Abstract
Background
It is essential that information needs are met throughout the dementia continuum to
improve the quality of life of both the care partner and person with dementia. A
crucial information opportunity is soon after diagnosis to enable both parties to
make sense of the diagnosis and plan for the future. Limited research exists on
identifying the information needs of patients and their care partner post-diagnosis of
dementia, particularly from the perspective of people with dementia, and there has
been none identified involving a New Zealand Memory Clinic.
Aims
This study aimed to explore the information needs of people with dementia
and their care partner, and their experience of gaining verbal and printed
information following the diagnosis of dementia at the Canterbury District Health
Board (CDHB) Memory Clinic. The broader objective is to use the findings to
inform clinical practice.
Methods
This study utilised the qualitative Appreciative Inquiry (AI) research
framework. The sample was randomly selected and comprised of six dyads of
people diagnosed with dementia who attended a Memory Clinic in 2016 and their
care partners. Data were collected through one-to-one semi-structured interviews
and thematically analysed.
Findings
The attitudes of the healthcare professional had a positive or negative effect
on how care partners experienced receiving information. The healthcare
professional’s attitude was less of an issue for the person living with dementia;
however, the person with dementia valued being given information in a clear and
easy to understand way. Information needs are individual regarding amount, format
and environment, but a strong theme was that more information is needed about
progression at the mild stages of dementia, to allow the person to plan for the future.
i

All of the care partners highlighted the stress they were under and, despite finding
the local dementia organisation beneficial for support and information, there was a
need for ongoing Memory Clinic follow-up.
Conclusions
This study contributed to the minimal research available and identified that
people living with dementia and their care partners have individual information
needs, and that it is essential to meet these needs to enable the person with dementia
to live well. Some people living with dementia want more information on their
diagnosis; however, many are reliant on their care partners for information.
Healthcare professionals also need to be aware that many care partners of those in
the mild stage are experiencing significant carer stress and need ongoing, face-toface contact and information post-diagnosis, to enable them to meet the changing
needs of the person with dementia throughout the continuum.
The number of people living with dementia is set to triple in the next thirty
years: therefore, it is essential that healthcare professionals identify, and be flexible
and respond to, the individual’s information needs, to reduce carer stress and
improve the quality of life of people with dementia.
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Glossary of terms
Anosognosia – A common symptom in the later stages of dementia where the
person has an inability to recognise and understand that they have a progressive
cognitive and functional decline, which is related to a dementia diagnosis.
Care partner – Is someone who is supporting a person living with dementia and
includes spouses, partners, adult children, siblings, other family members/ whānau,
friends, neighbours.
Healthcare professionals – professionals from primary and secondary health
organisations and include doctors (general practitioners, psychiatrists, geriatricians,
neurologists), nurses, psychologists, pharmacists or allied health professions.
Information needs – The gap in the patient’s or their care partner’s knowledge that
needs to be filled in order to support their understanding and meet their needs.
Memory Clinic – A hospital clinic specialising in the assessment, diagnosis,
treatment and management of neurodegenerative cognitive disorders.
Person-centred care – focusing on the needs of the individual and providing care
based on their needs rather than the needs of the service.
Person with dementia/ person living with dementia – A person who has been
diagnosed with a neurodegenerative disorder that impacts cognitive and functional
ability.
Printed information – Printed material including medical letters, information sheets
and brochures.
Web-based sources – Includes online sources, for example, websites, blogs, forums
and chat rooms.

xii

Chapter one
Introduction and background
This chapter will present an overview of the topic of information needs in a
range of contexts. The chapter opens by discussing the medical context of dementia,
and clarifying what dementia is, the types of dementia, how a diagnosis is made,
and the importance of meeting information needs from this medical perspective.
The social impact of dementia for people living with dementia and for their care
partners will be considered, as will the importance of meeting people’s information
needs given these potential impacts. International and national policies will be
explored, highlighting the importance of each country to devise specific dementia
strategies to address the growing population of people and care partners affected by
dementia, which include meeting information needs. The relevance of this topic to
the researcher and their area of speciality will be explained, and finally, the aims of
this current study and the structure of the thesis will be presented.
1.1 The medical context
Dementia is not a single disease, but a term used to describe a syndrome
caused by one of many diseases (Prince, Albanese, Guerchet, & Prina, 2014; World
Health Organisation [WHO], 2012). Most of the more common diseases causing
dementia are neurodegenerative, causing a progressive decline in cognition,
emotion and behaviour (Alzheimers New Zealand & Deloitte, 2017; Livingston et
al., 2017). Dementia is not a natural part of the ageing process (Ghosh, Agarwal, &
Haggerty, 2011; Ministry of Health [MOH], 2013) but is more common in those
aged over 65, and the risk of developing dementia increases with age (WHO, 2019).
However, 2-10% of dementia affects individuals younger than 65 years old (Prince
et al., 2014).
The American Psychiatric Association, in the Diagnostic and Statistical
Manual of Mental Disorders [DSM] 5 (2013), introduced an alternative term, Major
Neurocognitive Disorder, to be used instead of the word dementia due to the stigma
associated with this term (Livingston et al., 2017; Weiner, 2014). However, the term
dementia will be used in the current thesis, as it is the term used at the Memory
Clinic and is still the most commonly used term to describe this syndrome. To meet
1

the diagnostic criteria for dementia in the DSM 5, the person must have a significant
decline that affects their ability to complete day-to-day tasks that is not exclusively
due to delirium or mental illness, in one or more of the following six cognitive
domains:
•

Complex attention (e.g., becoming distracted and disoriented, particularly

when multitasking)
•

Executive function (e.g., decision making and planning)

•

Learning and memory

•

Language (e.g., expressive and receptive)

•

Perceptual motor (e.g., coordination, and auditory and visual processing)

•

Social cognition.
The symptoms of dementia vary depending on the disease process and the

individual. There are over 100 different types of dementia (Dementia Australia,
n.d.; Nuffield Council on Bioethics, 2009), with the most common being
Alzheimer’s dementia, vascular dementia or a combination of both Alzheimer’s
dementia and vascular dementia, Lewy body disease and frontotemporal dementia
(Prince et al., 2015). The prevalence, onset, symptoms and pathology differ
depending on the disease process (see Table 1).
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Table 1
Common Types of Dementia
Type of

Time

dementia and

Common

CT/MRI Imaging/

symptoms

pathology

prevalence
Alzheimer’s

Insidious onset

Predominant

Generalised shrinkage of

disease

and gradual

deficits are in

the brain and in the

progression.

learning, memory

areas of the brain where

and language. As

new memories are

the disease

formed (the

progresses, there

hippocampi). Amyloid

are more changes in

plaques and

executive

neurofibrillary tangles

functioning and

are revealed at autopsy.

60-90%

perceptual motor
skills.

Vascular

Either a sudden

Deficits in complex

Changes to the blood

disease

disruption of

attention and

supply in the brain from

blood supply to

executive

either strokes or

the brain, for

functioning.

hardening of the arteries.

16-30%
depending on
age and
aetiology

example from a
stroke or from
gradual damage
over time from
small vessel
disease or a
combination of
both.
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Type of

Time

Common symptoms

dementia and

CT/MRI Imaging/
pathology

prevalence
Lewy body

Insidious onset

Fluctuating cognition,

Reduced amounts of

disease

and gradual

particularly in

dopamine, which can

progression.

complex attention and

be seen using

executive function,

Dopamine

visual hallucinations,

Transporter scan

neurological

(DaTscan), and at

symptoms of

autopsy, abnormal

Parkinson’s disease,

clumps of Lewy body

rapid eye movement

proteins are present.

1.7-30.5%

(REM) sleep
behaviour and
neuroleptic
sensitivity.

Frontotemporal

Insidious onset

Behavioural variant.

Shrinkage of the

dementia

and gradual

Deficits in social

frontal lobe.

progression.

cognition and

5%

(often aged under
65)

executive function
causing apathy and
disinhibition.
Language variant.

Shrinkage of the

Deficits in language.

temporal lobe.

Adapted from: Alzheimers New Zealand & Deloitte, (2017); American Psychiatric
Association (2013); Hugo & Ganguli, (2014).
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1.1.1 Diagnosis of dementia.
It is currently recommended in national and international guidelines that
medical clinicians complete a comprehensive assessment to establish if the
diagnostic criteria for dementia are met (Livingston et al., 2017; MOH, 2013). In
New Zealand, clinical pathways have been developed by individual District Health
Boards to aid the early diagnosis of dementia and have been used in Canterbury
since 2011 (Croucher, 2013). The Canterbury cognitive impairment pathway
includes the following process:
1.

Obtain a comprehensive history from the patient and an informant regarding
changes in cognition and function (Robinson, Tang & Taylor, 2015).

2.

Rule out reversible causes of cognitive and functional decline including B12,
thiamine and thyroid deficiency, review mood and medication, as factors such
as polypharmacy, delirium and depression can produce pseudodementia.

3.

Complete a physical and neurological examination to identify any abnormal
symptoms and to check for visual and auditory acuity.

4.

Carry out a cognitive assessment. The recommended cognitive tests in New
Zealand are the Montreal Cognitive Assessment and the Addenbrookes
Cognitive Examination (MOH, 2013).

5.

CT or MRI neuroimaging are recommended to establish if there has been any
visible trauma, oedema or tumours, and for improved diagnostic clarity
(Livingston et al., 2017). Other specific tests for biomarkers such as Positron
Emission Tomography and Cerebrospinal fluid are available clinically
internationally, and within research, however, their usefulness in diagnosis is
still uncertain (Livingston et al., 2017; Robinson et al., 2015) and they are not
routinely used within the New Zealand public health system.

5

It is essential that the medical clinician has the skills and knowledge to be
able to interpret the assessment findings and identify, using the DSM 5 diagnostic
criteria, whether the person has a possible or probable diagnosis of dementia. It is
necessary to clarify the type of dementia as this enables the healthcare professional
to provide recommendations for appropriate management (MOH, 2013). Prince,
Comas-Herrera, Knapp, Guerchet, and Karagiannidou (2016) suggest that
uncomplicated cases are appropriate for diagnosis within primary care, but
specialist secondary care should assess those that have many comorbidities or have
unusual symptoms. In the Canterbury District Health Board (CDHB), such cases
with more complex presentations are referred to the Memory Clinic for assessment.
1.1.2 The medical context and information needs.
Information needs have been defined by Ormandy (2011) as the gap in the
patient’s or their care partner’s knowledge that must be filled in order to support
their understanding and meet their needs. Information is a fundamental right in
health that is enshrined in Right 6 of the 1996 Health and Disability Commissioner
Code of Rights (1996) “the right to be fully informed” (p.4). The right to be
informed encompasses the right of a person to be given information about their
diagnosis, including how the medical clinician has come to this conclusion, test
results, the treatment options, and legal issues related to the condition. Patients have
the right to be given answers that are evidence-based and have the right to receive
information in a printed form (Health and Disability Commissioner [HDC], 1996).
To enable the person with dementia to make informed choices about their treatment
and care and be actively involved in decision-making, it is essential that people are
diagnosed with dementia as early as possible, and that they are provided with the
information that meets their needs (MOH, 2013; Prince, Bryce, & Ferri, 2011).
Healthcare professionals who are providing medical and other information
must consider the understanding and health literacy of the person with dementia and
their care partner receiving the information (Honey, Roy, Bycroft, & Boyd, 2014;
Ormandy, 2011). Information must be individualised and based on the specific
situation, needs, and preferences, which may vary as the disease process progresses
(Ormandy, 2011).
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1.2 The social context: impacts of dementia
1.2.1 The impact of dementia on the person with dementia.
Dementia typically causes a decline in cognition and in the abilities to
communicate and to function independently, which in turn impact negatively on the
emotional health of the person living with dementia. As dementia is progressive, the
physical and emotional needs of people with dementia change over time and these
changes are often loosely categorised into three stages: mild, moderate and late
(Reisberg et al., 2011). It can, however, be difficult to pinpoint precisely when
someone moves between stages due to the individualisation of each person’s
symptoms and the environment the person lives in (Alzheimer’s Association. (n.d.);
Alzheimers New Zealand & Deloitte, 2017).
People in the mild stages of dementia generally have insight into their
cognitive difficulties which are starting to interfere with day-to-day activities;
however, the person can often find strategies to adapt and can function with a small
amount of assistance. The mild stage often lasts for the first two years following
early diagnosis (WHO, 2012). At this stage, people with dementia can experience
psychological stress and, as in Aminzadeh, Byszewski, Molnar, and Eisner’s (2007)
study, people with dementia identify feelings of uncertainty, shock, denial and grief
following a diagnosis of dementia. As the mild stages of dementia cause changes in
functioning and the beginning of reliance on others, people often express feelings of
anticipated and actual loss of control, loss of their role and fear of becoming a
burden (von Kutzleben, Schmid, Halek, Holle, & Bartholomeyczik, 2012).
The fear of loss of role, fear of the future, and feelings of loss of
independence can lead to a decline in self-esteem and confidence (Byszewski,
Molnar, Aminzadeh, Eisner, Gardezi, & Bassett, 2007; Read, Toye, & Wynaden,
2017). Stigma contributes to this, as although the person with dementia might
require support in decision-making, there can be the assumption from others that the
person is unable to make decisions and is therefore not involved in this process
(Aminzadeh et al., 2007; Batsch & Mittelman, 2012; Riley, Burgener, &
Buckwalter, 2014). A decline in self-esteem and confidence may result in increased
social isolation, as can reliance on others to participate in social activities if the
person with dementia must cease driving (Aminzadeh et al., 2007; Read et al.,
7

2017). Driving is often related to self-identity and role; therefore, healthcare
professionals are advised to inform the person living with dementia and their care
partner at the point of diagnosis about the likelihood of having to stop driving as
dementia progresses. This will enable them to prepare and be aware of the support
available, to reduce distress (New Zealand Transport Agency [NZTA], 2014;
Sanford, Naglie, Cameron, Rapoport, & on behalf of the Canadian Consortium on
Neurodegeneration in Aging Driving and Dementia Team, 2018). There may also
be financial changes if the person is still working (Greenwood & Smith, 2016).
Not all people with dementia expressed negative emotions at this stage of
dementia, with some feeling relief and acceptance of the diagnosis, as this enabled
them to gain further information on what to expect in the future and to plan
accordingly (Aminzadeh et al., 2007). Others expressed that they felt thankful that
they could spend more time with their family, and they were grateful for their
support. People identified that gaining information helped them feel a sense of
control, and this enabled them to help and support others diagnosed with dementia
(Read et al., 2017).
Early diagnosis is essential to enable the person living with dementia at the
mild stage to be able to access the information and support they need to enable them
to live independently and to continue to maintain their current level of functioning,
which produces better long-term health outcomes (MOH, 2013; Prince et al., 2011).
Early diagnosis also enables the person living with dementia to have autonomy and
be actively involved in the decisions that affect their life (MOH, 2013).
The moderate stage, between 2-5 years post-early-diagnosis, is defined when
the person with dementia has more obvious cognitive deficits requiring them to
need more help with many tasks including personal care and instrumental activities
of daily living (Alzheimers New Zealand & Deloitte, 2017; WHO, 2012). People at
the moderate stage of dementia have more difficulty with verbal communication
and are more likely to have behaviours that challenge such as agitation, motor
disturbances and disinhibition, as these behaviours are ways the person with
dementia expresses their unmet needs (Kales, Gitlin, & Lyketsos, 2015). A decline
in cognition, language and functioning contributes to increased dependency and
disability (Prince, Prina, & Guerchet, 2013). Formal care and services are
8

increasingly likely to be required for people with moderate and late dementia with
some people requiring aged residential care. Successful transitioning to aged
residential care involves the inclusion of the person with dementia in the decision
process and in preparing for the move, to aid acceptance in their new environment
(Thein, D’Souza, & Sheehan, 2011).
The final stage is the late stage, which typically occurs five or more years
after early diagnosis. In this stage, the person with dementia is dependent on others
for all aspects of care and has a high level of physical care needs, for example due
to incontinence, immobility, and difficulty with swallowing (Alzheimers New
Zealand & Deloitte, 2017; WHO, 2012). In the late stage of dementia, people still
retain awareness of themselves, relationships and their environment, and it is
essential to acknowledge and maintain their past identity and experiences to reduce
feelings of worthlessness, loss, isolation and fear (Clare, Rowlands, Bruce, Surr, &
Downs, 2008; Edvardsson & Nordvall, 2007).
1.2.2 The impact of dementia on the care partner.
Worldwide, most people living with dementia in the community are
supported or cared for by family, including spouses and adult children, or friends
(Wimo, Gauthier, & Prince, 2018), and these carers are predominantly women
(Erol, Brooker, & Peel, 2015). This is the case in New Zealand, and care partners
for people living with dementia are a large population, as over two-thirds of people
living with dementia reside in the community (Alzheimers New Zealand & Deloitte,
2017). For this current study and throughout this thesis, this essential group will be
identified as care partners as, regardless of relationship to the person living with
dementia, they act in partnership throughout the dementia continuum.
Caregiving can be perceived as having aspects that are valuable and
rewarding, particularly when the care partner had a positive relationship with the
individual before the dementia diagnosis (Ribeiro & Paúl, 2008; Shim, Barroso, &
Davis, 2012). Yu, Cheng, and Wang (2018) identified that care partners describe
four positive response categories, outlined as follows:
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1. A sense of satisfaction
Many care partners describe a sense of satisfaction in doing a good job
caring for the person with dementia (Bekhet & Avery, 2018). Care partners describe
satisfaction in learning a new skill, including learning unfamiliar household skills
(Ribeiro & Paúl, 2008) and becoming competent in these skills (Lloyd, Paterson, &
Meurs, 2016). Care partners also identify satisfaction in becoming competent in
overcoming the challenges they face with caring and managing symptoms (Peacock
et al., 2010).
2. Feelings of reciprocity
Some care partners identified feelings of reciprocation as a positive response
to caring, predominantly by husband and adult children care partners, in being able
to return the past care given to them by the person with dementia (Lloyd et al.,
2016).
3. Improved relationship
Some informal carers of people with dementia report that through the carer
role, they have a stronger relationship with their family and the person living with
dementia (Brodaty & Donkin, 2009; Smith, Lamb-Yorski, Thompson, & Grootveld,
(2019). Some adult children identified that spending more time together enabled
them to get to know their parent better and appreciate them more (Netto, Jenny, &
Philip, 2009).
4. Personal growth
Other care partners describe personal growth by becoming more self-aware
(Lloyd et al., 2016) and identified qualities, including improved patience and
resilience (Netto et al., 2009).
While there can be positive aspects of caring for a person with dementia, it
can also be demanding and stressful. Many care partners express the negative
impacts of dementia, including on their physical and psychological health,
especially as dementia progresses and the person with dementia requires higher
levels of care. Many care partners reported a reduced quality of life compared with
the general population (WHO, 2012).
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The increased stress of caring results in poorer physical health and has been
identified as increasing the risk of chronic diseases (such as cardiovascular,
metabolic diseases) (WHO, 2012). Care partners are, on average, on more
medication, have lower immunity, less likely to be maintaining a healthy lifestyle
and less likely to be involved in health prevention. As a group, care partners have a
reduced life expectancy (Brodaty & Donkin, 2009).
There are higher rates of reported anxiety and depression in care partners of
those with dementia, and it is estimated that half to three-quarters of care partners
experience this, especially women carers (Erol et al., 2015). The risk of depression
and anxiety is linked to increases in dependency (time and amount), increases in
changed behaviours (Batsch & Mittelman, 2012; Brodaty & Donkin, 2009) and role
changes, which can contribute to higher levels of emotional stress (Erol et al.,
2015). This change in their role can cause care partners to experience anticipatory
and ambiguous grief in all stages of the dementia continuum (Chan, Livingston,
Jones, & Sampson, 2013). Feelings of anticipatory grief in the mild stages might
cause the care partners to grieve for their future plans and for what the future holds,
whereas ambiguous grief is caused by the changes in personality and
communication, leaving the person living with dementia emotionally distant or
absent in the relationship (Blandin & Pepin, 2017). Care partners also report that
they feel there is a stigma around dementia, which affects how they see themselves
and the person they are caring for (Batsch & Mittelman, 2012).
Caring for a person with dementia can have a negative social and financial
impact, especially as the level of dependency increases. As the need for care
increases, this can also lead to a decline in the care partner’s ability to participate in
social activities and lead to increased isolation (Brodaty & Donkin, 2009). Caring
for someone with dementia can also have a negative financial impact, as the time
caring increases as the level of dependency increases. Care partners may have to
reduce their hours of work, find a less demanding job or leave work to care for their
family member with dementia, and often there are increased costs of caring for
someone with a chronic disease (Batsch & Mittelman, 2012; Brodaty & Donkin,
2009; Prince et al., 2013).
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Early diagnosis can improve the care partner’s understanding of the disease
process and provide information on how they can support the person with dementia
and help them to manage their symptoms (MOH, 2013). Additional information
reduces stress for many care partners, as they know where to ask for help and can be
enabled to anticipate care need changes and to plan and prepare for the later stages
of dementia (MOH, 2014).
1.2.3 The social context and information needs.
Having individual information needs met is a prerequisite to having a voice
in decisions that affect people living with dementia (Dementia Alliance
International [DAI], 2016) and is a fundamental human right, as many people living
with dementia reported feelings of lack of independence and autonomy (Riley et al.,
2014; WHO, 2018a). People with dementia want to continue to make decisions in
their lives, as this is essential for a sense of personhood and self-worth and leads to
an improved quality of life (Smebye, Kirkevold, & Engedal, 2015). Therefore, it is
essential that people living with dementia are provided with information in a way
they can understand and are supported in decision-making by healthcare
professionals and their care partners making (Fetherstonhaugh, Tarzia, & Nay,
2013).
Care partners of those living with dementia are at risk of poorer physical and
psychological health, social and financial pressures and poorer quality of life
(WHO, 2012). Timely and appropriate information provision enables the care
partner to support the person living with dementia to live well (WHO, 2018b) and
through increasing the care partner’s skills and knowledge, stress and perceived
burden can be reduced (Brodaty & Donkin, 2009; WHO, 2017).

1.3 The policy context
1.3.1 A growing demand.
The number of people diagnosed with dementia worldwide was estimated to
be 50 million in 2018, and the numbers are expected to more than triple to an
estimated 152 million by 2050 (WHO, 2019). These figures only include those
given a formal diagnosis of dementia and it is estimated worldwide only a quarter of
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people who meet the DSM 5 diagnostic criteria for dementia have received a formal
diagnosis (Prince et al., 2015).
In New Zealand in 2016, 62,287 people (1.3% of the population) had a
diagnosis of dementia, and this is expected to triple to 170,212 (2.9%) by 2050
(Alzheimers New Zealand & Deloitte, 2017). This increase is due mainly to the
percentage of people aged over 65 increasing from 15% of the New Zealand
population in 2016 to 21–26% in 2043 (MacPherson, 2016). The number of people
diagnosed with dementia is set to increase in those who identify with Asian, Māori
and Pacific Island ethnicity; it is predicted that the number of people diagnosed with
dementia who identify as Māori will increase from 5.1% (3178) in 2016 to 8.0%
(10,679) in 2038 (Alzheimers New Zealand & Deloitte, 2017), as the number of
Māori aged over 65 is predicted to double (Dyall, 2014). Dementia impacts many
people and, in 2017, Alzheimers New Zealand conducted a survey of the general
public to explore the understanding and awareness of dementia. This research found
that 87% of respondents knew or had known someone with dementia, and 56% had
been involved in the care or support of someone living with dementia (Alzheimers
New Zealand, 2017a).
In 2015, the global economic cost of dementia was reported to be US$818
billion (1.1% of GDP), with the majority of costs being informal carers (40%) and
social care (40%) rather than medical costs (20%) (Prince et al., 2015; WHO, 2019).
It is difficult to compare New Zealand expenditure to the global figures due to
differing health funding systems around the globe. However, in New Zealand, the
cost of meeting the needs of those with dementia are significant. The estimated
national cost of dementia rose by over 80% in the five years from 2011 to 2016 due
to increased prevalence and rising costs, with the most significant cost being aged
residential care, which accounts for 76.9% of the health system expenditure
(Alzheimers New Zealand & Deloitte, 2017). This significant expenditure results
from many people living with dementia at the later stages of the continuum, needing
formal care in an aged residential care facility due to increases in dependency
(Prince et al., 2013). It has been suggested that this financial burden can be reduced
by adopting a more community-focused model of care where people living with
dementia are supported to remain living in their own homes (Alzheimers New
Zealand & Deloitte, 2017; MOH, 2013)
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1.3.2 Dementia strategies.
Dementia has enormous impacts on the person, their family and society in
general and the number of people with dementia is set to increase. Therefore, there
have been international recommendations for the implementation of dementia plans,
which include the provision of appropriate information, support and services to help
improve quality of life for those living with dementia and to support those caring for
them (Barbarino, Lynch, Bliss, Dabas, & Alzheimer’s Disease International [ADI],
2019; MOH, 2013; WHO, 2017).
In 2001, the World Health Organisation identified that most countries were
ill-prepared to meet the needs of this growing population and led calls for formal
policy planning to address these needs (WHO, 2001). Alzheimer’s Disease
International (ADI) has also promoted the awareness of dementia as an international
health priority and has produced annual World Alzheimer reports, since 2009, to
provide evidence-based information (Prince & Jackson, 2009; Prince et al., 2011).
The World Health Organisation and ADI joined together in 2012 to strongly urge
that all countries acknowledge dementia as a health priority and develop dementia
strategies (WHO, 2012). Dementia strategies, also known as dementia plans or
dementia frameworks, are used to guide policy and legislation and provide
guidelines and standards for agencies working with people with dementia and their
care partners (WHO, 2018a). It is recommended that each country establish its
deficits, needs and gaps in its service provision, as each country has specific cultural
needs and diversity (WHO, 2018a). To date, however, only 31 national dementia
strategies have been implemented worldwide including only 26 out of the 193 WHO
member countries (Barbarino et al., 2019).
New Zealand does not have a national dementia strategy or plan (Barbarino
et al., 2019); however, the “New Zealand Framework for Dementia Care” [the
framework] was published by the Ministry of Health in 2013 (MOH, 2013). This
document was informed by an advisory group representing District Health Boards,
the National Dementia Cooperative (an organisation whose members represent all
sectors involved in providing dementia care) and representatives from primary care
(MOH, 2013). The framework aims to provide recommendations for good practice
for District Health Boards and health and social support providers, and to guide
development and provision of services to enable people with dementia to live well.
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In contrast to the dementia plans in the UK and Australia, the framework has no
governmental legal mandate or financial commitment (Barbarino et al., 2019;
WHO, 2018a).
In 2017, a document was produced to incorporate the guidelines from the
framework (MOH, 2013) and the Healthy Ageing Strategy (MOH, 2016) into a
shared New Zealand South Island model of care for all dementia service providers
(public, private and non-governmental organisations) across the five New Zealand
South Island District Health Boards (Kerr, Heyward, Large, & Croucher, 2017). The
aim of this New Zealand South Island dementia strategy was to facilitate personcentred care to enable people to live well with dementia, through the provision of
good quality, evidence-based practice throughout the dementia continuum (Kerr et
al., 2017).
1.3.3 Policy and information needs.
Meeting people’s information needs is an integral part of the framework’s
recommendations (MOH, 2013). The framework highlighted the importance of
ensuring that a person-centred approach is used in all aspects of dementia care,
including providing information. Person-centred care means ensuring trust and
respect and the appreciation of the person as an individual and of their worth
(Kitwood, 1997). The framework explicitly recognises that it is vital to meet the
person with dementia’s information needs so that they can make informed decisions
about their care and treatment (MOH, 2013). It also recognises that it is essential to
meet the care partners’ information needs to enable the care partner to support the
person with dementia to continue to live at home and to help the carer manage their
carer stress (MOH, 2013). The framework recommends that all information should
be accessible, evidence-based, in a variety of formats and appropriate for differing
cultural needs.
New Zealand’s South Island dementia strategy (Kerr et al., 2017), also
identified that it is crucial to meet the information needs of people with dementia
and their care partners throughout the dementia continuum and endorsed the
recommendations for health navigators to achieve this. This document states that
healthcare professionals should ensure they develop a good relationship with people
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living with dementia and their care partners so they can provide information based
on individual requirements to reduce barriers (Kerr et al., 2017).
People with dementia have also been identified as a priority population in
the New Zealand Ministry of Health’s healthy ageing strategy (2016). The
importance of meeting the information needs of people with dementia and their care
partners was again highlighted in this document. The strategy identified that
people’s information needs and levels of health literacy varies and recommended
that each District Health Board identify and understand their populations’ level of
health literacy to provide information that is accessible to all (MOH, 2014).
1.3.4 Local context.
The Memory Clinic is a specialist service within the CDHB in New Zealand
that aims to provide a comprehensive assessment of those experiencing a mild
degree of cognitive and functional change, to provide early diagnosis and to provide
information and referral to appropriate community support. The framework (MOH,
2013) guides the current practice at the Memory Clinic, and information provision
is a fundamental part of the researcher’s role.
The researcher is a Registered Nurse at this Memory Clinic, and her role is to
provide assessment, diagnosis and treatment/ management plans, as part of a team,
at the mild stage of the dementia continuum to people recently diagnosed with
dementia and their care partners. Information is given verbally and in printed form
at the point of diagnosis to the person living with dementia and their care partner.
Information given includes the type of dementia, symptoms management,
prognosis, treatment and services and supports available to them now or in the
future. The printed information is from national and local dementia organisations,
and all verbal and printed information is evidence-based and current.
Addressing information needs has been identified in many key international
and national guidelines as a way of improving the quality of life and reducing stress
for the person living with dementia and their care partner (MOH, 2013; Prince et al.,
2011; WHO, 2012). However, there has been little research evidence about specific
information needs to guide best practice, especially from the perspective of people
living with dementia at the mild stage of the dementia continuum (Harland, Bath,
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Wainwright, & Seymour, 2017). The researcher identified that information needs
are an important topic to research and to gain further information on, to increase
understanding of the most effective and beneficial way of imparting information to
people living with dementia and their care partners. There has also been little
research involving people living with dementia from a New Zealand, Memory
Clinic perspective.

1.4 Research aims
The aims of this research are to explore the information needs of the person
with dementia and their care partner after receiving the diagnosis of dementia, and
to gain an understanding of their experience of obtaining verbal and printed
information at a Memory Clinic.

1.5 Structure of this thesis
This chapter has introduced the disease of dementia and the importance of
meeting information needs from a variety of perspectives: medical, social, and
policy. The aims of the study have also been outlined.
In chapter two, a narrative review of information needs of people with
dementia and their care partners will critically discuss the available literature,
identify the main topics covered, and discuss how the present study helps to fill
identified gaps in the literature.
Chapter three will describe the methodological approaches that were selected
to meet the participant population specific needs and to meet the research aims.
Chapter four will describe the methods including sampling, recruitment, data
collection and data analysis that were selected for the current research.
Chapter five will provide the thematic analysis findings from the semistructured interviews and the three themes identified.
In Chapter six, a discussion and critical analysis of the findings from the
current research in relation to the previous research will be presented. Conclusions
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will be made, and recommendations for future practice will be documented. The
strengths and limitations of the current study and recommendations for future
research will be stated, and final conclusions presented.

1.6 Summary of chapter one
Dementia is incurable and progressive, resulting in increased disability and
dependency. It pervasively impacts on those with dementia and their care partners,
and it will affect an increasing number of people (MOH, 2016). The medical, social,
and policy contexts of dementia share a common impetus to identify and meet the
information needs of those living with dementia and their care partners, to reduce
distress, enhance planning, and help tailor appropriate services to ensure that people
with dementia can live well. Meeting information needs is an integral part of
meeting the World Health Organisation vision for
a world in which … people with dementia and their carers live well and
receive the care and support they need to fulfil their potential with dignity,
respect, autonomy and equality. (WHO, 2017, p 4).

Key messages of chapter one
• Dementia is a progressive syndrome that involves cognitive and functional decline
and increased dependency. People living with dementia are at risk of uncertainty
and lower self-esteem, which may be mitigated by providing information to enable
them to make decisions about their life.
•

Dementia has a positive and negative impact on care partners, and it is essential to
address their information needs to reduce stress.

•

Access to health information is a fundamental human right, and it is essential that
healthcare professionals assess for information needs.

•

To address and reduce the negative impact dementia has on people living with
dementia and their care partners, the WHO has encouraged countries to make
dementia a priority and to create dementia strategies at a local level. Meeting the
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information needs of people with dementia and of their care partners is an essential
part of the New Zealand Framework for Dementia Care.
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Chapter two
A narrative review of the current literature

As chapter one outlined, meeting the information needs both of people with
dementia and of their care partners, has been identified as having the potential to
improve quality of life (MOH, 2013; WHO, 2017). Despite the recognised
importance of information needs, there has been limited research on this topic,
especially respect to with people living with dementia. This second chapter presents
a narrative review of the current literature about the experience of people with mildstage dementia and their care partners in relation to their information needs. This
chapter will outline the literature search and limitations of the literature base before
discussing the three main topics identified in the current literature: firstly, face-toface with healthcare professionals as the preferred source of information; secondly,
the value of other information sources; and thirdly, the desire for information on
current concerns.

2.1 Limitations of selected studies
A literature search revealed that there has been little research focusing
specifically on the information needs of people with dementia and their care
partners at the mild stage of the continuum. Across the studies, there were various
aims, methodologies and healthcare models, and many of the findings were
generalised rather than specific and in-depth. The range of research methods,
cultural differences and generalised content led to little coherence of findings and
made drawing conclusions difficult.
It is essential to consider both the care partner and the person with dementia
when addressing information needs (MOH, 2013; WHO, 2018a), as they have
differing needs and perspectives (Van’t Leven et al., 2013). However, the majority
of the studies reviewed focused on the care partner rather than the person with
dementia. There was only one study found that focused solely on people with
dementia’s information needs (Harland et al., 2017). Of the five other studies that
included participants living with dementia, it was often difficult to establish whether
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the viewpoint raised was that of the care partner or the person with dementia, and
the majority of the quotations were from care partners.
The information needs of care partners and people with dementia also
change through the dementia continuum (Forbes et al., 2012; Hirakawa, Kuzuya,
Enoki, & Uemura, 2011); however, in many of the research papers reviewed, it was
challenging to identify the stage of the dementia continuum due to a lack of clarity
when documenting findings. This lack of clarity might be due to the ambiguity in
identifying the symptoms at the different stages of the dementia continuum
(Alzheimer’s Association, n.d.; Alzheimers New Zealand & Deloitte, 2017).
A limitation of all the research studies selected was that participants were
recruited from within a support system (for example, local dementia organisation or
Memory Clinic) or participants actively sought to be involved in the research. These
samples are not representative of care partners and people living with dementia who
are not linked into any service or support and would not present an accurate
reflection of the information needs of all care partners and people living with
dementia. It is important to identify the information needs of those who are not
linked into any services or support as care partners are more likely to seek
information if they are coping with the role than those who are not (Forbes et al.,
2012).
Due to these limitations, a narrative review of the literature was chosen to
synthesise the data from the varied sources (Green, Johnson, & Adams, 2006) to
gain a more comprehensive understanding of the topic of information needs. The
limitations of a narrative literature review are that not all the literature on the topic
may be included, as the selection of literature is liable to author bias and may not be
easily replicable (Ferrari, 2015).

2.2 Searching the literature
A review of the literature was conducted using electronic databases
CINAHL, Ovid and Google Scholar using a combination of words relevant to this
study (see Appendix A) to minimise the limitations of undertaking a narrative
review. Assistance from the university librarian was also sought. Inclusion criteria
21

for this study were research studies that were printed in English published between
2007 and 2019, to ensure that the research was current. As there is limited New
Zealand research on the information needs of people with dementia and their care
partners (Jorgensen, Parsons, Jacobs, & Arksey, 2010), international literature that
was relevant to the New Zealand context was included. Preference was given to
research that had been peer-reviewed, although one non-peer-reviewed study
(DiZazzo-Miller, Pociask, & Samuel, 2013) was included due to the relevance to
the topic. Literature was included if the primary focus was exploring the
information needs of people living with dementia and their care partners, and the
participants included people living with mild-stage dementia. Studies were excluded
if the topic was not relevant to the current study’s aims or had a broader focus such
as unmet needs, receiving a diagnosis of dementia or evaluations of service
provision. The research papers selected were reviewed using Cronin, Ryan, and
Coughlan’s (2008) PQRS (preview, question, read and summarise) system to ensure
relevance to the research question and validity. As there was limited literature
relevant to the topic, other literature was accessed through snowballing and from
relevant systematic reviews of unmet needs. An overview of the relevant literature
selected, including author/year and country, information on the topics covered,
recruitment methods and number of participants is documented in Appendix B.

2.3 Main topics identified in the literature
There are four facets of health literacy identified in a person meeting an
information need: the ability to seek out the information they need, the ability to
understand the information acquired, the ability to relate the information to their
circumstances and, finally, the ability to use this information to meet their need
(Consortium Health Literacy Project European et al., 2012). It is therefore difficult
to generalise information needs as they vary depending on the person’s health
literacy and also the individual’s circumstances and personality (Ormandy, 2011).
Despite these complexities, three main topics were identified amongst the small
amount of research on the information needs of people with dementia and their care
partner: 1) Preferences for face-to-face information from healthcare professionals;
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2) use of other information sources; and 3) information content. Each is discussed in
turn below.

2.4 Preferences for face-to-face information from healthcare
professionals
2.4.1 Care partners views.
In the majority of the studies reviewed, care partners identified that their
principal and preferred source of information was a healthcare professional (Abley
et al., 2013; DiZazzo-Miller et al., 2013; Forbes et al., 2012; Hirakawa et al., 2011;
Karlsson et al., 2015; Killen et al., 2016; Peterson, Hahn, Lee, Madison, & Atri,
2016; Robinson et al., 2009). The term healthcare professional was used in this
study to include the variety of disciplines providing information within primary and
secondary care settings mentioned by the participants in the studies reviewed. The
term physician was used in four studies (DiZazzo-Miller et al., 2013; Forbes et al.,
2012; Hirakawa et al., 2011; Karlsson et al., 2015). In Robinson et al.’s (2009)
study, the healthcare professional was a general practitioner and in Killen et al.
(2016), the description was “medical staff.” Psychiatrists were only mentioned in
two studies, Abley et al. (2013) and DiZazzo-Miller et al. (2013). In the latter, study
psychiatrists were identified as least useful in the mild stage, but the researchers did
not elaborate why this was the case when physicians were identified as most
valuable. Healthcare professionals, other than physicians, were also indicated as a
significant source of information provision. In Killen et al.’s (2016) web-based
survey, participants reported that they received information from psychologists,
nurses and other healthcare sources, including Memory Clinic staff and social
workers. In Hirakawa et al.’s., (2011) survey, participants also identified nurses as a
source of information. The involvement of different healthcare professionals might
be due to the common practice of working in multidisciplinary teams.
Several reasons were raised as to why healthcare professionals were the
principal and preferred source of information in the mild stage. Healthcare
professionals were identified as knowledgeable and experienced experts in the field
of dementia (Forbes et al., 2012; Karlsson et al., 2015; Killen et al., 2016; Robinson
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et al., 2009) and were therefore identified as the most credible and trusted source of
information (Hirakawa et al., 2011; Peterson et al., 2016). At the mild stages of the
dementia continuum through the assessment and diagnosis process, healthcare
professionals may often have the most contact with the person with dementia and
their care partner. Although the diagnostic process varies between different
countries’ health systems, the identification of healthcare professionals as a
principal source of information is realistic.
It was interesting to note that the research indicated that the needs and desire
to seek information from healthcare professionals lessened as dementia progressed.
In DiZazzo et al.’s (2013) study, 90% of care partners of those in the mild stage
wanted information from healthcare professionals, whereas 83% of late-stage care
partners identified physicians as being the least valuable source of information. It
has been suggested that this might be due to the care partner having access to
alternative, more accessible sources of information, such as non-governmental
organisations (NGOs) and care partners might over time become more
knowledgeable about dementia (Forbes et al., 2012).
The majority of the studies reviewed strongly indicated that care partners
wanted more information from healthcare professionals (Abley et al., 2013; Forbes
et al., 2012; Hirakawa et al., 2011; Iribarren et al., 2019; Karlsson et al., 2015;
Killen et al., 2016; Lai & Chung, 2007; Peterson et al., 2016; Robinson et al., 2009).
There were four studies that explored this further and participants indicated that the
information they were given was inadequate (Abley et al., 2013; Lai & Chung,
2007), not useful (Peterson et al., 2016) or non-existent in the response of 49% of
care partners and people with dementia questioned by Killen et al. (2016). However,
Killen et al.’s (2016) study did not ask how long ago the diagnosis was given and
might indicate that people did not remember the event clearly. Several reasons were
identified as to why care partners reported a lack of information while their partner
had mild-stage dementia. The main reason identified by care partners was that the
healthcare professional lacked time or was too busy to provide the information
required (Abley et al., 2013; Karlsson et al., 2015; Peterson et al., 2016), or they
lacked sufficient knowledge themselves (Peterson et al., 2016). Another potential
barrier for gaining sufficient information by the care partners was that they lacked
knowledge about the symptoms of dementia and, as they did not know what
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information they needed, they did not know the questions to ask (DiZazzo-Miller et
al., 2013; Peterson et al., 2016). Others did not want to impose on the healthcare
professionals’ time (Forbes et al., 2012).
DiZazzo-Miller et al. (2013) was the only study where the majority (six out
of seven) of the participants expressed that they were given too much information
from healthcare professionals, which was unhelpful and overwhelming. In Forbes et
al.’s (2012) research, some care partners were not interested in obtaining
information about dementia due to denial or stigma or wanting information only
when a need arose.
The healthcare professional having a positive approach to providing
information was identified as essential to care partners in the mild stage (DiZazzoMiller et al., 2013) and unfortunately the impact of a negative attitude from a
healthcare professional on the care partners was mentioned frequently in the
literature. The preferences and barriers expressed in the literature are reflective of
Brooker and Latham’s (2016) person-centred “VIPS framework”. The acronym
VIPS represents V = Valuing people who are living with dementia and their care
partners, I = accepting that people with dementia are individuals and have
individual needs, P = viewing the world from the perspective of the person living
with dementia, and S = recognising the importance of the positive social
relationships and interactions of people living with dementia. Each element is
discussed below.
Values people – Several studies highlighted the importance that care partners
placed on feeling valued and respected by their healthcare professionals.
Participants wanted their concerns listened to, and their questions answered
honestly (Abley et al., 2013; Karlsson et al., 2015; Robinson et al., 2009). Many of
the care partners felt that they were not respected (DiZazzo-Miller et al., 2013; Lai
& Chung, 2007) and several of Robinson et al.’s (2009) care partner participants
expressed their frustration and changed their general practitioners to get the
information they required or sourced information independently.
Individual’s needs – To meet individual needs the healthcare professionals
need to identify the individual needs of the care partner and provide the information
content that they require, in the quantity and time that suits them best (Abley et al.,
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2013; Karlsson et al., 2015). Understanding individual information needs is vital at
the mild stage of the dementia continuum, as the care partners have more diverse
experiences and needs at this stage compared to the later stage of the dementia
continuum (DiZazzo-Miller et al., 2013).
Perspective of the person – Care partners identified that it is essential for
healthcare professionals to not only listen to their concerns but respect and value
their lived experiences, as the experts of their lives and situation (Karlsson et al.,
2015). Care partners want healthcare professionals to be empathetic and
understanding of their perspective (Karlsson et al., 2015), but, unfortunately, this
was not the experience for many (DiZazzo-Miller et al., 2013; Robinson et al.,
2009).
Supportive social environment – Care partners want healthcare professionals
to develop a committed, collaborative relationship with them based on trust (Forbes
et al., 2012; Karlsson et al., 2015). This relationship is essential to enable the care
partner to feel that the healthcare professionals are approachable and to feel
comfortable asking questions (Forbes et al., 2012). Care partners wanted to be
included in the care planning, and want information given as a dyad (Karlsson et al.,
2015), as care partners support the person living with dementia and provide the
majority of care as dementia progresses (Iribarren et al., 2019; Lai & Chung, 2007).
It is important to provide the care partners with clear information to be able to
support the person living with dementia with decision-making (Abley et al., 2013).
Many care partners indicated that they felt that healthcare professionals were
dismissive of their concerns (Robinson et al., 2009) and felt they were not respected
or listened to (Robinson et al., 2009).
The attitude of the healthcare professionals was identified as more of a
barrier in the mild stages of dementia than in the later stages (DiZazzo-Miller et al.,
2013), which might be due to the care partner’s higher expectations and the need for
more information at the point of diagnosis. The healthcare professional’s attitude
impacted on how willing and able the care partner was to seek information, through
all information sources, throughout the remainder of the dementia continuum
(Robinson et al., 2009).
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2.4.2 Views of people with dementia.
Across the studies reviewed, all the participants living with dementia
received their diagnosis and information from a healthcare professional (Abley et
al., 2013; DiZazzo-Miller et al., 2013; Forbes et al., 2012; Harland et al., 2017).
However, there is limited information on whether this was the preferred source of
information for people living with dementia.
The information needs of people living with dementia vary, depending in
part on their acceptance of their diagnosis. Harland et al. (2017) identified that the
difference in information needs depended on the person’s level of acceptance of
their diagnosis. Their participants fell into three distinct categories:
1.

Those that put the information to one side due to denial

2.

Those who are coming to terms with their diagnosis and require information
over time

3.

Those who have accepted their diagnosis and find that information gives them
a feeling of control.
Interestingly, the majority of people diagnosed with dementia in two of the

studies (Forbes et al., 2012; Harland et al., 2017) were identified as passive
information seekers because of denial or because they felt that additional
information would not change their situation or help them make sense of their
diagnosis. Some of the participants in Forbes et al.’s (2012) research did not want
information for fear of the stigma of a diagnosis of dementia or the fear of losing
independence. Many were reliant on their care partner for information, and this can
make care partners feel isolated (Forbes et al., 2012).
A smaller number of people living with dementia in Abley et al.’s (2013)
and Harland et al.’s (2017) studies were struggling to accept their diagnoses and
wanted more specific information from healthcare professionals to help them cope
and make sense of their diagnoses. They wanted the information to be given over
time (Abley et al., 2013), and they wanted the flexibility to be able to seek
information when needed (Harland et al., 2017). Abley et al. (2013) emphasise that
healthcare professionals need to provide information in a person-centred way, be
patient, honest and provide jargon-free, clear information, as this is essential for
27

autonomy and enables people living with dementia to be able to make informed
decisions about their future. It was also highlighted that many people living with
dementia did not know what information they needed or what questions to ask and
were reliant on their care partner or the healthcare professional to anticipate this
need (Abley et al., 2013; Forbes et al., 2012).
Some of the people living with dementia, primarily those who sought their
diagnosis, were accepting of their diagnosis, as they found relief in knowing the
cause of their symptoms. This group wanted more information (Karlsson et al.,
2015), as they found the information given to them reassuring and helped them feel
in control (Harland et al., 2017).
As the desire for information varies more in people living with dementia
than care partners, it is vital that healthcare professionals ensure that the person
living with dementia is included and involved in their care and decisions (Karlsson
et al., 2015). Early diagnosis is essential to enable the person living with dementia
to express their preferences and wishes (Forbes et al., 2012) and this should
continue throughout the dementia continuum (Abley et al., 2013).
2.4.3 Summary of preferences for face-to-face information from
healthcare professionals.
Healthcare professionals are the primary and preferred source of information
for care partners at the point of diagnosis and in the mild stages because of their
perceived knowledge and expertise. However, healthcare professionals were a less
valuable source of information as dementia progressed; the care partners become
more expert themselves and more able to seek other, accessible information sources,
or because there was no regular contact with their healthcare professional. The
information given at the mild stage was often perceived as inadequate, and care
partners wanted more information. The attitude of the healthcare professional and
the means of delivery of information are both crucial as they impact on how the care
partner seeks information throughout the rest of the dementia continuum.
The information needs of people living with dementia are more variable than
care partners, and many people living with dementia are passive recipients of
information; however, those who are more accepting of their diagnosis want more
information to help them make sense of their diagnosis and to feel in control.
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Therefore, it is essential that healthcare professionals identify and meet individual
information needs of people living with dementia in collaboration with their care
partner.

2.5 Other sources of information
Although healthcare professionals are the care partners’ primary and
preferred source of information at the mild stage of the dementia continuum, other
sources of information such as support groups, family and friends, printed material
and web-based sources have been identified as having some value.
2.5.1 Support/ education groups.
2.5.1.1. Care partners’ views.
Some care partners identified that education and support groups were a
valuable method of gaining information in the mild stage and were mentioned by
care partners in nine of the studies (Abley et al., 2013; DiZazzo-Miller et al., 2013;
Forbes et al., 2012; Hirakawa et al., 2011; Karlsson et al., 2015; Killen et al., 2016;
Lai & Chung, 2007; Robinson et al., 2009; Werner et al., 2017); however, it is
difficult to identify whether the group’s purpose was to provide information or
emotional and social support. Local dementia organisations and other voluntary
groups were the most widely used (DiZazzo-Miller et al., 2013; Forbes et al., 2012;
Hirakawa et al., 2011; Killen et al., 2016; Robinson et al., 2009). Training
workshops (Karlsson et al., 2015; Lai & Chung, 2007), memory groups (Abley et
al., 2013) and support groups (DiZazzo-Miller et al., 2013; Lai & Chung, 2007;
Werner et al., 2017) were also mentioned.
Groups were found to be useful by many of the care partners who attended
them (Abley et al., 2013; DiZazzo-Miller et al., 2013; Forbes et al., 2012) and were
the primary source of face-to-face information giving (30%) in Lai and Chung’s
(2007) survey. Groups provided additional, face-to-face oral and printed
information (Abley et al., 2013) and care partners were able to learn from others in
similar situations and to prepare them for their current and future caring role
(Forbes et al., 2012; Killen et al., 2016).
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Groups were not well utilised by care partners across all of the studies with
only 0.6% of participants in Hirakawa et al.’s (2011) survey and 9% of participants
in Killen et al.’s (2016) survey using them. It was not made clear as to whether this
low use was a choice or whether the groups were not available or not easily
accessible. Some care partners identified personal and practical barriers to groups as
a source of information. Some care partners, especially at the mild stage, identified
that they had difficulty accepting the diagnosis due to the stigma they faced (Forbes
et al., 2012; Killen et al., 2016) or found it difficult to accept the caregiver role
(Peterson et al., 2016) and this made them reluctant to attend groups. Others
identified that they would find it difficult at the mild stage to hear about the future
from those at the later stage of the continuum or comparing with others their ability
to cope with caregiving and with managing difficult symptoms (Forbes et al., 2012;
Killen et al., 2016). Other participants in Killen et al.’s (2016) study reported that
their reluctance to attend group meetings was due to a fear of speaking with others
they did not know. Practical barriers of not being able to attend included the
distance to travel to the groups, the times of the groups being inconvenient and
finding the time to attend (DiZazzo-Miller et al., 2013; Killen et al., 2016; Werner
et al., 2017).
2.5.1.2 Views of people with dementia.
Some people with dementia identified support groups to be a useful source
of information and support, as they shared similar experiences and felt free from
judgement; however, groups were only mentioned in two studies (Abley et al.,
2013; Harland et al., 2017). Abley et al.’s (2013) participants had completed a
memory group at their Memory Clinic, and those in Harland et al.’s (2017) study
had yet to start their Memory Clinic group. Harland et al. (2017) identified that
people who had accepted their diagnosis were more open to attending support
groups to gain new information. Those that had attended memory groups had found
them useful to learn more information and strategies to manage their memory loss
symptoms with others who were going through similar experiences (Abley et al.,
2013). The participants who felt more in control and accepting of their diagnosis
expressed that it would be reassuring to share similar experiences in an environment
that they perceived was safe from stigma and judgement (Harland et al., 2017).
Meeting with others also helped reduce the stigma and normalise their diagnosis,
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and some found reassurance that they were not experiencing this alone (Abley et al.,
2013). Those living with dementia who had not accepted their diagnosis indicated
that they felt that attending a support group would be a waste of time (Harland et al.,
2017).
2.5.2 Family and friends.
2.5.2.1 Care partners’ views.
Overall, care partners, in the mild stage, identified family and friends as a
useful source of information, especially if those people worked in health or were
going through similar experiences. Four studies identified family and friends as a
source of support and information (DiZazzo-Miller et al., 2013; Forbes et al., 2012;
Hirakawa et al., 2011; Lai & Chung, 2007). In three of those studies, family and
friends were identified as a useful source of information; although in Lai and
Chung’s (2007) study, only a small number of care partners (16%) mentioned
family and friends as a source of information. None of these research papers
specified whether the participants identified family and friends as predominantly an
information resource or for emotional and practical support. Only one study (Forbes
et al., 2012) explored why using friends and family as a source of information was
useful, and their participants identified that they trusted the knowledge of friends
who were healthcare professionals or those going through similar experiences to
gain information to help with future decision-making.
2.5.2.2 Views of people with dementia.
In general, the literature reviewed suggests that the views of people living
with dementia vary; some are reliant on their family for information, and others do
not want their family to know. In both Forbes et al.’s (2012) and Harland et al.’s
(2017) studies there was variation as to whether participants with dementia found
their family a useful information source. Some of the participants with dementia in
Forbes et al.’s (2012) study expressed that family were useful as they were reliant
on family members for information. Some of the participants in Harland et al.’s
(2017) study also expressed a willingness to gain information from family and
friends that they trusted, from those who have had previous personal experience of
caring for someone with dementia or were themselves living with dementia. Others
did not want to obtain any information from any source, as they did not think it was
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relevant (Forbes et al., 2012) or indicated a reluctance to discuss with anyone other
than close family, due to the perceived stigma of the diagnosis, anosognosia or
denial (Harland et al., 2017).
2.5.3 Printed information.
2.5.3.1 Care partners’ views.
Overall, printed information was identified as useful for future use by some
care partners, especially if English was their second language or if the dementia was
a more unusual type. Printed information was identified to be a useful source of
information in many studies (Abley et al., 2013; Forbes et al., 2012; Hirakawa et al.,
2011; Killen et al., 2016; Lai & Chung, 2007; Peterson et al., 2016; Robinson et al.,
2009), but there was limited information on reasons why this format of information
was useful. Some care partners indicated that printed information was beneficial to
plan and prepare for the future (Robinson et al., 2009), although not all care partners
wanted to do so (Forbes et al., 2012). Other care partners, for whom English was a
second language, indicated that verbal or printed information about dementia would
be useful in their language to refer back to and to be able to process the information
at their own pace (Peterson et al., 2016). Printed information was identified in two
studies as useful for those diagnosed with types of dementia other than Alzheimer’s
disease, as there is less information available (Abley et al., 2013; Killen et al.,
2016).
Some care partners were concerned about the credibility of printed
information and wanted it endorsed by their healthcare professional (Peterson et al.,
2016; Forbes et al., 2012), and 81% of Peterson et al.’s (2016) participants expected
this endorsement. Not all care partners wanted printed information and some
specifically identified this source of information as unhelpful as it was excessive
and overwhelming (Abley et al., 2013) or not available when needed (Robinson et
al., 2009).
2.5.3.2 Views of people with dementia.
Overall, people with dementia generally did not find printed information
relevant, although a few found the printed information helpful to refer to. Both
Forbes et al. (2012) and Harland et al. (2017) reported that many participants with
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dementia found printed information was not applicable to their situation or not
individualised and did not answer their questions. However, a few participants
living with dementia in Abley et al.’s (2013) and Harland et al.’s (2017) studies
stated they had read the printed information given to them and had found it useful to
try to help them make sense of their diagnosis. Harland et al. (2017) found that a
few of the participants with dementia, particularly those who had accepted their
diagnosis, found printed information reassuring and used it to refer to and to discuss
their diagnosis with family and friends.
2.5.4 Web-based sources.
2.5.4.1 Care partners views.
Web-based sources are utilised less by care partners at the mild stage for
information on dementia, which might be due to website characteristics and
personal barriers. Care partners indicated that they had used web-based sources to
obtain information in the mild stages in six of the studies reviewed (DiZazzo-Miller
et al., 2013; Forbes et al., 2012; Hirakawa et al., 2011; Lai & Chung, 2007; Peterson
et al., 2016; Werner et al., 2017). Web-based sources are useful for information as
they are accessible; however, the majority of care partners focused on specific
website characteristics and personal aspects as barriers to obtaining information
from this source. Care partners described finding the information they needed from
web-based sources as frustrating (DiZazzo-Miller et al., 2013; Peterson et al., 2016;
Werner et al., 2017) because the websites were not user-friendly (DiZazzo-Miller et
al., 2013) and not able to provide the specific information needed (Peterson et al.,
2016; Werner et al., 2017). Some care partners indicated that they would prefer a
single, reputable site to obtain information from (DiZazzo-Miller et al., 2013). Care
partners were also concerned about the accuracy and validity of the information
provided and wanted healthcare professional endorsement (Peterson et al., 2016).
Some care partners identified themselves as barriers to getting the information they
need from web-based sources. Some felt they lacked the necessary computer skills
to be able to easily access the information they needed (DiZazzo-Miller et al., 2013;
Lai & Chung, 2007; Werner et al., 2017) or they did not understand the appropriate
medical terminology to use and the appropriate keywords to search with (Abley et
al., 2013; DiZazzo-Miller et al., 2013; Peterson et al., 2016; Werner et al., 2017).
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It was also interesting to note that care partners found web-based sources to
be a more useful source of information in the later stages of the dementia continuum
(Forbes et al., 2012), with 14% of mild-, 67% of moderate- and 100% of late-stage
care partners using web-based sources for information on dementia in DiZazzoMiller et al.’s (2013) study. No reason was documented, but this may be due to the
care partners having less face-to-face contact with healthcare professionals or due to
time restraints.
2.5.4.2 Views of people with dementia.
No information was given in the studies reviewed as to whether people with
dementia used or found web-based sources useful as a source of information about
dementia.
2.5.5 Summary of other information sources.
Groups, family and friends, printed material and web-based sources of
information were identified as useful for some care partners but not all, and this was
dependent on the acceptance of the diagnosis of dementia and the relevance, trust in
accuracy and accessibility of the information source. These sources of information
were found to be useful by people living with dementia who were accepting of their
diagnosis. Groups and family and friends were identified as useful for some people
living with dementia; however, others did not want people to know about the
diagnosis due to the stigma they felt. Most participants with dementia indicated that
they did not find printed information relevant, although those who did find it
relevant found it helpful to refer to. There was no current research found as to
whether people with dementia used web-based sources to obtain information or its
usefulness as a source of information. Aside from face-to-face with healthcare
professionals, these information sources are a more accessible way of meeting
information needs but are reliant on the care partner or person with dementia
knowing what information they want and where to access it. Denial and stigma were
identified as barriers to accessing information by both care partners and those living
with dementia.
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2.6 Information content
Overall the literature suggests that care partners often wanted information on
current concerns, such as dementia type, treatment options, and managing current
mild-stage cognitive symptoms. Many also wanted more information for future
planning on prognosis, later symptoms and managing care stress.
2.6.1 Information on current concerns.
2.6.1.1 Care partners’ views.
Across studies, care partners for people living with the mild stage of the
dementia continuum wanted to obtain more information on dementia type, treatment
options and current symptom management to help them support the person living
with dementia.
Fifty-five percent of care partners in Peterson et al.’s (2016) and 90% in
Killen et al.’s (2016) studies wanted more information on the type of dementia their
partner had been diagnosed with. An undisclosed number of participants in Abley et
al.’s (2013) study also highlighted the need for more information on dementia type;
this was identified as especially important if the person had been diagnosed with an
unusual type of dementia (Abley et al., 2013; Killen et al., 2016).
In several studies, care partners of people living with mild-stage dementia
wanted to know more about the treatment of dementia (DiZazzo-Miller et al., 2013;
Forbes et al., 2012; Hirakawa et al., 2011; Killen et al., 2016; Peterson et al., 2016).
Some care partners indicated that they had wanted information on available
pharmacological treatment but were not given any information (Forbes et al., 2012).
Information on pharmacological treatment was also wanted by 55.5% of care
partners in Peterson et al.’s (2016) study and 79% in Killen et al.’s (2016) research;
however, it was unclear whether this was new information or to supplement
information already given. Some care partners in DiZazzo-Miller et al.’s (2013)
study reported that they did receive information about the treatment options
available, but it was insufficient, and they needed more information and guidance as
to what the best option would be. Information on treatment was also wanted by 39%
of the participants in Hirakawa et al.’s (2011) survey, but the authors did not
indicate what type of treatment.
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Many care partners of people living with mild-stage dementia wanted
information on cognitive and psychiatric changes. Three studies mentioned the need
for information on managing and supporting a person with dementia with cognitive
changes, and this is not surprising as, in the mild stage, cognitive changes can be the
most predominant symptom, particularly in Alzheimer’s dementia (Alzheimers New
Zealand & Deloitte, 2017). A high number of participants in Killen et al.’s (2016)
survey (75%) wanted more information about managing memory problems, and a
third of participants in Peterson et al.’s (2016) research indicated that it is important
for care partners to know about cognitive changes and memory loss. In Steiner,
Pierce and Salvador’s (2016) survey, the cognitive changes identified were more
specific, and most care partners (91%) wanted more information about managing
forgetfulness/ confusion and 61% desired information on managing repetitive
questions/actions.
Psychiatric symptoms were also identified as essential to know about in the
mild stages, as changes in mood, motivation and anxiety are common (American
Psychiatric Association, 2013). Seventy-four percent of participants in Peterson et
al.’s (2016) study and 67% of those in Killen et al.’s (2016) identified the
importance of learning about identifying and managing changes in mood and
apathy. Surprisingly, information on hallucinations was also identified as an
information need in two of the studies, by 42% of respondents in Steiner et al.’s
(2016) survey and 96% in Killen et al.’s (2016). However, Killen et al. (2016) were
surveying those with a dementia with Lewy bodies (DLB) diagnosis where
hallucinations are a prevalent symptom in the mild stages. Steiner et al. (2016) did
not indicate which stage of the dementia continuum that the care partners were at or
which diagnosis the responses came from. Many of Killen et al.’s (2016)
participants also mentioned needing information on anxiety (77%), which is also a
symptom at the mild stage of DLB.
Care partners in three studies (Abley et al., 2013; DiZazzo-Miller et al.,
2013; Forbes et al., 2012) stated that they were given insufficient information on
competency, particularly regarding finances and driving safety (Forbes et al., 2012).
This is important to address at the mild stage, to plan and prepare for the future as
difficulties with decision-making and executive functioning become more of an
issue as dementia progresses.
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2.6.1.2 Views of people with dementia.
The studies reviewed found that some participants with dementia wanted to
know more about their diagnosis, how to slow the progression, and how to live with
dementia, while others did not.
Abley et al. (2013), Harland et al. (2017) and Karlsson et al. (2015) all stated
that some participants with dementia indicated that they wanted more information
about their diagnosis. Some people living with dementia also wanted to know how
to live well and manage the symptoms of dementia that they were experiencing
(Karlsson et al., 2015). Some wanted practical information, including how to slow
down the progression of their dementia (Forbes et al., 2012), and information on
brain health (Harland et al., 2017). Some participants identified that they wanted
information on how to help them manage the loss of independence with respect to
finances and driving (Forbes et al., 2012). Many people living with dementia did not
want to know any additional information as they did not think it was relevant to
their situation (Harland et al., 2017).
2.6.2 Information on future concerns.
2.6.2.1 Care partners’ views.
Across studies, some care partners indicated that they wanted more
information in the mild stage on prognosis, including managing changed behaviour
symptoms and the services and support available to enable them to plan for the
future. However, not all care partners were interested in knowing any information to
prepare for the future, as some care partners wanted to live in the present and some
were in denial and did not feel that this information was relevant (DiZazzo-Miller et
al., 2013).
Care partners in two studies indicated that they wanted more information on
the likely progression of dementia (Hirakawa et al., 2011; Iribarren et al., 2019).
Many care partners wanted more information on changed behaviour over the
dementia continuum—74% in Peterson et al. (2016) and 50% in Steiner et al.
(2016)—so they were aware of what symptoms to look for, had strategies to manage
changed behaviours and knew whom to ask for help in the future. Forty-eight
percent of care partners in Lai and Chung’s (2007) survey also had concerns about
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not having the necessary skills or knowledge to manage changed behaviours. The
behaviour changes that concerned care partners the most were agitation (75%) in
Killen et al. (2016) and combative behaviours (40%) in DiZazzo-Miller et al. (2013)
and (39%) in Steiner et al. (2016), and less so (7%) for care partners in Lai and
Chung’s (2007) survey. Getting lost (five out of twenty-seven participants) was also
identified as a concern by some care partners in Peterson et al.’s (2016) study. It is
interesting that these concerns were identified as the behavioural changes that
society associated with dementia. Knowing about changed behaviours is important
for many care partners in the mild stage and 40% of moderate-stage care partners
stated that they wished they have been given information about changed behaviours
in the mild stage (DiZazzo-Miller et al., 2013).
Care partners in the mild stage were concerned that they lacked the
information and skills to care for their person living with dementia and wanted more
information (Hirakawa et al., 2011; Iribarren et al., 2019). This included
information on supporting the person living with dementia with activities of daily
living (DiZazzo-Miller et al., 2013). Community and institutional services might be
required later in the dementia continuum to support care partners to provide care
and activities of daily living. Many care partners were unsure as to what services
were available, with 62% in Lai and Chung’s (2007) survey and 37 % in Hirakawa
et al.’s (2011) survey wanting more information about the home/ community
services that were available. The lower rate in Hirakawa et al.’s (2011) survey
might be because many of those participants had case managers and were receiving
services. The need for information on the services and support available for the
future was also mentioned consistently throughout the qualitative literature (Abley
et al., 2013; DiZazzo-Miller et al., 2013; Forbes et al., 2012; Karlsson et al., 2015;
Lai & Chung, 2007; Robinson et al., 2009). There were few mentions for
information on specific services, but this is to be expected as many care partners did
not know what services were available, as services are not often needed in the mild
stage. However, the need for information on respite was mentioned by care partners
in DiZazzo-Miller et al.’s (2013) and Karlsson et al.’s (2015) studies. Institutional
care was mentioned in only two studies: 39% of participants in Hirakawa et al.’s
study (2011) and some care partners in DiZazzo-Miller et al.’s (2013) study wanted
information on this topic. Care partners wanted practical information, as well as
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information on the services available, and wanted information on how to access
services (Lai & Chung, 2007; Robinson et al. 2009) and the costs involved (Lai &
Chung, 2007).
Many care partners expressed their frustration in obtaining information on
services at the mild stage (DiZazzo-Miller et al., 2013; Robinson et al., 2009),
which should not occur, as it is vital that care partners have easy access to
information on services at all stages of the dementia continuum (Karlsson et al.,
2015).
2.6.2.2 Views of people with dementia.
Harland et al. (2017) was the only study found that explored the views of
people living with dementia on gaining information on dementia progression and
prognosis. Most people living with dementia in this study were not interested in
knowing about how their dementia would progress, as many felt that it would not
help them deal with their diagnosis or that it was not relevant to their situation.
2.6.3 Managing carer stress.
Although the main consensus from the care partners interviewed was the
need for information to help the person with dementia, some care partners identified
the need for information on managing their own carer stress. Carer stress was not
identified as a strong need in the mild stages of the dementia continuum but was
identified as the person’s level of dependency increased and there were more
behavioural and psychological symptoms of dementia evident.
Managing carer stress was identified as an information need in three of the
quantitative studies reviewed (Hirakawa et al., 2011; Lai & Chung, 2007; Steiner et
al., 2016), but it was difficult to identify which stage of the dementia continuum the
participants identified with. Care partners indicated that they wanted more
information on stress management: 58% in Steiner et al.’s (2016) survey and 41.3%
in Hirakawa et al.’s (2011) survey. In Steiner et al.’s (2016) survey, 39% of care
partners wanted more information to help manage their own emotions. Managing
stress was identified as a problem less often in Lai and Chung’s (2007) survey with
only 15% of care partners reporting that they found caregiving stressful. Two
studies identified that care partners wanted more information on the impact
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dementia has on the family and the care partner and the changing role, with 32% of
respondents in Hirakawa et al.’s (2011) survey and 42% in Steiner et al.’s (2016)
survey identifying this need.
2.6.4 Information content summary.
Most care partners in the literature reviewed wanted more information than
was given. At the mild stage of the dementia continuum care partners indicated that
they wanted more information on the concerns that they were currently facing and
the potential future concerns. Many care partners wanted more information on the
type of dementia and the pharmacological treatments available to help manage
symptoms. They also wanted more information on how to manage the common
cognitive and psychiatric symptoms in the mild stage of dementia. Care partners
also wanted more information to help support the person living with dementia in
their health and their day to day functioning, including driving and managing
financial affairs. Care partners, in the current literature, also wanted to know more
about the progression of dementia and the potential changes in behaviour as
dementia progresses, to be prepared and to know when to ask for help. Practical
aspects, including activities of daily living and services available to help them in
their caregiving role, were also identified as information needs. There was less in
the literature reviewed on managing carer stress as, although this topic has been
extensively researched, few care partners identified this as an information need.
There was very little data on the information content needs of people living
with dementia who are active information seekers. People living with dementia did
not indicate in the current literature that they wanted to gain any information about
prognosis or future planning, but wanted information on managing their current
symptoms, living well and coping with the loss of independence.

2.7 Rationale: Implications for the present study
The current literature highlights the importance that care partners place on
getting the information they need from a credible source. Therefore, it is essential
that healthcare professionals provide information or assist them in sourcing the
information that meets their individual needs, in a timely manner. It is vital for those
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who work with this population group to proactively help them meet their
information needs.
Through reviewing the limited current literature on this important topic of
information needs, it was identified that there is limited international research on the
experience and information needs of care partners of those living with dementia and
who are not involved in support groups. There is minimal research exploring the
experiences and information needs of people living with dementia. There has been
little research done internationally focusing on the population served by Memory
Clinics (Abley et al., 2013) and none has been done on the information needs of this
specific population in New Zealand.
Therefore, this current study aimed to explore the information needs of the
person with dementia and their care partner post-diagnosis and their experience of
obtaining verbal and printed information at a Memory Clinic.
This study fills a gap in the wider literature on the experience of people with
dementia and their care partners in regard to their information needs and makes
recommendations for best practice for the CDHB Memory Clinic.

2.8 Summary of chapter two
A narrative review was undertaken to explore the limited research on the
information needs of care partners and people with dementia. Three main topics
were identified within the literature: 1) the preference for face-to-face contact with
healthcare professionals; 2) the use of other information sources; and 3) information
content. Most care partners at the mild stage wanted more individualised
information, especially on current concerns and information to plan for the future.
They want information given in a person-centred way, by an expert healthcare
professional. This initial experience will have an impact on how information is
sourced throughout the continuum. Many care partners are open to other sources of
information if they are accessible, easy to use and credible. Many people living with
dementia are passive information seekers and are reliant on their care partners for
information. Those who are active information seekers want relevant, clear
information from healthcare professionals to help understand their diagnosis and
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help them live well. In the studies reviewed, people with dementia tended to be
more concerned about the present rather than the future. To enable people with
dementia and their care partners to get information that is relevant and what they
want, it is essential that healthcare professionals are aware of individual information
needs to guide the information giving experience.

Key messages of chapter two
•

Most care partners prefer to obtain information from healthcare professionals
in the mild stages, but other sources of information are also important to some
care partners.

•

It is not just the content of the information provided that impacts on care
partners, but also the perceived attitude of the healthcare professional.

•

Information needs of care partners and people with dementia are individual,
influenced by whether the person is an active information seeker, accepts the
diagnosis, and wishes to think about the future.

42

Chapter Three
Methodological Approach
This chapter explains the theory behind the research methods that were
implemented, and the rationale for deciding what and whom to study; which
research tradition to work within; and relational and ethical concerns. This chapter
also presents why using a qualitative Appreciative Inquiry (AI) process was the
most appropriate methodology to meet the study’s aim of exploring the information
needs of the person with dementia and their care partner post-diagnosis and their
experience of obtaining verbal and printed information at a Memory Clinic. This
methodology is flexible for this specific population group, reflects the principles of
person-centred care and can be used to identify and direct change (Preskill &
Catsambas, 2006).

3.1 What to study
Within chapter one it was identified that it is paramount to provide
appropriate information for people with dementia and their care partners to improve
quality of life and to enable them to live well (MOH, 2013; WHO, 2012). Chapter
two identified that minimal research focuses on this topic and, to address this
knowledge gap and enable the development of appropriate strategies and services, it
is pertinent to identify from those living with dementia and their care partners what
their information needs are (Abley et al., 2013; Caine, 2014; Iribarren et al., 2019).

3.2 Whom to study?
3.2.1 Why include people with dementia?
People with dementia must be included for research to be credible, as it is a
human right for all people, whether they are living with dementia or not, to be
included in all decisions affecting their healthcare and wellbeing (Caine, 2014; DAI,
2016; Holland & Kydd, 2015; WHO, 2015). People living with a diagnosis of
dementia are not a homogenous group and have the right to have their experiences
heard and to participate as an active and equal partner in research. However, to date,
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a large proportion of research, especially involving service development, has
involved care partners and healthcare professionals rather than the person with
dementia (Higgins, 2013; Holland & Kydd, 2015). Dementia research falls into four
main categories—cause, cure, prevention and care (Patterson, 2018), and most
research funding has been allocated to cause and cure (Pickett et al., 2018).
However, there is a definite need for more research in the areas of prevention,
diagnosis, treatment, and care (WHO, 2017).
People with dementia identify that they experience stigma and
discrimination (Batsch & Mittelman, 2012) and that being actively involved in
healthcare decisions, including participating in research, reduces these feelings of
stigma, as participants feel valued, respected and empowered (Alzheimer Europe,
2011). Being involved in research can provide a sense of purpose and
productiveness (Beuscher & Grando, 2009), and a feeling of autonomy (WHO,
2015), as the person feels they have a voice (McKeown, Clarke, Ingleton, &
Repper, 2010). In a study exploring the experience of people with dementia in
choosing the care they receive, participants felt their contribution in the research
was valued and positively impacted service development (Seebohm, Barnes,
Yasmeen, Langridge, & Moreton-Prichard, 2010). Involving people with dementia
and their care partners also benefits the service providers by enabling them to
identify what is wanted and needed and what is or is not currently working in the
service (Caine, 2014; Gove et al., 2018).
The advantage of including people with dementia in research, especially
qualitative research, is that the person with dementia can offer unique knowledge of
the lived experience that care partners and healthcare professionals cannot provide
and may offer a perspective that may not have been considered by the researcher.
The views and experiences of people with dementia may also differ from those of
the care partner, so it is imperative to gain their perspective (Higgins, 2013).
Involving people with dementia also provides an increased sense of credibility in
the research and confidence in the research findings in those living with dementia
(Gove et al.,2018).
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3.2.2 Why include care partners?
It is important to include care partners in research, as they are a fundamental
element of the life of the person living with dementia and this role changes
throughout the dementia continuum (Brodaty & Donkin, 2009). Care partners
generally know the person with dementia well and act as an advocate for them as
the dementia continuum progresses (WHO, 2017). Care partners also, as identified
in the current literature, are often the person with dementia’s primary source of
information (Forbes et al., 2012; Harland et al., 2017). Including care partners can
be useful in enabling the person living with dementia to access the information on
research studies and to decide whether to participate, especially if the person living
with dementia is at the mild to moderate stage of dementia, where many decisions
are collaborative between the person living with dementia and the care partner who
they trust (Black, Wechsler, & Fogarty, 2013). Although many people living with
dementia and their care partners have a collaborative, dyadic relationship, they are
individuals with differing needs and experiences; therefore, it is vital to include in
research the experiences of both people living with dementia and their care partners
(Fazio, Pace, Maslow, Zimmerman, & Kallmyer, 2018).

3.3 What Methodological approach: Why qualitative?
When conducting research, it is imperative to select the most appropriate
methodology to answer the specific research question or to meet the research aims
(Schneider, Elliott, LoBoindo-Wood, & Haber, 2003), as this provides a theoretical
framework to guide the research method process, including sampling, data
collection and analysis (Finlay, 2006). The methodology chosen must also be
appropriate to the philosophy of the researcher and for the chosen participant
population group (Finlay, 2006). The three main methodologies used in research are
quantitative, qualitative, and mixed methods approach (Tariq & Woodman, 2013).
Quantitative research methodology is seen by some as the gold standard in health
research, as the methods enable the researcher to prove or disprove a hypothesis or
measure outcomes, through objective numerical and statistical data, and, as this
method provides reliability, validity and generalisability, it can be transferred to a
larger population over many settings (Schneider et al., 2003; Tariq & Woodman,
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2013). In comparison qualitative research methodology is used to obtain subjective
data, on individual human experiences within the study participants’ natural setting,
to establish themes or patterns (Bradley, Curry, & Devers, 2007; Isaacs, 2014). This
methodology involves active collaboration, often through narratives and other
interactions, between the participants and the researcher (Papathanasiou, Sklavou, &
Kourkouta, 2013; Potter & Frisch, 2007).
A qualitative methodology was chosen for this study as it aligns well to the
nursing philosophy of holistic and person-centred care and is useful in guiding
nursing knowledge and practice in areas where there is limited research (Hall, 2006;
Potter & Frisch, 2007). It is also favoured by nursing researchers, as inductive and
interpretive reasoning are essential skills used in nursing practice and are skills
required in qualitative research to obtain and analyse data (Brookes, 2007; Hall,
2006). Qualitative research is also useful in nursing for policy and practice
development and to review service development, as it focuses on the individual
perspective and interpretation by the service user (Caine, 2014; Hall, 2006; Tariq &
Woodman, 2013).
Additionally, a qualitative research methodology is a useful approach when
involving people with dementia in research, as it is vital to use a person-centred
approach in all aspects of dementia care (MOH, 2013) that is flexible to meet the
needs of the person with dementia and their care partner (McKeown et al., 2010). It
is essential for researchers to learn about and understand the individual experiences
and interpretations of people living with dementia (WHO, 2015) and this is
especially true for the topic of this study, as every individual has a preference as to
how much, in what medium and what information they need (Sharp, 2010). This
active collaboration between the participants and the researcher also aligns with the
central philosophy and practice of the Memory Clinic to provide holistic and
person-centred care within the assessment, diagnosis and management and
information giving process, as identified by the framework (MOH, 2013).
A potential limitation of using qualitative research methodology is difficulty
reproducing the study. Clear aims, a specific philosophical framework and precise
methods and analysis were identified before commencing the interviews, to improve
rigour and to provide transparency and repeatability and reduce ambiguity (Al46

Buscudi, 2008; Brooke, 2007). A quantitative design was not seen as an appropriate
methodology to meet this study’s aims, as the research methods are less flexible,
less intuitive and less inclusive, and can create a barrier for people with dementia to
be involved in research (Caine, 2014; McKeown et al., 2010).

3.4 What research tradition to use: Why Appreciative Inquiry?
Differing theoretical philosophies and frameworks underpin qualitative
research (Bradley et al., 2007) and the most appropriate theoretical framework
identified to meet this study’s research aim and to address the ethical considerations
was determined to be Appreciative Inquiry (AI).
Dementia research over the years has changed to include the voices of
people living with dementia and seeing them as being the experts of their world
(Eley, 2016; WHO, 2015). Narratives are important in helping individuals make
sense of an experience. As the owner of their narrative (Al-Busaidi, 2008; Preskill
& Catsambas, 2006; Whitney & Trosten Bloom, 2010) people living with dementia
have the sense of feeling involved, being empowered and having autonomy (WHO,
2015). As AI encourages participation, it is an ideal methodology to use in research
with people with dementia, as it shifts the balance of power away from the
researcher and places emphasis on the participant as the expert (Brown,
Kandirikirira & Scottish Recovery Network, 2008). The relational and collaborative
process of AI enables the research participants to feel they are appreciated and are
contributing to change (Trajkovski, Schmied, Vickers, & Jackson, 2013; Zandee,
2014). Additionally, AI focuses on the fact that there is no right or wrong answer
(Hennesy & Hughes, 2014), which is beneficial for participants who have shortterm memory difficulties and have difficulty remembering the exact experience but
can reflect on their emotional response (Preskill & Catsambas, 2006; Reed, 2007).
Appreciative inquiry aligns with the Memory Clinic’s philosophy of
enabling people with dementia to think positively about the present and the future
and to “live well” by providing the information that they need (MOH 2013; WHO,
2012). The philosophy of living well with dementia was central to the current study,
and the person with dementia and their care partner were able to focus positively on
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the present (Batsch & Mittelman, 2012; WHO, 2012) and participants were
encouraged that their input would provide positive changes for the people who
access the Memory Clinic service in the future.
The AI principles provided an opportunity for all who were involved in the
Memory Clinic process, both people with dementia and their care partners, to
participate and reflect on their experience. People with dementia have the right to be
heard and have a say in the services that they use, and using AI enabled them to
have a voice, as it is about “conversations that matter” (Whitney & Trosten-Bloom,
2010, p. 74). AI approaches encourage participants to be involved and promotes
inclusiveness by validating experiences non-judgementally (Preskill & Catsambas,
2006; Reed, 2007). This reduces the communication and cognitive barriers for
people living with dementia, enabling the participant with dementia to express their
emotions about the experience without fear of being unable to recall the exact
details of the experience (Beuscher & Grando, 2009). AI provides a theoretical
framework where people with dementia can contribute to service development, as it
provides an environment of mutual respect and trust. Those who participate can feel
valued and capable as they have provided valuable contributions to the research and
find the interview experience positive and meaningful (Caine, 2014; Gove et al.,
2018; Higgins, 2013).
AI has been used widely in health research, especially in mental health, as it
focuses on the uniqueness of the individual’s experience in a safe, non-threatening
or judgemental way and encourages mutual collaboration and partnership between
the participants and the researcher (Hennessy & Hughes, 2014). This is important
for research with people living with dementia and their care partners as there is
much stigma associated with dementia (Batsch & Mittelman, 2012). AI uses
narratives to explore the participants’ individual experiences and realities and
acknowledges them as the expert of their world (Preskill & Catsambas, 2006).
AI was initially developed as an organisational change philosophy in 1987
by Cooperrider and Srivastva and was devised to be strengths- rather than problemfocused (Reed, 2007). This approach is ideal to use as a qualitative research
methodological framework as AI philosophy believes knowledge is constructed
through individual experiences, reflection and collaboration, through which change
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can occur (Zandee, 2014). The eight principles that guide AI research (Preskill &
Catsambas, 2006) are:
1.

The Constructivist principle – This principle acknowledges that conversations
are not static but are an evolutionary process, where individual narratives and
responses have the potential to shape and guide the interview. The process
involves a relationship, especially as the aim is to learn about and interpret
people’s experiences and conversations to construct themes and ideas (Preskill
& Catsambas, 2006; Reed, 2007).

2.

The Principles of simultaneity – This principle acknowledges that inquiry into
an experience and positive change occurs simultaneously, with change
occurring as soon as the first question is asked. Inquiry of a person’s
individual experience enables the researcher to reflect on positive change
simultaneously, and this is especially relevant to service development (Preskill
& Catsambas, 2006; Reed, 2007).

3.

The Poetic principle – This principle highlights that people continuously
narrate their individual story of an event and its place in their life story, their
past, present and future, and they focus more on the aspects that are important
to them and reflect their values (Reed, 2007).

4.

The Anticipatory principle – This principle focuses on how people think about
their future, either positively or negatively, and this will impact how they
respond to the future (Reed, 2007).

5.

The Positive principle – People are more likely to get involved with change if
they perceive it to be a positive experience. For example, when positive
questions are asked, people are more likely to engage more enthusiastically
and at a deeper level than with negative questioning (Reed, 2007).

6.

The Wholeness principle – This principle acknowledges that it is important to
be inclusive and involve everyone in the process of reflection and change
(Preskill & Catsambas, 2006).
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7.

The Enactment principle – It is essential for the person to be fully present at
the interview and to be able to envision and discuss the future in the present
moment (Preskill & Catsambas, 2006).

8.

The Free choice principle – This principle is that people are more likely to
contribute to change if they have a choice of how and what to contribute
(Preskill & Catsambas, 2006).
The Appreciative Inquiry process starts with identifying a topic of

importance, and this guides the 4D cycle of Discover, Dreaming, Designing and
Delivery (figure 1) (Whitney & Trosten Bloom, 2010).

Figure 1. Adapted from the Appreciative Inquiry 4-D Cycle (Whitney & TrostenBloom, 2010, p. 6).
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3.5 Relational and ethical considerations
3.5.1 How to gather data: Why empathetic interviews?
For this current study, it was decided that it was appropriate to conduct
individual interviews to give participants privacy to talk about the experience of
receiving a diagnosis of dementia. Their experience was deeply personal and lifechanging and many potential participants, particularly those with dementia, may
have been reluctant to share with others in a focus group.
Although AI focuses on the positives, negatives are not dismissed as being
unimportant. Although there is not a primary focus on negative concerns, the
participant’s concerns are listened to, validated and then reframed in a way that can
be used as a positive, to reflect on and to move forward with a plan (Whitney &
Trosten Bloom, 2010). It is, therefore, crucial for the researcher to be aware and
skilled in reframing negative reactions to experiences into positive action (Reed,
2007). In this current study, the interviewers discussed and practised how they
would address, guide and acknowledge negative responses into positive action.
Being aware of negative reactions and reframing to positive action was anticipated
for this study, as being given a diagnosis of dementia typically has a negative
impact on the person and their care partner, often resulting in feelings of distress
and stigma (Batsch & Mittelman, 2012).
The WHO human rights framework (2015) recommends that the researcher
ensures that all participants and their unique experience are valued. In this study, to
keep the conversations positive, and so participants felt listened to with empathy, all
the interviews were guided by Whitney and Trosten Bloom’s (2010) six freedoms:
1.

To be known in relationship. Relationship is important for trust and to explore
experiences, especially if they are personal. In AI, the freedom of relationship
enables the participants to feel more equality, especially if there is a difference
in power (Whitney & Trosten Bloom, 2010) as there often is between the
patient and their healthcare professional.

2.

To be heard. People need to feel that they are actively listened to with
compassion and empathy and that the listener truly understands and hears their

51

narrative (WHO, 2015). The participants were encouraged, through openended questions, to tell their story.
3.

To dream in community. There is a sense of satisfaction in being part of
something bigger than oneself and in knowing that one is contributing to
helping others within the broader community (Whitney & Trosten Bloom,
2010); the participants were aware of the service development aspect of the
study.

4.

To choose to contribute. When someone chooses to contribute, they are more
actively involved and have more commitment to a project than if they feel
coerced or pressured to contribute (Whitney & Trosten Bloom, 2010).
Consent was obtained throughout the process and participants were told they
could withdraw at any time. The participants also had the freedom to decide
how much of their narrative they told the interviewers.

5.

To act with support. Although the interviews with the care partners and the
people living with dementia were conducted at the same time by separate
interviewers, all participants were given the opportunity to be interviewed
with a support person and were aware that their contribution was part of a
group rather than acting alone.

6.

To be positive. People prefer to be involved in positive change and
conversation, compared to negative ones (Whitney & Trosten Bloom, 2010)
and this is reflected within the philosophy of the Memory Clinic, the
interviewers, and within the current study, in promoting living well with
dementia.
The AI 4D principles, cycle and freedoms provided the structure for the

interviews, and the eight principles and freedoms guided the researcher enabling the
current study to be person-centred.
3.5.2. Ethical concerns: What needs to be considered when
involving people living with dementia in research?
All research, regardless of the population group, must be of minimum risk
and, although it is important not to exclude people with dementia from participating
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due to any potential risk, it is essential to ensure that the risks are minimised, and
the benefits outweigh the risks (Alzheimer Europe, 2011). People with dementia are
classified as a vulnerable population, and the ethical considerations of consent and
protection from psychological harm were considered when establishing appropriate
methods within this study. It is vital to involve people with dementia in research
especially if it relates to issues that impact their healthcare experience; however,
there has been limited research involving people with dementia compared to that of
their care partners (Corbett et al., 2012; McCabe, You & Tatangelo, 2016; von
Kutzleben et al., 2012). Researchers have been reluctant to include people with
dementia in research due to ethical considerations, such as consent and protection
from psychological harm, and the perceived difficulty of being able to access valid
data, due to the participants’ cognitive impairment (Higgins, 2013; McKeown, et
al., 2010; Moule, Aveyard, & Goodman, 2017).
Traditionally, people with dementia have been excluded from research due
to concerns by researchers or by the ethics committee around capacity to consent
(Dewing, 2007). However, the Health and Disability Commissioner (1996) states
that every person in New Zealand is deemed competent to make an informed choice
and give informed consent unless the health-care professional or researcher has
“reasonable grounds” to presume otherwise. A diagnosis of dementia is not an
absolute indicator that the person lacks the capacity to give informed consent,
although this ability does diminish as the disease progresses (Higgins, 2013;
McKeown et al., 2010). Capacity assessments in research are often based on
cognitive test scores (Hegde & Ellajosyula, 2016), and proxy consent has been
requested in place of consent in those participants beyond the early stages of
dementia (Dewing, 2007; Higgins, 2013; McKeown et al., 2010). The disadvantage
of proxy consent is that the care partner or Enduring Power of Attorney may or may
not act on behalf of the person with dementia in regard to their wishes, wants or
values, and may disempower them; the person with dementia may have the capacity
to consent if the information is presented in a way that is understood (McKeown et
al., 2010).
There are alternative consent/ assent/ non-objection methods that can be
presented to ethics committees that will still safeguard the person with dementia and
ensure that they can participate in research with minimal risks to the participants
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(Dewing, 2007; McKeown et al., 2010). The lack of research involving people with
dementia may also be due to paternalistic gatekeepers such as ethics committees,
other healthcare professionals and care partners, emphasising that those with
dementia need to be protected from the research process without balancing this with
the right to be involved (McKeown et al., 2010). In protecting this population,
people with dementia are often not aware of the research available. In qualitative
research methods, such as interviews, the risk is reduced as consent/ assent can be
regularly assessed (Dewing, 2007). It is essential to involve people who know them
well, such as their family and care partner (McKeown et al., 2010) to identify the
participant’s ability to understand the information given and whether this ability
fluctuates (Dewing, 2007).
It is crucial to ensure that research is non-maleficent to the participants. The
risk of psychological harm was minimal in this study and the main risk identified
was the potential to re-experience unpleasant past emotions from the assessment
and diagnostic process and becoming tearful, distressed or angry. Using an AI
approach minimised these risks as the focus was on generating constructive ideas
for the future rather than dwelling on past negative experiences or problems (Reed,
2007). There was a risk of accidental disclosure of a diagnosis that may not have
been disclosed to the person with dementia, have been forgotten by the person with
dementia, or the person with dementia has chosen not to use due to societal stigma.
To reduce these risks some researchers have chosen to avoid the term dementia,
deciding to use the term “memory loss” (Higgins, 2013); however, not using the
term dementia increases the stigma of the disease and may be a deception by
omission (Higgins, 2013). All people who receive a diagnosis of dementia at the
Memory Clinic have been informed of their diagnosis unless they request otherwise.
It was important, to reduce the risk of accidental disclosure, that the lead
interviewer and the independent interviewer were experienced nursing clinicians
who worked at a skilled capacity with people with dementia and their care partners,
and had the skills and strategies to reduce the negative emotions and meet the needs
of the individual.
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3.6 Involving Māori in dementia research
All people have an equal right to be involved in research; however, people
of different ethnic groups are poorly represented in all types of health research
(Alzheimer Europe, 2011). Māori need to be involved in research to improve health
outcomes (Health Research Council of New Zealand [HRC], 2010), as they face a
health disparity, which is reflected in the lower number of Māori patients attending
the Memory Clinic (approximately 2-3 a year) compared to the Māori demographic
of 8% living in Canterbury (Statistics New Zealand, 2013a). This underrepresentation may be due to Māori being less likely to be referred to specialist
services and beliefs that many symptoms of dementia are a normal part of the
ageing process (Dyall, 2014). Dementia is a health issue that affects Māori due to
the increasing numbers of older Māori and, as a population, they have a higher rate
of risk factors for dementia such as head injury and depression (MOH, 2013). In
order to increase numbers of those from different ethnic groups in research, it is
essential to use a methodology that would encourage participation (Alzheimer
Europe, 2011). The methodology of AI is appropriate for Māori as it is a holistic
approach using narratives to collect data through face-to-face interviews, which is
meaningful to older Māori (Hudson, Pūtaiora Writing Group, & Health Research
Council of New Zealand, 2012). It would be an advantage for Māori to be heard in
research, especially as the current study aims were to lead to identifying and
providing appropriate information (HRC, 2010). Careful consideration was given to
ensuring the risks to Māori participants were addressed (see Appendix C), however,
even after identifying Māori as a target population for this research, no Māori
participants met the inclusion criteria, and none were involved in the current study.

3.7 Summary of chapter three
A qualitative research methodology with an AI framework was selected as
the most appropriate methodology to guide the methods for this study, as it is a
person-centred approach, which is essential for involving people with dementia in
research and is appropriate to meet this study’s research aims. The next chapter will
discuss how this methodology has guided sampling, recruitment, data collection and
data analysis.
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Key messages of chapter three
•

A qualitative approach was selected as it met the researcher’s aims to explore
the human experience in a collaborative, holistic and person-centred way.

•

Appreciative inquiry was chosen as the most appropriate theoretical
framework as it is strength-focused and identifies that knowledge is
constructed through individual experiences.

•

These methodological approaches were identified as beneficial for research
with people living with dementia as they reduce the risk of the negative
experience and explore emotion rather than factual narrative.

•

People with dementia have often been excluded from research, but it is their
right to be included.
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Chapter four
Methods

In the previous chapter, it was identified that a qualitative methodology
using an Appreciative Inquiry (AI) approach was the most appropriate research
design to meet the current research aims and for the proposed participant
population, as it is person-centred and enables the participant with dementia to have
their experiences heard (Higgins, 2013). This chapter will explore the methods used
in this current study, including the sampling and recruitment methods used to
identify potential participants, how the data was collected using semi-structured
interviews and the methods used to analyse the data gathered.

4.1 Ethical approval
Ethical approval was granted from the University of Otago Ethics
Committee (Health), with Māori consultation through the University of Otago, and
the CDHB locality authorisation was also completed. No part of the research study
was commenced until ethics approval was granted (Appendix D).

4.2 Sampling methods
Strategic and purposive sampling was used to meet the aims of this current
study. Purposive sampling is commonly used in qualitative research (Moule et al.,
2017) and in AI (Reed, 2007) to specifically identify a population that may share a
collective experience or health problem, to enable the researcher to obtain relevant
and rich data to meet their research aim (Isaac, 2014; Polit & Beck, 2018).
A sampling frame (figure 2) was developed for this study to establish
eligibility (Moule et al., 2017). Sampling frames improve validity, consistency and
transparency to reduce potential risk and ethical concerns (Velasco, 2010) such as
obtaining consent and avoiding distress to the participants, which were paramount
to address for this study’s vulnerable population group.
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4.2.1 Sample frame.

Figure 2. Sample frame, where bold type = inclusion criteria and non-bold type =
exclusion criteria.
4.2.2 Inclusion/ Exclusion criteria.
The selection of potential participants for this study commenced by
obtaining the list generated for audit procedures by the Memory Clinic
administrator of all those assessed at the Memory Clinic between 1 January and 31
December 2016. This list was reduced by using the inclusion and exclusion criteria
identified before recruitment (see Appendix E).
As the Memory Clinic predominantly diagnoses people with dementia at the
early stage of the disease, a participant with dementia was more likely to be able to
consent to the research process and recall their experience within a 12-18 month
post-diagnosis period timeframe. It was decided not to ask people living with
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dementia and their care partner about the information they received at the Memory
Clinic on the day of diagnosis or directly after as, although the experience would
have been easier to recall, the researcher did not want to risk causing more distress
at this emotionally difficult time. Within this study, it was important to be as
inclusive as possible, and therefore the lower age limit of 50 years was selected as it
was reflective of the age of many of the Memory Clinic patients who are aged under
65. From this sample, it was decided not to include those with whom the lead
researcher had an active clinical role, as there is a potential for the participant to see
a conflicting role of researcher versus healthcare professional. It is vital for
researchers to gain a sample that is truly representative of a population; however,
marginalised groups, such as those for whom English is a second language, are
often excluded due to difficulties perceived with time and money due to the need of
interpreters (Moule et al., 2017; Velasco, 2010), as was unfortunately the case in
this study. From this initial population, the administrator manually checked and
excluded all those who had been assessed within this time, but did not receive a
diagnosis of dementia, did not speak fluent English or were current patients at the
Memory Clinic.
Further inclusion and exclusion criteria were applied at the recruitment stage
and the interview stage. The use of the inclusion/ exclusion criteria throughout the
recruitment process was to address the ethical concerns of consent and to reduce the
risk to the participants. It was decided to exclude potential participants that had an
activated Enduring Power of Attorney, as this may indicate that obtaining informed
consent would be more difficult. The decision to exclude those with any psychotic
symptoms was made to protect the participants and to ensure that the participants
were able to consent, as the intent of the interview was not to cause distress. At the
Memory Clinic, some patients have a mental health diagnosis as well as a dementia
diagnosis and these patients experience periods of remission from their intermittent
and transient psychosis. Psychosis can also occur in Lewy body dementia, the later
stages of many types of dementia and with a delirium (Brendel & Stern, 2005). If
there was any doubt that the participants may be at risk identified from the
inclusion/ exclusion criteria, they were excluded from the current study.
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4.2.3 Sample size.
The decision on the sample size was based on the research aims, the
methodology chosen, and resources available (O’Reilly & Parker, 2013; Sargeant,
2012). In qualitative research, smaller sample sizes are recruited compared with
quantitative research (Moule et al., 2017), but the sample size should be large
enough to be able to adequately explore the experience and provide rich data, but
not so large that themes are over repeated (O’Reilly & Parker, 2013). Although
ethics committees require an indication of sample size, there are no specific sample
size calculations for qualitative research (Sargeant, 2012); however, many studies
indicate between 12-26 people are an acceptable number, especially if they are a
homogenous group (Guest, Bunce, & Johnson, 2006; Isaac, 2014).
The initial proposal was that the sample size for this study was six dyads
consisting of the person with dementia and their care partner, with the potential of
increasing up to a maximum of fifteen dyads or until saturation occurred; however,
saturation was reached with the data obtained from six dyads. Thematic saturation
occurs when there are no new themes identified or new patterns emerging (Moule et
al., 2017; Sargeant, 2012).

4.3 The recruitment process
It is recommended that healthcare professional researchers do not recruit
their patients for research, to avoid a potential for recruitment bias and to ensure
that the potential participants do not feel coerced or pressured to participate (HaySmith, Brown, Anderson, & Treharne, 2016; Isaac, 2014; Pickering & Anderson,
2012). To reduce the risk of recruitment bias, an independent recruiter, the
administrator of the Memory Clinic, was involved in the recruitment process for the
current study and the lead researcher did not have any contact with participants until
verbal consent was obtained. The independent recruiter identified thirty-six
potential dyad participants who met the initial inclusion/ exclusion criteria.
Potential participant dyads were allocated a number, and the research
randomizer website was used by the recruiter to select six numbers to reduce
recruitment bias (Moule et al., 2017). The recruiter had signed a CDHB
confidentiality agreement. The recruiter used the CDHB patient administration
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system, which does not include any health records to ensure confidentiality, to
establish the contact details of the potential participants with dementia and to ensure
that they had not died or moved out of the locale.
Each randomly selected person with dementia and their care partner were
contacted by the recruiter by telephone, using a recruitment script (see Appendix F),
to establish interest and eligibility and to invite them to participate in the study. The
recruiter was provided with the necessary skills and information, through discussion
and role-playing with the lead researcher, before commencing the recruitment, and
was provided with a recruitment script, which ensured consistency and provided all
the information required. If the potential participants with dementia and their care
partners expressed an interest in contributing to this study, eligibility was discussed,
and the recruiter provided further verbal information. Both the person with dementia
and care partner were posted an easy-to-read brochure (see Appendix G), devised
using the Office for Disability Issues easy-read guidelines (2017) and “The
Dementia Engagement and Empowerment Project (DEEP)” (2013) writing
dementia-friendly information guidelines, as well as an information sheet (see
Appendix H) and consent form (see Appendix I). It is important for potential
participants to gain information in a variety of mediums that suit them to be able to
make an informed choice (HDC, 1996). Potential participants were informed that
the interviewers were nursing clinicians they had met at the Memory Clinic and an
independent interviewer was available on request if they were uncomfortable with
the interviewers, as this might have hindered the potential participants’ willingness
to participate, especially if their experience was not a positive one (Hay-Smith et al.,
2016; Isaac, 2014).
The recruiter contacted the potential participants the following week to see if
they had received the printed information, had any further questions, and whether
they wanted to be contacted by telephone by the interviewers to arrange an
interview time. It was essential to fully inform the potential participants by
providing verbal and printed information, allowing time to discuss with others,
including family, before making the decision (Canterbury District Health Board
[CDHB], June 2015; Pickering & Anderson, 2012). The recruitment process of this
study was designed to include three telephone contacts, over two to three weeks, to
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those who had indicated in the initial telephone call that they might be willing to
participate and was repeated until six dyads had consented to participate.
4.3.1 Participants’ Demographics.
The demographic details of the randomly selected six dyads are presented in
Table 2 below.
Table 2
Participant demographics
Participants living with dementia
Gender

Age

Ethnicity

Female

2

Male

4

Under 65

1

65-75

3

75 +

2

New Zealand/

3

European

Relationship to care
partner participant

Time between
diagnosis and interview

Diagnosis

Other European

3

Partner

1

Wife

1

Husband

3

Mother

1

12-18 months

4

18-24 months

2

Alzheimer’s dementia

3

Vascular dementia

1

62

Mixed Alzheimer’s and

2

vascular dementia

Care partners
Gender

Age

Ethnicity

Female

5

Male

1

Under 65

3

65-75

1

75 +

2

New Zealand/

4

European

Relationship to
participant living with
dementia

Other European

2

Partner

1

Wife

3

Husband

1

Daughter

1

4.4 Data collection
4.4.1 Formulating the interview questions.
Semi-structured interviews are a standard data collection tool used in both
qualitative research and AI, as broad, open-ended questions can be asked to explore
experiences and attitudes (Al-Busaidi, 2008; Isaac, 2014; Preskill & Catsambas,
2006). They are more relational than other data collecting methods, such as
questionnaires, as it provides the interviewer with the ability to be more responsive
to the person’s unique experiences and the rapport formed by the interviewer and
interviewee can increase the quality and quantity of the data gained (Al-Busaidi,
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2008; Preskill & Catsambas, 2006). The disadvantages of semi-structured
interviews are that they have less rigour, the researcher has less control over the
data collected, and it requires more resources and is more time-consuming than
other data collection methods (Al-Busaidi, 2008). However, semi-structured
interviews were identified as being the most appropriate data collecting tool for this
current study to encourage dialogue, to provide the participants with the flexibility
to provide additional information, and to enable the researcher to gain a deeper
understanding of the topic and gain a new perspective (Galletta, 2013; Isaac, 2014;
Moule et al., 2017).
An interview schedule was developed (see Appendix J) to provide
consistency for the two interviewers, improve rigour and enable the research to be
repeatable (Brookes, 2007). An interview schedule was also necessary as the lead
researcher knew the participant’s history, and this may have influenced the
clarifying of questions at the interview and may have had an impact on the data
collected and the results (Hay-Smith et al., 2016). The lead researcher discussed
with her supervisors the impact on the reliability of the data of the researcher
knowing the participant’s history before devising the interview schedule and
providing training for the interviewers.
Alzheimer Europe (2011) promotes that people with dementia be involved in
all areas of research to gain the richest of data, including developing the interview
schedule (Moule et al., 2017). This was considered but, due to limited time, the
researcher devised the questions. The questions asked and the answers given
fulfilled the AI simultaneity principle, where the participants provided information
and knowledge to the interviewers, which simultaneously lead to changes in attitude
and practice, as both interviewers were nursing clinicians at the Memory Clinic
(Preskill & Catsambas, 2006).
Two separate interview schedules were devised (Appendix J), using the AI’s
4D cycles—one for the participant with a diagnosis of dementia and one for their
care partner—to accommodate the potential difficulties those with dementia may
have had with the more abstract concepts in the design and destiny phases of the AI
4D cycle (Reed, 2007; Trajkovski et al., 2013). Within the first stage (discovery),
both groups of participants were encouraged to recall their experience of how they
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came to know they or their family member had a diagnosis of dementia. Prompting
was given if the person with dementia could not remember visiting the Memory
Clinic. These initial questions were designed to relax the participants and would be
more comfortable to answer, as they were asked to give a narrative of their
experience as they perceived it (Moule et al., 2017).
The next group of questions in the dream phase focused on what worked
well with the information giving process at the Memory Clinic and what could be
done to improve this process. A positive approach was used to focus on what was
done well, as under the positive principle, positive questioning enables the
participant to engage more deeply in the interview process than would be the case
with negative questioning (Reed, 2007).
For the design phase, participants were asked to look to the future of the
Memory Clinic and how those who come to the Memory Clinic in the future might
be able to get the information they need, and the participants were encouraged to
think beyond the boundaries of current resources to make ‘wishes.’ The participants
with dementia were asked to consider one wish, whereas the care partner was
encouraged to think of more.
For the last phase (destiny), the participants were asked the more general
question of what healthcare professionals should know about giving information to
people living with dementia. This is an important question, as people with dementia
are often not asked what is important to them in service development and provision
(Alzheimer Europe, 2011; DAI, 2016).
Participants were asked to think about the information they received and
consider what was of most value in all the questions. There was an opportunity at
the end of the interview schedule for additional information to enable the
participants to add anything that was not thought of by the researcher or to provide
further information (Moule et al., 2017).
4.4.2 Preparing the interviewer.
It is important to consider that the interviewer’s age, gender, race and
previous contact with the participant can impact on the quality of the data collected
(Hay-Smith et al., 2016; Isaac, 2014). Consideration was made to reduce bias, prior
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to the interviews, to assist the interviewers to be objective and self-aware and avoid
making assumptions based on their previous clinical encounters with the
participants (Al-Busaidi, 2008; Hay-Smith et al., 2016). The lead researcher and a
second qualified nursing clinician, who was a colleague at the Memory Clinic and
had the necessary interviewing skills for this research, collected the data, as the
interviews in research are similar to clinical interviews, in that they require listening
and observation (Al-Busaidi, 2008; Isaac, 2014). An independent CDHB mental
healthcare professional, who had not had prior clinical contact with the participants
and who also had the necessary interviewing skills, was made available if the
participants felt uncomfortable talking about their experiences to the interviewers,
but they were not requested. The interviewers also acknowledged, that for
consistency, it is essential to have a similar interviewing style and perspective on
the research question (Eisikovits & Koren, 2010) and the interviewers alternated
interviewing the care partner participants and the participants with dementia. As
recommended by Turner (2010), the second and independent interviewers, before
the interviews, received training and information about the research and role-played
the interviews to become familiarised with the interview schedule and ensure
consistency. Practice using the digital tape-recording equipment was also done
before the interviews, and a contingency plan was put in place in case of equipment
failure (Moule et al., 2017).
When working with research participants with dementia and their care
partners, it is essential to have the necessary skills and knowledge for this
population to identify any risk and be able to deal with potentially distressing
situations competently (Scottish Dementia Working Group Research Sub-Group,
UK [Scottish D. W. G. R. S., & Group, U. K], 2014). Within this study, during the
interview planning stage, the interviewers considered different scenarios that may
be faced, and developed strategies and responses in preparation, for example, if the
participant with dementia was unable to answer any of the questions on the
interview schedule and became distressed. Consideration was also given to address
and reduce the risk of the participants becoming upset when talking about their
experiences of getting a diagnosis of dementia at the Memory Clinic, and this
situation did occur. As the interviewers were both experienced nursing clinicians,
they were able to offer reassurance, and the participants were able to talk through
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their experiences and reduce their negative emotions with the interviewers, and they
later reported that they had a positive experience talking with the interviewers.
The interviewers also discussed, prior to the interviews, how the
participants might provide information that they felt the interviewer wanted to hear
rather than their lived experience. This risk was reduced by focusing on how the
experience could be improved for others rather than highlighting any specific
negatives and the participants were encouraged to be honest in their responses. It
was important for the interviewers, in their nursing clinician/ researcher roles, to
establish boundaries. The interviewers used Hay-Smith et al.’s (2016) guidelines to
plan how they would address a situation involving a participant asking a clinical
question, if an unmet clinical need or information of concern was mentioned or if
the participant needed physical assistance. The interviewers addressed these
concerns by informing the participants before the interviews that the interviewers
were meeting them as researchers, and if they had any clinical questions, they
would need to be addressed using the usual channels of communication.

4.4.3 How the Interviews were conducted.
When undertaking research interviewing, especially for those with dementia,
it is vital that the environment be one of their choosing and the participant feels safe
and relaxed (Al-Busaidi, 2008; Isaac, 2014; Scottish D. W. G. R. S., & Group, U. K,
2014). The participants, in this study, were able to choose when and where the
interviews took place, with all participants choosing their own homes. Before audiorecording the semi-structured interview, there was an initial conversation with both
participants to create a relaxed environment, because when the participant has a
good relationship with the interviewer the quality of the data collected improves
(Preskill & Catsambas, 2006). The interviewers met with both participants prior to
the interviews and explained again to them both the purpose of the study, discussed
the posted printed information (including the benefits and risks of participating in
the current research) and the process of the interview (including gaining consent for
audio recording), and any answered any questions. All the information about
participating in this study was given in a way the participant could understand, as
recommended by Dewing (2007). The interviewers were aware that capacity to
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consent is based on a specific situation and includes the participants being able to
understand the situation, including the benefits and risks, and then express, without
duress, a choice as to whether to participate (Hegde & Ellajosyula, 2016). The
interviewers were experienced nurses who have worked with people with dementia
and had completed informal capacity assessments before the interviews to ensure
the safety of all the participants.
Consent was an ongoing process using Dewing’s (2007) five-stage consent
process to assist in gaining consent/ assent from people with dementia in research. It
was decided to use this consent process as it enabled the person with dementia to
make their own decisions, it minimised risk, particularly the risk of coercion, and
was able to be used with people with more advanced stages of dementia. The
disadvantages of this consent process are that it is dependent on the care partner or
healthcare professional’s initial consent at the beginning of the process, the
interviewer requires the necessary skills to identify the individual’s signs of wellbeing, and it is time-consuming. This process involved:
1.

Preparation and background. Before the interviews, the researcher contacted
the care partner to establish whether the person would be able to cope with the
research process and whether it would cause them additional risk with their
wellbeing.

2.

Establishing a basis for consent. The interviewers met with the participants to
identify if they were happy to talk and participate in the research process.

3.

Gaining initial consent. User-friendly printed information was provided, and
verbal information was given in a way that could be understood.

4.

Ongoing consent and monitoring continued throughout the research process
and interviews.

5.

The interviewers gained feedback from the participants after the interviews
and provided support when needed.
As consent was ongoing throughout the interview process, participants had

control over the information they gave and the interview length. This ensured that
all participants were aware and reminded that they could withdraw from the study at
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any time and the interview could be stopped, without the participant needing to give
a reason. Verbal and written consent were obtained and documented on a checklist
(see appendix K), and age, gender and demographic details were recorded using the
New Zealand Census ethnic group profile list (Statistics New Zealand, 2013b).
For this study, it was decided to conduct the semi-structured interviews for
the person with dementia and their care partner separately and simultaneously.
Simultaneous individual interviews have the advantage of providing the best quality
information from the participant, as they can speak freely with the interviewer about
the topic from their perspective without the influence of their dyad (Eisikovits &
Koren, 2010; Norlyk, Haahr, & Hall, 2016). This method fits with the theoretical
framework of AI by enabling positive collaboration, enabling the person with
dementia to feel fully involved in the process and is a familiar process with the
participants, as the Memory Clinic conducts simultaneous interviews as part of their
assessment process. The needs of the participants were given careful consideration,
and they were offered to have a support person with them to provide emotional
support, which was not requested (Norlyk et al., 2016; Scottish D. W. G. R. S., &
Group, U. K, 2014).
All interviews were recorded using both a digital and a tape recorder, in case
of equipment failure. It was decided to use audio-recording, as data would be
described using quotations (Moule et al., 2017). The questions asked were based
around the interview schedule, and additional questions were asked to clarify
responses. The interviewer and the participant were able to negotiate the pace and
content; the questions were not rigid and were able to be adapted to meet the needs
of the individual (Reed, 2007), which is essential for participants living with a
diagnosis of dementia. The interviewers promoted an atmosphere that
accommodated differing perspectives, where the participants felt that their
perspective was valued and where participants felt included and engaged in the
service development of the Memory Clinic (Seebohm et al., 2010; Trajkovski et al.,
2013). It was also important to reassure the participants that there were no wrong or
right answers and all their experiences were valuable, as, under the constructivist
principle, the interviewers are aware that narratives change over time to reflect the
person’s understanding of an event (Whitney & Trosten-Bloom, 2010). The
participants in this study, although encouraged to view the positives of the
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experience, were able to state the negatives, in accordance with the AI approach
(Preskill & Catsambas, 2006).
At the end of the interview, the interviewers asked the participants to
express how they found the experience and established whether a debrief was
necessary. Participants were also asked if they wanted to receive a copy of their
transcript before analysis to ensure that the information received was accurate
(Moule et al., 2017); however, none of the participants felt this was necessary.
Participants were offered a copy of the study’s findings. Interviews ranged in length
from between 14 and 31 minutes for the care partners and between 10 and 25
minutes for the people with dementia.
4.4.4 Transcription of data.
The interviews were transcribed from audio-data to written transcripts for
analysis. Although audio- or video-recording improve reliability and rigour
compared to note-taking or relying on memory (Guest, MacQueen, & Namey, 2012;
Isaac, 2014), there are disadvantages to this method (Markle, West, & Rich, 2011).
The main challenges of using transcripts for data analysis are that it is timeconsuming (Moule et al., 2017), the quality of the transcription is reliant on the
quality of the recording and the skill of the transcriber, and the written transcript
does not give an indication of the nonverbal response and observational context
(Bailey, 2008; Markle et al., 2011). Digital audio-recording equipment was chosen,
to improve the transcription process within this study, and produced clear sound
quality. The transcriber was skilled in transcribing and familiar with the study and
the subject matter, and the researcher’s supervisors reviewed the transcripts for
quality. Also, following each interview, further reflections on the information given
during the interviews, themes, observations of nonverbal cues, and emotions were
documented to aid the quality of data collected (Polit & Beck, 2018). As suggested
by Poland (2012), the interview audio-recordings were transcribed verbatim with
the transcriber documenting pauses, interruptions and laughter, and highlighting the
tone of voice and any ambiguous content. To further improve validity, participants
were offered to provide feedback on their transcript and to check to ensure accuracy
(Guest et al., 2012).
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Confidentiality was ensured throughout the interviewing and transcribing
process as the interviewers and the transcriber were bound by professional standards
of confidentiality and had signed a CDHB confidentiality agreement. A pseudonym
was allocated to each participant before transcription to ensure participant
anonymity throughout the analysis stage (Ogden, 2012) and care was taken to
remove any identifiable information including age and occupation for all comments
in the findings and discussion chapters to maintain confidentiality. All the
information gathered for this study, including the audio-recordings, is stored in a
secure computer file for ten years and accessible only to those directly involved in
this study. De-identified data may be available on request later if this study is
published.

4.5 Data analysis
Within this study, a thematic analysis framework was chosen to analyse and
organise the narrative data collected in the form of audio tapes, transcripts and field
notes (Braun & Clarke, 2006). Thematic analysis is widely used in qualitative
research as it is flexible and can be adapted to be applied to many theoretical
frameworks, including AI, to explore subjective human experiences (Nowell,
Norris, White, & Moules, 2017). As thematic analysis framework is a systematic
approach (Gale, Heath, Cameron, Rashid, & Redwood, 2013), it is a useful method
to use when there are large amounts of data, such as in semi-structured interviews
(Guest et al., 2012), and to provide more in-depth insights into complex
phenomenon (Smith & Firth, 2011).
Within this study, a combination of the analysis stages suggested in Braun
and Clarke’s (2006) framework approach and described by Gale et al., (2013) was
used to analyse the data into themes and subthemes.
Step 1. Familiarisation of the data.
The audio-recordings, verbatim transcripts and field notes were reviewed
several times and notes were made on the general themes and emotions from the
interviews. This process was important to gain a depth of understanding of what
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was said, especially as the lead researcher did not conduct all the interviews (Gale et
al., 2013).
Step 2. Initial labels/ coding.
Each transcript was read line by line with the audio-recording to gain
additional nuances, and quotations were initially identified and collated in relevance
to the AI question from the interview schedule. Each quotation was identified by a
pseudonym, line and page number so it could be easily found in the original
transcript to ensure that it was not taken out of context (including whether a specific
topic was spontaneous or prompted).
Step 3. Identifying themes.
The quotations were separated into three main themes or patterns and then
into subthemes. The data was reduced by removing quotations that were not
relevant to the study’s aim. This process can be deductive, identifying
predetermined codes, or inductive, as in the case of this study, where there was no
specific agenda and the researcher wanted to explore the participants expected and
unexpected experiences, values and emotions (Gale et al., 2013; Smith & Firth,
2011). Inductive interpretation is seen as one of the main flaws in using thematic
analysis as it is reliant on the researcher’s interpretation, which reduces the validity
of the method (Pope, May & Papay, 2007). To improve rigour and validity the lead
researcher’s two supervisors independently reviewed the data and the thematic
analysis process to ensure the credibility of interpretation (Moule et al., 2017;
Nowell et al., 2017).
It was decided to use a thematic matrix, which is a systematic system
enabling the quotations / data to be arranged in a more manageable way, by using a
single view table for each of the themes. This provides a format that enables the
researcher to more easily familiarise themselves with the data in order to interpret it
(Pope et al.,2007). This format also enabled the researcher to identify patterns and
recurring themes (Guest et al., 2012) and was useful for comparison between the
experiences identified from the participants with dementia and the care partners
(Smith & Firth, 2011).
Step 4. Reviewing the themes.
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The quotations in the matrix were reviewed in relation to the transcripts to
ensure that they were in context and to establish the strength of the quote. This
refining of the data ensured accuracy and continued to reduce the data to a more
manageable level by ensuring appropriateness (Smith & Firth, 2011).
Step 5. Labelling the themes.
This final step was to name the theme, and it was decided to use quotations,
to be more person-centred (Braun and Clarke, 2006). Words have been added to the
participants quotes to improve clarity but do not alter the intended meaning.

4.6 Summary of chapter four
This study used purposive sampling, and inclusion/ exclusion criteria were
devised to ensure that the participants were able to consent and to enable the
research to be completed with the time and resources available. Six dyads, selected
at random, comprising of people with dementia and their care partner, agreed to
participate, and data was collected using audio-recorded, simultaneous, semistructured interviews. This data was transcribed verbatim and analysed using a
thematic analysis framework to identify the three themes, which will be discussed in
the next chapter.

Key messages of chapter four
•

The methods of the current study were guided by the decision to use a
qualitative methodological approach using an Appreciative Inquiry framework.

•

Purposive sampling was used to generate a sampling frame, and then an
independent recruiter used random selection to identify potential participants.

•

Six dyads, consisting of six people living with dementia and their care partners,
were recruited.

•

Semi-structured, simultaneous interviews were conducted to enable the
participant to explore their experience and attitudes.

•

All the interviews were recorded and transcribed verbatim, and the data were
analysed using thematic analysis to identify recurring themes.
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Chapter five
Findings

This chapter identifies the findings from the current study from the semistructured interviews with six randomly selected dyads comprising of people with
dementia and their care partners who had attended the Memory Clinic in 2016.
These interviews were conducted to meet the study’s primary aim, which was to
explore the information needs of the person with dementia and their care partner
post-diagnosis and their experience of obtaining verbal and printed information at a
Memory Clinic. Demographic data collected revealed that participants diagnosed
with dementia were aged between 62 to 90, and they had all received a diagnosis of
dementia by the Memory Clinic in the previous 12-24 months. The care partner
participants comprised five spousal dyads and one mother/ daughter dyad with ages
ranging from 46 to 79 years old. All the participants identified as New Zealand/
European (7) or other European (5). Three main themes and eight subthemes were
generated through analysis of the collected data.
The first theme, “it was the way people dealt with us,” was divided into
three sub-themes: (i) “the people skills,” (ii) “I could understand what they were
saying” and (iii)“information needs to be tailored.” This theme presents the
importance for both the people living with dementia and their care partners of their
healthcare professional’s attitude while imparting information and the need for the
information to be given in a format, time, and way that suited their individual needs.
The second theme, “I find it very hard,” was also divided into three
subthemes: (i)“the partners are dealing with a heck of a lot,” (ii)“dementia has
connotations,” and (iii)“things that other people are experiencing.” The care
partner participants explored feelings of carer stress, stigma and the role of support
within this theme.
In the third theme, “Where to from here?” both care partners and people
living with dementia talked about the need for further information and support
throughout the dementia continuum. Care partners identified ongoing Memory
Clinic follow-up as one way to address this need. The two subthemes identified
were, (i) “what to expect” and (ii) “we didn’t have any follow-up.”
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5.1 Theme One: “it was the way people dealt with us”
When exploring the differences in experiences, the participants spoke of how
the positive or negative emotions of the subjective experience were determined by
the interaction with the healthcare professionals involved, as one of the care
partners, Jane, summarised:
I think it was the way people dealt with us.
Three sub-themes emerged, the first sub-theme focused on how the
participants perceived the attitude of the healthcare professional giving the
information or “people skills.” The second sub-theme focused on the
comprehensibility of the presentation, “I could understand what you were saying,”
and the third sub-theme focused on the perceived importance of acknowledging the
differences of individual information needs: “the information needs to be tailored to
the needs of the people.”
5.1.1 Subtheme one: “the people skills.”
The importance of people skills or the attitude implied by the way
information was presented was echoed by several participants and was a strong
theme in the interviews. The attitude and skills of the healthcare professional who
delivered the diagnosis were seen as playing a vital role as to whether the
experience was perceived as helpful or not. Jane, a care partner, summed this up
succinctly:
and the way it was delivered to us and what we could do… I think if you could
have had a different person delivering that news and it would have been a
different experience perhaps… or maybe didn’t have the people skills.
Both care partners and people living with dementia indicated that there were
several attitudinal attributes involved in a positive or negative emotional reaction to
the way the information was presented. Positive attitudinal attributes of respect and
dignity from the specialist and other staff were talked about as being important for
many of the care partners:
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it was handled so well… you know with dignity, and… they don’t treat them
like, you know, [like] they’re an imbecile… they’re not condescending is what
I’m trying to say (Sarah, a care partner)
The need for respect was also highlighted by Michael (a person living with
dementia) as he relayed previous experiences of frustration when not being treated
with respect by healthcare professionals. He valued the respectful attitude of the
specialist and said:
you treated me with respect … I wasn’t talked down to ... that’s most
important actually.
This need for respect was also identified by Linda, who was also living with
dementia, who described a lengthy and negative experience trying to get an
assessment of her memory difficulties. She felt that she was not respected in
knowing her own body:
I went to see my [family] doctor… and said “it’s getting worse” [her doctor
said] “Ah no you’re still alright”…anyway I final got referred to, erm to
Burwood… and the next time I went to see her I let her know, I said, “I told
you three times,” I said, “and you just didn’t believe me” … and she said to
me, “Okay I take that on board” … I know my [body] what I actually said to
her is, “I know my body better than anybody else” and she said, “Yes you
will.”
In contrast, Marie, who is living with dementia, felt that the content of the
information was more important than the healthcare professional attitude. Although
she felt “hurt” and “offended” when she received her diagnosis, she felt there was
no easy way of making the news easier for the person receiving the bad news, and it
was up to the individual to process the information as:
Well you can’t really, you can’t really make it into a sponge cake or anything
it’s it’s um it’s it’s it’s truth and you’ve got to sort of work through it, and the
only person that can do that is the person that you’re talking to.
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Anne (a care partner) also found that what she valued most of the team at the
Memory Clinic was the friendliness of the nurses, as they made her feel at ease and
wanted to know her husband as a person and treated him with respect:
I guess the friendliness of [the nurses]… you’re very good um in coming and
just making people feel at home and wanted you know, there was no clinical
coldness that you can get in some places ... it was a friendliness that you had
sort of got to know him um, and that was what we appreciated
Another care partner, Jane, mentioned the importance of having time, and
she reported that she valued:
the time, that nothing was rushed, that was another really good thing … There
was never a rush to get you out for the next patient or anything like that.
However, one care partner, Emma, stated that, although the specialist was “gentle
and kind... leading into the diagnosis,” she felt that this approach prolonged the
breaking of bad news, which she found frustrating:
I was so close to saying, “Will you just tell me what’s wrong” …. I just
wanted him to say it like ten seconds earlier.
While the dominant narrative was on the attributes that made a positive
relationship, one of the care partners, Susan, provided a very different narrative.
Susan recalled the significant stress she experienced and recounted that the
specialist who gave the diagnosis and information was, in Susan’s words, “devoid
of charm or charity.” She felt that condescending attitudinal attributes caused her to
have a negative emotional reaction to the way the information was presented:
I think perhaps we got the specialist on a bad day because he was very rude to
me, I felt … I don’t think I’ve ever been spoken to by someone who was
supposed to help me in that sort of way ever before.
She identified that her experience of gaining information from the Memory Clinic
was “dreadful” and stated that:
it was the most dreadful experience in my life, I can say that without any
hesitation. I found the whole experience very negative, and it has had a
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negative effect on our relationships with the health service ever since… I
came out that Memory Clinic feeling that we were hopeless.
The differing experiences of the care partners, particularly Susan’s,
poignantly highlights the importance of the attitude of the specialist when providing
information to people with dementia and care partners at the point of diagnosis.
Receiving a diagnosis of dementia is stressful but can be made a positive experience
depending on the healthcare professional’s attitude and the way the information is
delivered. Sarah, a care partner, stated that she felt reassured after the meeting as the
experience was determined in part by:
I thought it [the clinic appointment] was handled really really well and um I
felt a lot better after the meeting actually about the whole thing.
Another care partner, Jane, echoed this positive attitude:
So, a bad kind of situation but made pretty good by the person who was
delivering the news to you.
The perception of the social environment of the Memory Clinic also played a
role in how person-centred and responsive the interaction felt. Care partners Sarah,
Anne, and Jane, and Michael, who is living with dementia, all commented on how
they found the specialist expertise and professionalism of the clinic environment
gave them confidence, as the Memory Clinic team knew about dementia and were
used to working with younger people with dementia and their care partners. For
example:
it was comforting and reassuring to go there where this is your field of
expertise …its comforting to know that you’re going to um see somebody that
can tell you about the disease and that deals with other people all the time,
[with the] same thing… Sarah (care partner)
However, several participants felt that the experience of gaining specific
information on the type of dementia, medication, driving and prognosis at the point
of diagnosis at the Memory Clinic would have been improved if it had been less
formal and revolved around a single healthcare professional. Susan preferred more
of an individualised approach:
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so I would have liked some perhaps factual information just one on one, not
loads of folks…. A less structured meeting would have helped us better, just
really find out where we were at, what we needed to know, what support we
needed to have, where we could turn to if we really needed some extra help.
Susan (care partner)
Linda, who is living with dementia, when discussing what would be useful
when giving information to people with dementia also expressed feelings of being
overwhelmed and confused in a larger group of clinicians:
I think not too many people [clinicians] is a big thing you know, I find now
something I never had any problem with before, I get confused… if there’s too
much going on I can’t um, I can’t register it all, you know so it’s better if
there’s only one or two people…not too many around.
Emma, a care partner, also felt that with a less formal, more relaxed Memory clinic
environment, it would be more personalised, and she would be more willing to
express her emotions:
It is definitely a hospital environment…it’s almost like a distanced environment
um you you don’t really feel that you can relax and cry and do a whole lot of
venting there at least I didn’t.
5.1.2 Subtheme two: “I could understand what you were saying.”
Another frequent subtheme that emerged in the discourse of many of the care
partners and the participants with dementia was that they appreciated clear and easy
to understand information. Care partners, Sarah and Jane, felt that the information
given was explained clearly to them and the person with dementia that they were
supporting, with Jane stating:
I think it was that the way things were explained to us…. [the information
was] really kind of reasonably simple but also kind of sympathetic at the same
time.
Some of the participants living with dementia also talked about how they
valued clear explanations at the time of diagnosis at the Memory Clinic. Bob said:
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I’d say that collectively, you [the memory Clinic team] are very thorough and
overall admirably understandable by me.
Both Bob and Richard recalled the information explained by the specialist
that hardening of the arteries caused their memory loss; however, they both could
not recall being given a diagnosis of dementia. Bob and Linda expressed
appreciation that the specialist gave them a visual explanation of their diagnosis
through their brain scan.
I think the fact that I went there and and they took the the the um, I had the
scan and they looked at it and said to me “Yes it’s [dementia], you’ve
definitely got it there,” and he showed me [a] picture [of my brain] and it was
a relief in a way… so, I can understand why that [my brain] no longer worked
properly. Linda (living with dementia)
Michael, who is also living with dementia, felt that providing information in
a way that people understand made him feel respected and able to make decisions
and said:
They [the specialist] discussed [with me] and discussed what they were telling
me to make sure that I agreed and understood what they were telling me and if
I had anything to say about what they had said.
As in the past, Michael expressed that he has experienced healthcare professionals
who have talked down to him or ignored him, which caused him great frustration:
when I say talked down to, what the conversation [at the Memory Clinic] didn’t
leave me feeling like I’m just a subject, like I was in hospital [in the past] … the
doctor was showing me around, the professors and he showed all his troop
around and talking [to them] then one day I said “stop” and everybody kind of
looked at me and I said “don’t talk about me or at me, talk to me.”
5.1.3 Subtheme three: “information needs to be tailored to the
needs of the people.”
The different narratives of the participants around information and the
participants’ awareness of personal differences highlight the individuality of
people’s information needs and the importance for the specialist and the nursing
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team to identify and be flexible to these needs. This individuality was summed up
by Susan, a care partner:
I think the information needs to be ah tailored to the needs of the people… to
find out what our needs are rather than imposing information on us that were
not really ready for.
The amount of information given was discussed by both care partners and
people living with dementia. Care partners, Emma and Sarah, valued receiving
detailed information:
[The specialist] did explain a lot in depth about the disease; he does go into
good detail about it” (Sarah)
I like having information, I like knowing as much as I can even if it doesn’t
come true, I like feeling that I’ve got that, it’s sort of a power thing (Emma)
However, Emma acknowledged that not all people would want the same amount of
information acknowledging that getting a dementia diagnosis might be enough
information for one appointment, especially if it was unexpected as in their case:
but then some people might just find that being told that someone that they
love has got dementia might just be more than enough to deal with, they might
not want to know anything else
Linda, who is living with dementia, also felt that amount of information given at
diagnosis would differ with each person diagnosed with dementia, especially as her
diagnosis was a relief, rather than a shock:
I think that they, that they covered as much as they possibly could but I think
there’s only so much information that they can give you because each
person’s gonna be different, aren’t they and each people persons [is]gonna
react differently ... so it’s it’s not gonna [be an] easy task for you to give the
information that will cover [the information needs of ] everybody
All the participants were asked about the usefulness of the format of printed
information as it is the Memory Clinic’s policy to provide a letter with
individualised information and more generic handouts from non-governmental
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agencies. Opinions about whether printed information was useful were mixed across
care partners and people living with dementia. Several of the care partners recalled
receiving the information but were not using it as a current source of information,
and this was the case with Jane (a care partner):
I can’t even remember what you gave us now [laughter] I can’t remember
what you gave us… I think we had some pamphlets and things when we came
home… I think we probably had a bit of a read through them, but maybe a
booklet or something, but yeah there was plenty of information
Only one care partner, Sarah, described the individualised letter as useful to
provide information for additional family members who were unable to attend the
appointment and to help them understand why he was displaying specific
symptoms:
the letter written to the family was very helpful cos he’s got four children, and
it’s been, you know, they’re adults…the written material was really really
good for them to see
Sarah also identified that written information was beneficial in helping her partner
understand his diagnosis and the advice given by the specialist who she recalled
saying:
“I will tell him, and I’ll write it in this letter so that it’s in in black and white
and he can see” and that was really helpful because he did take notice of that
Emma was the only care partner who identified the usefulness of the handouts and
appreciated the printed format as information she could physically hold on to and to
refer to:
The information pack was really handy because of course, you’re getting,
you’re given this information verbally, and you’re having to assimilate it and
appropriate it and then own it, and then you need the information pack to
physically hold onto and go back to and read
Susan recalled getting printed handouts but described the format as information
“overload” and felt that the information on the generic handouts did not provide the
specific information she needed:
82

And I don’t think I read any of; we were given lots of um booklets about
Alzheimer Association etc. etc. I suppose about a couple of months ago, I felt I
could read those, and I just haven’t used them because they’re not relevant to
us
Jane, who was in her 50’s, was the only carer to mention information from
the web-based sources:
You can go into the Alzheimer’s website, you know you can ring them and
things like that, so there is, there is heaps of information if you want help …
It’s probably slightly different for [us] because we have got a different age
group
Many of the participants living with dementia could not recall receiving or
using the printed information given, but some felt that printed information would be
useful but were unable to explain why. When Richard, an academic in his working
life, was asked whether “…we should give people information in writing or do you
think it’s quite good to tell them or a mixture of both?” He replied:
Ah, certainly in writing is important. It is for me.
Michael also felt that printed information would be useful as it would provide his
family with an explanation of his symptoms and give them a greater understanding
of his dementia, which was good
because we both read the same things, she said, “oh that’s because you can’t
do this”
However, Marie was not interested in printed information as she felt she was
managing with day-to-day life and maintain a sense of normality and appreciated
the support of her family:
[I’m] ignoring the written stuff …I’m really trying to live um sensibly, and
I’ve got I’m lucky I’ve got [my family] with me too and really I’m not taking a
hell of a lot of interest in what’s been written down
Many of the participants living with dementia (Richard, Bob, Linda, Marie
and John) indicated that they were grateful for the help they received from their care
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partner and were content to leave the information seeking to their care partners.
Richard said that this was because of his memory difficulties:
I got little notes about things there… and unusual things that I I forget, and it
annoys me because I can remember [usual things, like where to] look about
Monday and the next day I I got [find it ] hard to remember just what they [the
unusual things] were.
Because of this, he reported that most of the written information given at the
Memory Clinic was read “mostly [by] my wife.”
5.1.4 Summary of Theme One: “the way people dealt with us.”
The first theme, “the way people dealt with us,” primarily focused on the
experience of gaining information at the Memory Clinic. This theme was divided
into three subthemes: (i) “the people skills,” focusing on healthcare professional
attitude, (ii) “I could understand what they were saying,” focusing on
comprehensibility and (iii) “the information needs to be tailored to the needs of the
people,” exploring the individual needs of the amount of information, the value
placed on printed information, and the environment. Care partners mostly reported a
positive experience, but this was not the experience of all, and the strongest
subtheme for care partners was healthcare professional attitude. Those reporting a
positive experience indicated that they felt the healthcare professional was
respectful and friendly, compared to negative experiences of one care partner, who
felt disrespected. For those living with dementia, the strongest subtheme was the
comprehensibility of the information so that they could understand what their
diagnosis was and what it meant for them. The final subtheme was the impact of the
format of the information, and the narratives indicated that there are individualised
preferences with the amount of information given, the format of the information and
the environment.

5.2 Theme two: “I find it very hard”
Theme two, “I find it very hard,” focused on the impact a diagnosis of
dementia had on the person living with dementia and their care partner. This theme
was divided into three subthemes: (i) “the partner is dealing with a heck of a lot,”
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exploring carer stress, (ii)“dementia has connotations,” identifying the stigma felt
by the care partners and those living with dementia and (iii) “things other people
are experiencing,” focusing on the role of support groups to reduce care stress and
address stigma. There were some heartfelt comments about how the stigma of
dementia can impact the care partners leading to high levels of carer stress.
5.2.1 Subtheme one: “the partner is dealing with a heck of a lot.”
Carer stress was a topic that arose with many of the care partner participants,
bringing some to tears during the interviews.
Several of the carer partners revealed they were grieving for the person who
was still present and that the person living with dementia was not the person that
they once were, as Anne summed up:
I find it very hard because I look at him and he’s the person I’ve always
known to look at, and I expect him to do the things and to interact with me the
way he always has but he doesn’t, he can’t …. he’s so out of character to what
he always used to be”
Some of the care partners identified that having to manage all of the day-today decision-making and tasks caused them stress. A care partner, Sarah, noted that
her partner’s decline in functioning caused the additional strain of having to be
responsible for all day-to-day household tasks that used to be shared:
remember that the partner is dealing with a heck of a lot and taking on all the
responsibility, all the decisions, all the financial things, everything, and okay
you might say, well I say to myself, well if I was by myself I’d be doing that
but then I have to remember, yeah but you’d only be doing it for you, you
wouldn’t be doing all of that for two people
Another care partner, Anne, also felt this when managing moving to a new house:
he just totally gave up on the whole thing, he wasn’t interested, he didn’t
understand, I was amazed at how, what a trans...[transformation] what a
change there was, a sudden change in his whole attitude … he just couldn’t
and so, I had to
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It is also important to acknowledge the stress care partners are under when
giving information at the time of diagnosis as Susan (a care partner) mentioned the
experience of getting information would have improved if the staff had some
“recognition of the stress that the carer is under at that time”
Only one person living with dementia, Linda, acknowledged the stress their
family member was going through living with someone with dementia, and she
summed this up by saying,
it’s a strain on your partner a big strain, and sometimes they need some help
… there’s two people in this journey, not just me.
The participants with dementia did all acknowledge that they were reliant on
their carer partners to varying degrees to provide extra support and take over
responsibilities that they used to do. Marie acknowledged that she was grateful to
her family to enable her to live well:
and I’m lucky that I’ve got [my daughter] and um er I have her brother.... and
he’s um pretty helpful too.
5.2.2 Subtheme two: “the term dementia has connotations.”
Two of the care partners/ people with dementia dyads identified the stigma
that they felt with a diagnosis of dementia and deliberately chose not to use the term
dementia with the person with dementia. Anne (a care partner) indicated that people
with dementia are treated differently, even amongst family:
I mean one of my sons flatly refuses to believe that he’s got dementia and and
treats him appropriately [and] actually and he responds appropriately.
Another of our relations treats him as though he has got dementia, almost
patronisingly, and he responds in that way.
Because of this, Anne said that she preferred not to use her partner’s diagnosis of
dementia as,
what I’m trying to say through all this is that the term dementia has
connotations that are not always great, and I prefer the hardening of the
arteries to the brain because I can sort of visualise what that’s doing, and I’ve
seen [understanding] the information takes quite a bit of processing for him.
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The participants with dementia whose spouses chose not to use the term
dementia also denied having a dementia diagnosis, preferring to focus on vascular
changes in their brain. Anne’s partner Bob also explained that the healthcare
professional told him:
The fact that I didn’t have dementia, that I had hardening of the arteries in my
brain.
Another participant living with dementia, Richard, also denied having a diagnosis of
dementia but had hardening of the arteries and when the interviewer asked, “how
did you get told that you had a diagnosis of dementia?” He replied,
I thought they decided it wasn’t really dementia.
The interviewer responded, “Ok, what did they tell you that it was?” to which
Richard replied, “I don’t know, what’s the other, what’s the other thing?”
His partner, Susan also felt that people living with dementia face a “stigma
within the system” including by healthcare professionals, which has a negative
impact on their care, and she felt the doctors and the ward team focused too much
on the diagnosis of dementia rather than the individual:
the diagnosis has impacted badly on our care in the hospital because it’s the
first thing they see on the list.… Because it begins with A Alzheimer’s is at the
top of the list, and it’s the first thing that any [health professional sees]
whether we go to after hours or A&E, as we’ve had to do many times or we’ve
been to public [hospital]… I was sitting in the ward and all I hear could hear
was Alzheimer’s, Alzheimer’s outside the door and I went out, and I said,
“I’m the wife can I help you,” and it was the first thing that they [the doctor]
homed [in on]…So to us, it’s been a real hindrance.
Emma (a care partner) recalled the stigma felt when her family member was told
she had a diagnosis of dementia, but Emma could see the advantage of a diagnosis:
I remember at the time [she] didn’t want anyone to know but at the same time
I was thinking well people have got to know because you’re starting to behave
a bit oddly and and if people know you’ve got Alzheimer’s then they can help,
they’re not looking at you thinking that you’re coping and you’re just
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behaving oddly, they’re [thinking] okay there is something wrong and I can
offer to help
Marie, a person living with dementia, also mentioned the initial stigma she felt
when she was initially given a diagnosis of dementia; however, since the diagnosis,
Marie has found acceptance in her memory loss and increasing reliance on her care
partner:
I was very very hurt at the time and [I was] sort of thinking to myself, “Ooh
I’m not going to talk to my friends about this” you know, it’s insulting, but I
sort of got through that and thought oh well its life, it’s part of, the part of the
new system that I’ve got to get used to … I’m sort of quite impressed with how
it’s working out as is it.
This sense of acceptance of knowing the cause of their memory difficulties
and embracing the new normal was expressed by several of the participants living
with dementia and Linda summed it up by saying:
Because I now often go forward, I know what’s wrong now, you know, and I
was sure that’s what it was, so and I can go forward
Those living with dementia generally showed acceptance of the ‘new normal’ and
felt the stigma less than their care partners with John summing up the contentment
felt by many of the participants living with dementia:
I’m quite happy doing what I’m doing now.
Michael also verbalised his acceptance of his change in memory and functioning:
I thought well no point in fighting it, just adapt and overcome.
Linda, although accepting her diagnosis of dementia, wanted to be proactive in
finding ways to manage her dementia symptoms and said,
I’m not gonna let this beat me.
Linda acknowledged the stigma that people newly diagnosed with dementia face
and that they might be frightened to tell people and become socially isolated but, in
her experience, people have been kind:
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I never say no to somebody who says, “Oh come over for the afternoon.” See as
many other people as you can, you know, mix as much as possible … And never
be frightened to tell people because people everybody has been so kind.
5.2.3. Subtheme three: “Things that other people were
experiencing.”
Four of the six care partners interviewed had linked in and become involved
in the education and information sessions and support groups with the local
dementia organisation and had indicated that they had found support from other care
partners useful to gain further information from people experiencing a similar
situation. The local dementia organisation was described as “amazing” (Jane),
“brilliant” (Sarah) and “wonderful” (Emma).
Support groups were found to be valuable for the care partners involved.
Emma valued gaining information from others going through similar experiences of
caring for a family member living with dementia and felt that this decreased the
stigma felt by the care partners and reduced carer stress:
unless people have got personal experience of it, they don’t know what it’s it’s
like living with someone with it and caring with someone with it
Sarah also valued the support groups of meeting other carers:
that actually is brilliant I didn’t go for a year because I didn’t feel I needed to
um, but then it came a point and I thought you know I need to talk to some
other people that are going through this and it’s great, it’s informal… you
don’t realise at first what you’re going to be in for really…but um you know
you are going through it as well … so it has been really valuable going there.
Gaining information for the future was also seen as a valuable part of support
groups for care partners:
[When attending] group therapy for the the carers in a group, there were
certain things that other people were experiencing and you sort of pick up off
those and sort of lock it in the back of your mind, [in case] oh if that happens
um we can [use those strategies] (Adam)
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Adam would encourage all care partners to seek help to help them cope with the day
-to-day stresses felt caring for a loved one with dementia:
If anybody has a problem with their partner or their parents er I’d recommend
them to go [contact the local dementia organisation] any time because, you
know, they must go because they get, I can’t so much tell you of the help we
had, but I know we’ve had a lot of help because the way I feel about things, so
it’s certainly worthwhile going definitely.
Support groups were not seen as appropriate for some younger men living
with dementia in this study, and two care partners stated that their partners did not
want to attend the support groups. Jane expressed that her partner did not want to
attend the local dementia organisation groups as he felt it was for people older than
him.
Sarah echoed this lack of suitable groups for younger people, which
compounded the isolation that her partner felt:
there’s nothing because he’s too young ... and he doesn’t like going to the
group’s cos everybody’s too old, he doesn’t want, you know. [I] finally got
him to go to the gardening club and he came back and said, “Not going there
again everybody was about ninety”… I think it’s the same for a lot of the men,
they won’t go to these things…they just won’t do it, so they’re quite difficult to
deal with, and they’re their own worst enemies because they won’t go out and
do social things
There was a sense from those living with dementia and their care partners
that normalcy was important. There was a reluctance expressed by some of the care
partners and people living with dementia to meet with other people living with
dementia, especially those further down the dementia continuum. Anne, a care
partner, expressed this reluctance to encourage her partner to participate in the local
dementia organisation groups:
there were centres where they could all go and sit round and share their life
stories but …I’m not doing that … he doesn’t consider he’s got dementia, and
you know, and I don’t want to put him into that um environment…
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This reluctance to mix with others living with dementia was also expressed by
Linda, one of the participants living with dementia:
Yeah we went there for a while and um it was quite good because they’d got a
big group around the table and and they’d ask ask us questions um but in the
end it was it was all the same sort of thing and they, what did they do, they were
doing something um they were getting together for something and singing and
all that sort of thing and I said, “No that’s not for me, not for me at all.” You
know, I don’t want to be mixing with a lot of people that have got dementia, you
know, I don’t think it helps [laughter] but others do, others enjoy it you know…
I thought there is no point in mixing with lots of people who’ve got the same
problems as me. I don’t think it helps.
5.2.4 Summary of theme two: “I find it very hard.”
The second theme of “I find it very hard” was divided into three sub-themes.
The first sub-theme was “the partners are dealing with a heck of a lot” and focused
on carer stress; the second sub-theme, “dementia has connotations” focused on the
stigma felt predominantly by the care partners. The third sub-theme, “things that
people are experiencing,” focused on the role of the support groups and the benefit
noted for care partners but not for those living with dementia. Many care partners
identified that they were continuing to experience carer stress, and several of the
care partners identified that the stigma of a diagnosis of dementia contributed to this
stress. However, carer stress and stigma were identified less often by those living
with dementia, with the majority accepting their diagnosis and the limitations that
have come with it; two did not identify as having dementia. The majority of the care
partners had contact with the local dementia organisation and felt that the support
groups they attended were useful to gain support from others going through the
same experience and to get information to prepare for the future. However, neither
the care partners nor those living what dementia felt that the support groups for
people living with dementia that were offered were relevant for them, as some did
not want to mix with other living with dementia because it did not fit with their idea
of normalcy.
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5.3. Theme three: “Where to from here?”
The third theme of looking forward was particularly notable as many of the
care partners expressed that they wanted more information on the progression of
dementia to plan for the future. Most of the participants valued the initial experience
at the Memory Clinic, and several of the care partners identified a need for ongoing
Memory Clinic follow-up to aid in the information-receiving process and for
support as the dementia process progresses:
I think it comes under the heading of, where to from here? Adam (care
partner)
5.3.1 Subtheme one: “what to expect and what is involved.”
While participants’ information delivery needs varied, three care partners,
Anne, Emma and Sarah, believed receiving more information at the point of
diagnosis concerning the likely progression of dementia would have been helpful.
Anne expressed this need for information on what to expect at the point of
diagnosis, saying:
Maybe spend a little more time with [giving information on] exactly what to
expect and what is involved, I don’t actually remember that happening
This information was identified as helpful by the care partners and for the
person with dementia to be able to prepare for changes and future planning.
However, not all care partners felt they received enough information to meet this
need:
maybe not everyone would want that, but I know I probably would have found
that quite quite interesting to think… there are different types [of dementia
and] this is what she’s got, this is what’s gonna probably happen in the next
six months, six weeks, you know I personally would have found that helpful
Emma (care partner)
Sarah, a care partner, said that seeing a specialist and getting a diagnosis
reduced the uncertainty that she felt when he did not have a diagnosis, and she was
reassured that she would have a point of contact to ask questions:
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when its [dementia is] diagnosed you’re like, “Oh my god” it’s like you don’t
know what to do with it, you don’t quite know what’s gonna happen, where
it’s going in the future, and I think that puts a certain amount of um you know,
it puts your mind to rest… it’s comforting to know that you’re going to um see
somebody that can tell you about the disease
This need for information on how dementia will progress was also identified
by two of the participants living with dementia, Michael and Linda. Both were very
keen to have as much information as possible although Michael was more resigned
to his future, “I thought well no point in fighting it, just adapt and overcome.”
However, he was concerned and wanted to know a timeline of his future cognitive
decline:
I think you should emphasise that what’s the duration of degrading
Whereas Linda was more positive and verbalised that she was “not gonna let this
beat me” and wanted more information on prevention:
I think giving the person who’s had the diagnosis as much information, one
about what’s going to happen in the future… I think if you could er if you could
tell people the things that they can do, one to help themselves or anywhere
where I can go that they can help me, you know give them the information that
they need to to go forward
5.3.2 Subtheme two: “we haven’t had any follow-up.”
To address the issues of carer stress and to gain more information on the
progression of dementia, the topic of ongoing follow-up appointments from the
Memory Clinic was raised by care partners Anne, Emma, and Sarah.
Anne was surprised that ongoing follow-up appointments were not routine at
the Memory Clinic, stating:
I was surprised that he [the specialist] didn’t want to follow-up because I feel
we haven’t had any follow-up for the last, what it must be two years ago now
that he was diagnosed, we haven’t had anything at all, not that I’ve really
needed it I don’t think because I’m sort of working this out myself as I go
along
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As Sarah, a care partner, summed up, a regular follow-up appointment would
be useful for more information for her and her partner living with dementia but also
for support and reassurance:
in fact, I wouldn’t mind you know having a follow-up sort of, I’ve often
thought it would be nice actually to go back and to have another chat, cos he
[her partner] forgets it all … I don’t think it would be a bad idea to have a wee
bit of a follow-up… cos it’s very helpful, and it’s reassuring mentally to go
and see somebody like that
Emma felt that a follow-up appointment would be useful a few weeks postdiagnosis to ask questions and for other family members to become involved:
yeah a third [appointment] maybe even like 10 days a fortnight later saying,
“Okay now that the news has sunk in what else do you need to know?” … and
for this third appointment just write down questions as they occur to you and
we’ll just go through them when you come back, and someone may not have
any questions, and someone may have 43… you know that there’s sort of like
a transition that the whole process is treated a bit more transitionally, in an
ideal world.
Only one participant with dementia mentioned the idea of ongoing Memory
Clinic follow-up. Michael raised this topic several times throughout the interview
about wanting to know how far his dementia had progressed and how this will
impact him in the future.
Because I have no idea how, how long my brain will last for a better word,
and if you said to me, you know in five years you won’t know yourself, well
see that allows you to adapt and overcome.
Adam was the only care partner whose spouse was receiving regular medical
follow-up through a clinical trial and felt that their information needs and the need
for follow-up appointments were being met and would recommend it to other
people with dementia and their care partners:
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we [are] getting a fairly regular contact and questionnaire…it makes you feel
as if at least something’s being done, that’s what makes you feel good is if
something’s there trying to make things better
Although over half of the care partner participants were receiving support
from the local dementia organisation, it was felt that additional medical follow-up
was also needed, and this was summed up by Anne (a care partner) who felt that
information needed to be ongoing as information needs change:
I don’t think you can give specific information because every case is different
and you, you don’t know until you know.
5.3.3 Summary of theme three: “where to from here?”
Many of the care partners and several of the people living with dementia
expressed that ongoing medical follow-up would be useful to provide further
specific information and to gain more information on the progression of dementia.

5.4 Summary of chapter five
From the semi-structured interviews involving participants diagnosed with
dementia and their care partners, three main themes and a total of eight sub-themes
resulted. The first theme, “the way they dealt with us,” impacted on how the care
partners and participants living with dementia viewed their experience of obtaining
information at the Memory Clinic at the point of diagnosis. Most of the care
partners felt the experience was a positive one, but this was not so for all. This
theme was further divided into three subthemes:
(i)

“the people skills”

(ii)

“I could understand what they were saying”

(iii)

“information needs to be tailored to the needs of the people”
It was identified by many care partners and a few participants with dementia

that the way the information was presented was influenced by the healthcare
professional’s attitude and those that reported a positive experience felt that the
information was given in a respectful way and in a way that was understandable by
all. Both care partners and people living with dementia highlighted the need for the
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healthcare professional to be aware of individual information needs preferences,
with the participants varying in preferences in the amount of information given, the
provision of printed information and the social environment.
The second theme that arose was, “I find it very hard,” and this theme was
divided into three subthemes:
(i)

“the partners deal with a heck of a lot,” identifying the stress the care
partners are experiencing;

(ii)

“dementia has connotations,” identifying the stigma felt by those living
with dementia and their care partners; and

(iii)

the “things that other people are experiencing,” which focused on the role
of support groups for people with dementia and their care partners.
Many of the care partners identified experiencing carer stress and several

identified the stigma related to having or caring for someone with a diagnosis of
dementia as a contributor to carer stress; support groups were identified as a useful
way of reducing carer stress and providing information. Carer stress and stigma
were identified less often by those living with dementia, and support groups not felt
to be right for them, but some did see they could be useful for other people.
The final theme of “where to from here” looked forward to the participant’s
ongoing information needs. This theme was divided into two sub-themes;
(ii)
(ii)

“what to expect” and
“we didn’t have any follow-up”
Many of the participants, both care partners and participants with dementia,

felt that it would have been useful to gain more information on the progression of
the disease and what might be expected in the future. Three of the care partners
identified that ongoing Memory Clinic follow-up appointments would be useful to
provide information on the progression of the person’s dementia.
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Key messages of chapter five
•

Care partners expressed that healthcare professional attitude impacted on
whether the experience of gaining information was positive or negative.

•

People living with dementia wanted to be told their diagnosis in a way they
could understand.

•

Information needs varied with respect to preferences for a more informal
setting, and with respect to the amount of information needed and the value
placed on printed information.

•

Many of the care partners were experiencing significant carer stress, and they
identified the stigma of dementia more than those living with dementia did.

•

Many care partners found the local dementia organisation support groups a
valuable source of information and support, but no people living with
dementia attended support groups or wanted to attend.

•

Most care partners and some people living with dementia wanted more
information on the likely progression to help them plan for the future.

•

Some of the care partners and people living with dementia wanted ongoing
health-care professional follow-up from the Memory Clinic to gain further
information.
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Chapter six
Discussion and conclusions

The current study aimed to explore the information needs of the person with
dementia and their care partner post-diagnosis and their experience of obtaining
verbal and printed information at a Memory Clinic. This chapter will discuss how
the findings of the present study compare, contrast, and add to the existing body of
literature, the implications of the findings and recommendations for practice and
future research. The chapter will conclude with the strengths and limitations of the
current study and a summary of the main conclusions of this thesis.

6.1 People living with dementia want individualised information that is
clear and easy to understand
The need for clear and easy to understand verbal information was reflected
on by the people living with dementia within the current study, although only one
participant living with dementia was able to verbalise this appreciation. However,
the other participants were able to describe their dementia diagnosis and the impact
it had on their lives and appreciated the information being given visually, for
example, through viewing their brain scans, and being able to ask questions. This
flexibility in approach and openness was seen as more important to the people
living with dementia than to their care partners in the current study, although several
of the care partners appreciated that information was given at the Memory Clinic in
a way that could be understood and was not patronising. The topic of providing
clear, jargon-free information at the point of diagnosis to people living with
dementia was only identified by one of the previous studies reviewed, Abley et al.,
(2013). It is essential that information is given in a way that is accessible to all as
this is a fundamental right (HDC, 1996) to enable people to make autonomous
decisions about their health and lives (Clarke, Alexjuk, & Gibb, 2011).
Within the current study, the majority of participants living with dementia
did not comment on whether the amount of information given, and the time given to
present this information at the Memory Clinic, were sufficient. This is not
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surprising, as many could not recall the details of the clinic appointments. One
participant living with dementia in the current study did recall how she felt in the
clinic appointment and felt that a smaller, less formal gathering would have helped
her gain the information when needed, as she acknowledged that many people in the
room made her feel confused. In the literature reviewed, there was no mention of
the preferences people living with dementia have regarding the amount of
information given, on the amount of time to present this information or the setting.
Although, participants in Smith et al.’s (2019) research stressed the importance of
being listened to by healthcare professionals and of having the opportunity to
process the information given and to ask questions, which requires time.
The current study participants living with dementia did not recall or
currently use any of the printed material given by the Memory Clinic, but a few said
that printed information might be useful. In the previous literature, participants
living with dementia generally preferred face-to-face, verbal information over
printed information (Forbes et al., 2012; Harland et al., 2017). Their opinion was
divided as to whether printed information was useful with some saying it was not
relevant or individual (Forbes et al., 2012; Harland et al., 2017), but some found
printed information useful to look back on (Abley et al., 2013; Harland et al., 2017).
Those that found printed information most useful were those who were accepting of
their diagnosis (Harland et al., 2017). Web-based information was found to be
useful for younger people living with dementia (Smith et al., 2019), but this was not
evident in the current research.
People living with dementia have a right to be given information about their
diagnosis in a way they understand (HDC, 1996). Many people living with dementia
at the mild stage want sufficient and relevant information to help them make sense
of their diagnosis and it is essential to enable them to make decisions about their
health care, for example, treatment options and to plan for the future (Byszewski et
al., 2007; Ormandy, 2011; Smith et al., 2019). There has been limited research
exploring the information needs of people living with dementia, and it is
recommended that more research is undertaken in order to provide more
comprehensive guidelines for healthcare professionals who work with and provide
information for this population. From the findings of the current study and the
limited research previously undertaken, it is recommended that healthcare
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professionals be guided by the person living with dementia as to how much
information they want or need to receive (Byszewski et al., 2007; Robinson et al.,
2015). Healthcare professionals need to provide verbal information to people living
with dementia in a flexible way that is clear, easy to understand and meets the
individual’s information needs. Excellent communication skills are vital, as is
allowing time for questions to enable the person living with dementia to feel
included and to gain the information they require. Within the Memory Clinic, the
healthcare professionals provide education and advice on providing verbal and
printed information in a dementia-friendly way, and it is recommended that
healthcare professionals (including the Memory Clinic team) undertake ongoing
reviews regarding the information giving process to ensure that people’s
information needs continue to be met.

6.2. The information provided also needs to be individualised and
flexible to meet the needs of care partners
Care partners were given verbal and supplemental printed information, postdiagnosis at the Memory Clinic, as advised in the framework (MOH, 2013), and the
usefulness of the information given was explored in the current study. The majority
(four out of six) of the care partners in the current study indicated that the amount of
verbal and printed information about the diagnosis and type of dementia provided at
the Memory Clinic was sufficient, although one care partner wanted more
information. This was in contrast to the previous literature reviewed where over half
of care partner participants in Peterson et al.’s (2016) and Killen et al.’s (2016)
research reported that they were given an insufficient amount of information on
dementia. Previous research suggests that for many care partners, insufficient
amounts of relevant information in the mild stage increases levels of carer stress
(Whitlatch & Orsulic-Jeras, 2018) and care partners are likely to want more
information than less (Byszewski et al., 2007; Stokes, Combes, & Stokes, 2015).
The experience of the care partners in the current study might have differed to those
interviewed in the literature, as the Memory Clinic team purposefully asks and
establishes what information the care partner requires at the point of diagnosis and
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provides an opportunity to contact the service to obtain further information
following the diagnosis giving appointment.
In the current study, only one participant felt she was given too much
information, which had made her feel overwhelmed and exhausted. Participants in
studies by Abley et al. (2013) and DiZazzo-Miller et al. (2013) also reported the
sense of being overwhelmed because of information overload and indicated that too
much information presented at one time was unhelpful. Feelings of information
overload might be due to the person being overwhelmed by an unexpected diagnosis
of dementia and needing additional time to process that before other information is
sought (Prorok, Horgan, & Seitz, 2013). Therefore, healthcare professionals need to
be flexible in the amount of information provided based on individual need (Zaleta
& Carpenter, 2010), and establish from the person living with dementia and their
care partner how much information they want or need at each meeting (Lee &
Weston, 2011). It is recommended to provide the opportunity for ongoing follow-up
(Bunn et al., 2012), as many people, including those without dementia, find it
difficult to retain information when bad news is given (Monden, Gentry, & Cox,
2016).
In the current study, care partners indicated that the time given to gain the
information they needed at the point of diagnosis was sufficient, with one dyad
explicitly mentioning that they valued the time given to them and the feeling of not
being rushed. Unfortunately, this was not the case for care partners questioned in
Karlsson et al.’s (2015) and Peterson et al.’s (2016) studies where some care
partners mentioned that they felt rushed and wanted the healthcare professional to
spend more time to answer their questions. Care partners within the current study
also highlighted individual preferences about the environment the information was
given and how this impacted on the experience of gaining information. Some of the
care partners identified that they found the formal clinic environment to be
overwhelming and would have preferred a more informal setting, whereas others
preferred the formal clinic environment. There was no mention of the environment
in the previous literature reviewed.
The care partners in the current study acknowledged receiving printed
information, but it appears that this was a less utilised and a less preferred source of
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information than verbal information. Several care partners found the printed
information valuable and described it as useful to refer back to, to provide
additional information to other family members who were not at the appointment
with the healthcare professional or to help the person with dementia remember what
information was given. Printed and web-based information was also mentioned in
much of the previous literature as it is a cost-effective way of imparting credible,
evidence-based information to many care partners (Abley et al., 2013; DiZazzoMiller et al., 2013; Forbes et al., 2012; Hirakawa et al., 2011; Iribarren et al., 2019;
Killen et al., 2016; Lai & Chung, 2007; Peterson et al., 2016; Robinson et al., 2009;
Werner et al., 2017). As in the current study, printed information was accessed less
and seen as less useful in the mild stage, but appreciated by some as a format that
complemented and added to the verbal information given (Abley et al., 2013), to
help plan and prepare for the future (Robinson et al., 2009) or to be able to refer
back to (Peterson et al., 2016).
Information from web-based sources, such as websites and chat rooms, were
only mentioned as being a useful source of information by one care partner in the
current study, who was a younger spouse. This might have been because the use of
web-based sources of information was not explicitly questioned within the study
and was not promoted as the first-line source of information at the Memory Clinic.
Within the previous literature, web-based sources were identified by some care
partners as useful and accessible (Lai & Chung, 2007; Werner et al., 2017).
However, some care partners found the information on web-based sources excessive
and overwhelming (Abley et al., 2013; Iribarren et al., 2019), as they found it
difficult to access specific, relevant information (DiZazzo-Miller et al., 2013;
Robinson et al., 2009) due to difficulties in knowing what terminology to search for
(Peterson et al., 2016). There were also concerns raised in the previous literature
about the accuracy and credibility of the available information (Forbes et al., 2012;
Peterson et al., 2016). These factors might explain why care partners in the mild
stage prefer to obtain information through healthcare professionals as the care
partner can access specific information from a credible source, whereas care
partners are more comfortable accessing information through other sources at the
later stages of the dementia continuum (DiZazzo-Miller et al., 2013). There might
also be reluctance from older care partners to access web-based sources of
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information, as they lack the necessary computer literacy skills or confidence
(DiZazzo-Miller et al., 2013; Lai & Chung, 2007; Werner et al., 2017).
The current study reinforced that it is essential to be aware of individual
information needs and to personalise the format, quantity and environment to meet
these needs. To establish these preferences, continuous assessment of the
information needs, and health literacy are required (Clarke et al., 2011; Honey et al.,
2014; Omandy, 2011). This is consistent with the previous literature, and healthcare
professionals need to be flexible in their approach (Karlsson et al., 2015) to ensure
that the information that is given is accessible and relevant to individual
circumstances (Robinson et al., 2009; Sharp, 2010; Whitlatch & Orsulic-Jeras,
2018). This flexibility is especially important at the point of diagnosis, but care
partners also want accessible, relevant and evidence-based information throughout
the dementia continuum (DiZazzo-Miller et al., 2013; Sharp, 2010) to enable care
partners to support the person living with dementia. The additional information
gained from the current study provides recommendations to health-care
professionals and the Memory Clinic team to review current practice and to improve
identification of the individual information preference, through verbal questioning
and nonverbal cues, and to provide more flexibility with the amount of information,
timing and the environment. Recommendations for further appointments postdiagnosis, where appropriate, at the Memory Clinic, to meet the additional
information needs and to enable further questions in a more informal environment
with the nursing staff will be considered. As this study is representative of those
who received information from one Memory Clinic, further research needs to be
done to establish if information needs differ when a diagnosis is given in another
setting, for example, in primary care.

6.3. The attitude of the healthcare professional giving information is
important, particularly to care partners
The participants in the current study received information at the time of
diagnosis from the psychiatrist and nurses at the Memory Clinic. Healthcareprofessional-led information provision is reflective of the current practice of
disclosing dementia diagnosis internationally and was the format provided to the
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participants in the literature reviewed (DiZazzo-Miller et al., 2013; Forbes et al.,
2012; Karlsson et al., 2015; Peterson et al., 2016; Robinson et al., 2009).
Healthcare professional attitude was a recurring theme with the care partner
participants in the current study, as it impacted on how they received information.
This was consistent with the previous literature reviewed (DiZazzo-Miller et al.,
2013; Forbes et al., 2012; Karlsson et al., 2015; Robinson et al., 2009). The majority
of care partners in the current study relayed a positive experience of obtaining
information, and a positive, respectful healthcare professional attitude was raised as
a contributing factor as to how the experience was perceived. Positive attributes,
such as being treated with respect and dignity, were also highlighted as essential by
care partners within the literature reviewed (Karlsson et al., 2015; Robinson et al.,
2009), which is unsurprising, as people feel valued if they are listened to
empathetically (Aminzadeh et al., 2007; Prorok et al., 2013). A mutually respectful
relationship between the healthcare professional and patient/ care partner should be
established through collaboration and mutual sharing of information and knowledge
(Clarke et al., 2011).
Unfortunately, a lack of these positive healthcare professional attributes and
attitudes was explored by a care partner in the current study and the impact of this
negative experience led her to avoid further contact with the healthcare professional
and regard the printed information given as irrelevant. Negative experiences of
healthcare professionals’ attitudes were also highlighted within the previous
literature, and there were fewer indications of positive experiences of obtaining
information. The differences in findings between the current study and the previous
literature might be due to the differences in methodology, as the current study used
a positive-focused Appreciative Inquiry approach, whereas much of the previous
literature explored the barriers faced by care partners in obtaining information
(DiZazzo-Miller et al., 2013; Forbes et al., 2012; Karlsson et al., 2015; Peterson et
al., 2016).
Within the current study, it was highlighted that healthcare professional
attitude was also important for some of the people living with dementia, especially
being treated with respect, and one of the participants recalled frustrations with
previous encounters with healthcare professionals where he did not feel listened to,
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respected or valued. While a body of research exists on the importance of healthcare
professional attitude for care partners when receiving information, there is less
research on this topic from the perspective of people who are living with dementia.
The previous research echoed the current study findings as people with dementia
want healthcare professionals to be empathetic, respectful (Smith et al., 2019),
honest and patient (Abley et al., 2013).
The initial positive or negative interaction with the healthcare professional is
crucially important as will impact how information is sought by the care partner
throughout the dementia continuum (Robinson et al., 2009) and a negative
experience can be a long-term barrier to future treatment and service provision
(Prorok et al., 2013). However, in the current study, the healthcare professional’s
attitude was verbalised as more important to care partners than people living with
dementia. It is recommended that healthcare professionals review their verbal and
non-verbal communication skills to ensure that they provide information in a
person-centred way to people living with dementia and their care partners to
establish a trusting and respectful relationship and environment (Kitwood, 1997).

6.4 More information is wanted particularly by care partners on the
progression of dementia
Care partners in the current study wanted more information on a variety of
topics due to individual circumstances, but many wanted more information on likely
progression of dementia to help them be prepared and to plan for the future. This
included one of the care partners who was reluctant to use the term dementia in
relation to their spouse. Care partners at the mild stage often want more information
on the progression of dementia (Whitlatch & Orsulic-Jeras, 2018) to anticipate and
be better prepared for future care need changes (WHO, 2012), which can reduce
carer stress and burden (Brodaty & Donkin, 2009). This was consistent with the
literature reviewed (Hirakawa et al., 2011; Killen et al., 2016; Peterson et al., 2016).
However, establishing the timing of providing this information is needed by the
healthcare professional, as not all the care partners in the current study wanted to
know about prognosis at the point of diagnosis, as they preferred to deal with
current symptoms rather than focus on possible future symptoms and concerns. This
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was reflected in DiZazzo-Miller et al.’s (2013) and Hirakawa et al.’s (2011) studies
with some care partners indicating that they did not feel that information on
prognosis was relevant. This highlights the importance of ongoing contact to
provide the relevant information on progression at the time the care partner wants it.
When asked about what information they wanted to know about their
dementia, most of the participants living with dementia in the current study were
content gaining the information they needed from their care partner and did not
want to know about how their dementia would progress. However, two of the
participants, who had subjective memory complaints and sought diagnosis at the
Memory Clinic, wanted to know more about how their dementia would progress to
plan for the future and to fight the disease. People living with dementia want
positive and relevant information to their symptoms and stage of dementia (Smith et
al., 2019) and, like all people, have individual information needs (Carter & Rigby,
2017; Forbes et al., 2012; Whitlatch & Orsulic-Jeras, 2018).
Acceptance of the diagnosis appears to be a constant factor as to whether the
person living with dementia seeks information on prognosis and prevention
(Harland et al., 2017). Two participants indicated that they were initially upset and
offended by the diagnosis of dementia but, over time, they had reached acceptance.
Two of the participants living with dementia were in denial of their diagnosis but
acknowledged that they had memory loss, which impacted on their functioning.
Interestingly, these participants were dyads with the care partners who did not want
to use the term dementia to describe their cognitive decline, preferring to use
vascular changes. Whether someone denies or accepts their diagnosis of dementia
will impact on how they seek and obtain information. Those who accepted their
diagnosis in Forbes et al., (2012) study wanted information on how to slow
progression to provide a positive feeling of control. On the other hand, those who
initially have denial, but eventually have acceptance, might, on gaining more
information on prognosis, experience negative feelings of fear of the future,
especially the fear of loss of independence and becoming a burden (MirandaCastillo, Woods, & Orrell, 2013; von Kutzleben et al., 2012). Fear of dependency
can lead to a lack of self-esteem and confidence, especially with decision making
(Byszewski et al., 2007) and, in turn, might increase dependency. People living with
dementia who are in denial or who have anosognosia are less likely to seek
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information on prognosis, as it is not identified as relevant to their situation or
circumstance (Harland et al., 2017). There was a consensus from most of the
participants living with dementia in the current study that they were reliant on their
care partner to seek information, and they were happy with this arrangement. People
living with dementia are often passive receivers of information (Harland et al.,
2017) and reliant on their care partners as information brokers (Forbes et al., 2012);
however, it is essential to identify whether the person living with dementia wants
information, as some participants in Smith et al.’s (2019) study felt that having no
information increased their feelings of hopelessness.
Care partners in the current study and in previous literature wanted more
information on likely disease progression at the mild stage of the dementia
continuum. As with all information needs, healthcare professionals need to establish
the appropriate time and amount of information the care partners need (MOH,
2013). It is recommended that all healthcare professionals working with people
living with dementia and their care partners provide more relevant and appropriate
information, on not only current symptom management but also on progression, at
the early stage. As the current study highlighted, many people living with dementia
are dependent on their care partner for information; therefore, it is recommended
that healthcare professionals provide the necessary support to care partners in their
role as an information broker for the person they are supporting. This can be
achieved through the provision of ongoing information in a variety of sources
including verbal, printed and through web-based sources. Recommendations have
been made to the Memory Clinic to introduce an additional clinic appointment, if
required, to provide the opportunity for further questions and for the care partner
and the person living with dementia to obtain the information they need on the
progression of dementia. This will provide an opportunity for the person living with
dementia and their care partner time to process the diagnosis and to be able to
consider what information they want to know.
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6.5. People want follow-up to ensure that information provision is
ongoing throughout the dementia continuum
In the mild stage of the dementia continuum, many people with dementia
and their care partners are referred to non-governmental agencies for information
and support. The Memory Clinic provides information and recommends that all
people newly diagnosed with dementia and their care partners accept a referral to
the local dementia organisation for ongoing information and support. The majority
of care partners and people living with dementia seen at the Memory Clinic consent
to being referred to the local dementia organisation, but not all chose to be involved
in their groups and education sessions. Within the current study, four of the six care
partners had some contact with the local dementia organisation and expressed
positive experiences gaining ongoing information and support. The care partners
identified that support groups were beneficial as they were able to gain information
and strategies for the future from others going through similar circumstances and
they found that this reduced the levels of stress they were experiencing. These
findings were consistent with the previous literature, as ongoing information from
support groups has been identified as useful for several reasons:
1.

Support groups enable the care partners to gain information on services and
supports for the future (Forbes et al., 2012).

2.

Support groups enable care partners to meet with other people experiencing a
similar situation, and this enables them to gain support and information and
share experiences (DiZazzo-Miller et al., 2013; Forbes et al., 2012; Iribarren
et al., 2019; Killen et al., 2016).

3.

Support groups can enable care partners to give back to others and share their
experiences of difficulties and successes (DiZazzo-Miller et al., 2013).

4.

Support groups are also beneficial as they can reduce carer stress and improve
well-being (Chien et al., 2011; O’Shea, Keogh & Heneghan, 2018) by
reducing feelings of isolation (Whitlatch & Orsulic-Jeras, 2018).
However, not all care partners in the current study wanted to be linked in

with the local dementia organisation, as they did not feel it was relevant to their
situation. These care partners had difficulty accepting the diagnosis of dementia due
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to stigma and fear of the future and wanting to maintain normalcy. These concerns
were not reflected in the previous literature reviewed; however, this might be
because, unlike the current study, the majority of the studies reviewed had recruited
from those who were linked in with dementia organisations, dementia services and
Memory Clinics (see Appendix B). Within the current study, access to information
from the local dementia organisation was reliant on the care partner accepting the
diagnosis of dementia. Within the previous literature, emotional and practical
barriers were identified as to why some care partners do not attend support groups at
the mild stage of the dementia continuum. Some care partners were reluctant to
attend dementia organisation support groups as they were fearful of hearing
information and negative experiences from attendees at different stages of the
dementia continuum (Forbes et al., 2012; Killen et al., 2016). The practical reasons
given were finding the groups timing or distance problematic (DiZazzo-Miller et al.,
2013; Killen et al., 2016; Werner et al., 2017). Further research to understand the
barriers to involvement in groups may be useful given that previous research has
found that care partners who are not involved with services and support are at
higher risk of experiencing carer stress and isolation (Brodaty & Donkin, 2009).
Within the current study, although four of the six care partners were
accessing support and information from the local dementia organisation, none of the
participants living with dementia identified support groups as a useful source of
information. The main reason given for this reluctance was that they did not think
support groups were relevant to their situation, for example, other participants being
too old or they did not want to mix with other people living with dementia. This was
in contrast to the participants in Abley et al.’s (2013) study who were already
involved in Memory Clinic groups and Harland et al.’s (2017) participants who
were provided information about support groups. In these studies, many participants
indicated that groups would be useful in the future to talk to others in a similar
situation for information and within an environment free from stigma and
judgement. Peer support can be useful for people with dementia to share
information and learn more about dementia (O’Shea et al., 2018; Snyder, Jenkins, &
Joosten, 2007), to reduce isolation and to come to terms and learn to cope with their
diagnosis (Whitlatch & Orsulic-Jeras, 2018). Some care partners and people living
with dementia find support groups a useful source of information, but it is an
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individual preference, and other sources of information need to be provided for
those who do not.
Despite receiving information and support from the local dementia
organisation, many care partners within the current study expressed a want and a
need of ongoing follow-up with the Memory Clinic team to provide information on
the progression of dementia. This request for Memory Clinic follow-up might be
because many had a positive initial experience and trusted and valued the expertise
of the clinic team, especially to provide individualised advice and information. The
importance of having a trusting relationship with the person who is providing
information has been highlighted in previous studies (Forbes et al., 2012; Karlsson
et al., 2015) and healthcare professionals are seen as knowledgeable and credible
(Forbes et al., 2012; Hirakawa et al., 2011; Karlsson et al., 2015; Killen et al., 2016;
Peterson et al., 2016; Robinson et al., 2009). Only one dyad in the current study had
ongoing dementia-specific healthcare professional follow-up as they were recruited
in a clinical trial. The care partner valued the regular and ongoing healthcare
professional input and felt they gained a better understanding of how his partner’s
dementia was progressing; he strongly recommended that all care partners should
have access to ongoing healthcare professional follow-up. This was not highlighted
in the previous literature, despite only a small number receiving ongoing follow-up
from specialist medical dementia services such as Memory Clinics.
Several care partners in the current study also identified the need for a single
point of contact to be able to ask specific questions and to gain the information they
require to help them to support the person living with dementia. This need for a
single point of contact is consistent with the previous literature (DiZazzo-Miller et
al., 2013; Karlsson et al., 2015; Robinson et al., 2009) with care partners
highlighting the frustration felt communicating with and finding information from
different services to try to navigate the health and social care system. A single point
of contact for post-diagnostic support throughout the dementia continuum has been
recommended by the World Health Organisation (2012) to reduce carer stress and
recommended in the framework (MOH, 2013), but it is unclear who would best
meet this need. The previous literature does not identify a specific health service or
discipline that would be preferable to act as a single point of contact, preferring to
simply identify them as a navigator (MOH, 2013; O’Shea et al., 2018). The
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navigator role would be to provide ongoing information on services and provide
support (Kerr et al., 2017). In Scotland, those diagnosed with dementia are offered
one-year support from a healthcare professional link worker whose role is to
coordinate care and provide information and support to the person living with
dementia and their care partner to ensure that the person is at the centre of care, not
the disease (Scottish Government, 2017). This model would meet the unmet needs
of requiring ongoing information in a person-centred way, as indicated by the care
partners in the current study.
Ongoing Memory Clinic follow-up was mentioned in the current study by
people living with dementia but less frequently than by care partners. Ongoing
follow-up might be seen as less valuable to people living with dementia because
many are relying on the care partner for information or do not want to think too far
in the future. The benefit of ongoing Memory Clinic follow-up was identified by
one participant to inform them of the progression of their dementia and by another
to talk about things she would not be comfortable discussing with her family.
Follow-up was also wanted by several people living with dementia in Harland et
al.’s (2017) study to be able to gain specific information about their circumstances.
Some people living with dementia are frustrated by a lack of ongoing information
and find obtaining information difficult and want help navigating health and social
services (Carter & Rigby, 2017; Smith et al., 2019). Peer-to-peer support and
education has been found to be a valuable source of information by some people
living with dementia, either through support groups or through web-based forums
(Barbarino et al., 2019); however, this was not identified as a need by the current
study participants.
Although many of the care partners in the current study were happy with the
information and support that they received from the local dementia organisation,
many care partners and some people living with dementia would like more ongoing
medical clinician input throughout the continuum to gain individualised, specific
information, primarily on dementia progression. Post-diagnostic support is essential
for the person living with dementia and their care partner (Barbarino et al., 2019).
Ongoing follow-up throughout the dementia continuum, for all people living with
dementia and their care partners is recommended through a navigator system,
similar to the service provided in Scotland. The navigator provides information,
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support, continuity and navigation through the health and social services. The
navigator system is variable throughout New Zealand and many people living with
dementia and their care partners, including those interviewed in the current study,
could not identify their navigator from primary care or the local dementia
organisation. This might be because the term navigator is not routinely used in New
Zealand despite recommendations from the framework (MOH, 2013). It is
recommended that, as the Memory Clinic is unable to provide consistent, ongoing
follow-up within their current systems of operation, that they commit to working
closely with primary care and the local dementia organisation to promote the term
“dementia navigator.” However, this does not address the need for information and
follow-up of those living with dementia and their care partners who are not linked
into a local dementia organisation or do not have a good relationship with their
general practitioner. The need for a commitment and financial support for a national
dementia navigator system from the current government has been identified as a
critical priority by Alzheimers New Zealand (Alzheimers New Zealand, 2017b). It
is therefore recommended that the role of ongoing follow-up through a specific
dementia navigator service requires more research within New Zealand, in
particular exploring the views of those living with dementia, particularly those who
identify as Māori and those from other cultures.

6.6. The role and experience of being a care partner can be stressful
even when the dementia is mild
Although the predominant focus of this study was to explore the information
needs of people with dementia and their care partners in the mild stage of the
dementia continuum, the topic of carer stress was mentioned frequently as a
significant issue. Carer stress and burden has been widely documented and
researched (Etters, Goodall, & Harrison, 2008; Livingston et al., 2017; Whitlatch &
Orsulic-Jeras, 2018) and has been identified as contributing to poorer physical and
psychological health for care partners (Brodaty & Donkin, 2009) and reduced
quality of life for the person living with dementia (Farina et al., 2017).
Carer stress occurs throughout the dementia continuum (Koca,
Taskapilioglu, & Bakar, 2017) but is more prevalent and detrimental to the care
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partner’s physical and psychological health in the moderate to severe stages of
dementia, with the increase of neuropsychiatric symptoms (Cheng, 2017) and
dependency (Brodaty & Donkin, 2009). However, many care partners identify carer
stress in the early stages, despite the lower incidences of neuropsychiatric symptoms
and dependency (de Vugt & Yerhey, 2013; Zucchella, Bartolo, Pasotti, Chiapella, &
Sinforiani, 2012) and, in the current study, the care partners identified carer stress as
a significant issue. The leading cause of stress for the carer partners in the current
study was their change in role and relationship with the person living with dementia.
Participants felt a loss and grief for the person that, although they were still present,
had changed personality, and communication was more difficult and less intimate.
This change of role, even at the mild stage of the dementia continuum from spouse
or adult child to care partner, was identified by many as difficult. This change in
role and relationship has been identified in the literature as a cause of carer stress in
the mild stage of the dementia continuum (Chan et al., 2012; de Vugt & Yerhey,
2013; Doka, 2010; Smith et al., 2019).
Within the current study, several care partners indicated that they found the
unequal division of household tasks and decision-making a significant cause of
stress. Care partners expressed sadness that day-to-day tasks and decisions were no
longer shared, or that they had to learn new tasks that the person living with
dementia used to do and is now unable to do; the participants in Smith et al. (2019)
also highlighted this. The reduction in previously undertaken tasks might be due to
poor motivation, anxiety or confidence, common symptoms in the mild stages, and
the person they care for is no longer able to contribute as they have done in the past,
changing the balance to an unequal relationship (Bunn et al., 2012). This unequal
balance was found less of an issue in other research reviewed (Forbes et al., 2012;
Peterson et al., 2016), as many people at the early stage of the dementia continuum
are independent with many household tasks and daily decision-making. Therefore,
many care partners do not identify with the role of carer and do not seek the support
and information that they need to help them when the person living with dementia
becomes more dependent. Care partners in the current study all identified as care
partners even though their roles, responsibilities and levels of support of their dyad
differed, so this was not an issue.
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Within the current study, stigma, related to dementia, was identified as a
contributor to carer stress in the mild stage. This stigma was reflected in the current
study with two of the care partners choosing not to use the term dementia, as they
reported their dyads being treated differently by other members of the family.
Negative changes in how others treated the person living with dementia was also
identified by a participant in Forbes et al.’s (2012) study. Another care partner in the
current study identified the stigma within the health system as healthcare
professionals saw the diagnosis before the person, and this impacted negatively on
treatment. Inequality of health care for those living with dementia was also
identified as an issue in Karlsson et al.’s (2015) study. Care partners in the current
study identified that there is a societal stigma associated with dementia, and this has
been reflected in other literature where care partners report that a diagnosis of
dementia is isolating and affects how the care partners see themselves as carers and
how others perceive the person living with dementia (Batsch & Mittleman, 2012). It
is essential to reduce the stigma of dementia (Barbarino et al., 2019), as the fear of
stigma can discourage care partners from disclosing the diagnosis and seeking the
help that they and the person living with dementia need (Forbes et al., 2012;
Whitlatch & Orsulic-Jeras, 2018) or to protect the person living with dementia from
stigma (Bunn et al., 2012).
It is clear that carer stress can occur throughout the dementia continuum, and
care partners identify that lack of information can increase stress at the mild stage
(Whitlatch & Orsulic-Jeras, 2018). In both the previous literature and the current
study, the importance of recognising carer stress and providing carer support is
highlighted as those carers who are experiencing high levels of carer stress are less
likely to seek the information they need (Forbes et al., 2012). It is crucial for both
the care partner and the person with dementia to look after their physical and mental
health and to manage their stress (Hirakawa et al., 2011; Iribarren et al., 2019; Lai
& Chung, 2007; Steiner et al., 2016).
Within the current study, one participant living with dementia acknowledged
carer stress that is experienced and felt that more should be done to help the care
partners. There was no indication from the previous literature reviewed as to
whether people who are living with dementia acknowledged the stress of their care
partner; however, there is minimal research in this area. Only one study, Ablitt,
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Jones, and Muers (2010), explicitly asked people living with dementia to rate their
care partner’s psychological health. This study concluded that many people living
with dementia at the mild stage, are aware of the stress their care partner is
experiencing when questioned explicitly.
Stigma is identified as a contributor to carer stress in the mild stage, but
within the current study was not identified as a contributing factor to increased
stress amongst people living with dementia. In fact, the majority of people living
with dementia interviewed did not feel they currently experienced any stigma from
having a dementia diagnosis and felt that they were managing well. One participant
wanted to encourage others living with dementia to let people know about their
dementia as she had a positive response from others. Two initially were concerned
about telling others that they had dementia as they felt ashamed and were fearful of
being treated differently but felt that over time, people treated them as they had
always done. The fears of being treated differently and having others talk to their
care partner, rather than them, is consistent with the minimal research done on this
topic, but these fears lessen with time (Bunn et al., 2012; Harland et al., (2017);
O’Connor, Mann, & Wiersma, 2018; Smith et al., 2019).
Carer stress and stigma can reduce the care partner’s ability to seek
information and people who are living with dementia are often reliant on their care
partners for many things, including for information. Therefore, it is essential to
recognise carer stress and promote awareness to reduce the stigma that care partners
feel as many carers need support to enable them to maintain their own physical,
mental and emotional health in order to support the person living with dementia
(Smith et al., 2019). It is recommended that healthcare professionals be more aware
of carer stress when imparting information and provide an opportunity to provide
information on carer stress and for the carer to talk about current grief and strategies
and supports available to help them now and in the future. Healthcare professionals
need to be mindful that people with dementia and their care partners might not
accept the term dementia, and this could be a barrier to gaining information, but
may accept information on memory loss. It is recommended that the Memory Clinic
also review the printed information to include information on memory loss to give
to care partners and people living with dementia who find using the term dementia
difficult due to stigma. Further research is warranted on the stress and stigma faced
115

by those newly diagnosed with dementia and how best to provide information and
support to address this need.

6.7 Strengths and limitations of the study
The primary strength of this study was to provide an opportunity for people
living with dementia to narrate their unique experiences through the use of an
Appreciative Inquiry (AI) approach which, is person-centred and flexible. AI was
also useful to provide a positive focus on what for many was a negative experience,
therefore reducing the risk of distress to the care partners and those living with
dementia. As the interviewers were already known to the participants, their dialogue
was more open as a previous trusting relationship had been developed, and this
might not have occurred if the interviewers were not known to the participants. The
use of semi-structured interviews was a strength as it enabled the participants to
have open dialogue and to discuss matters that were of concern to them that the
interviewer had not previously thought of, for example, the impact that stress and
stigma had on their ability and willingness to seek information. The use of
randomised sampling of those who attended the Memory Clinic reduced recruitment
bias and enabled a broader perspective on their information needs as not all of the
participants had linked in with the local dementia organisation.
A limitation of the present study was that there were no participants who
identified as Māori or people from other ethnic groups who did speak fluent
English. There is a need to gain the unique perspective of the information needs of
those who identify as Māori and from other cultures to establish if the current
findings are representative of people from other cultures living with dementia.
Another limitation was that some of the people living with dementia and their care
partners received information at the Memory Clinic 18-24 months before the
interviews and they found it difficult recalling their experiences due to the time gap
and having since seen many other healthcare professionals and experienced health
and life issues. Participants might have had better recall of the Memory Clinic
experience by changing the inclusion period to those who had been seen within a
six- to twelve-month period.
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6.8 Conclusions
Dementia has a substantial physical, psychological, social and economic
impact on the person living with dementia (Aminzadeh et al., 2007), their care
partner (Prince et al., 2013) and society (Prince et al., 2015). The World Health
Organisation has urged countries to make dementia a health priority (WHO, 2018a)
to ensure that people with dementia and their care partners can live well. It is a
fundamental human right to be fully informed to be able to make decisions about
one’s life and health care (DAI, 2016; HDC, 1996). It is also essential that care
partners receive the information needed to anticipate care needs and to support the
person with dementia to live well (WHO, 2018b). Meeting the information needs of
people living with dementia and their care partners is such an important topic that it
is mentioned frequently in international (WHO, 2012), national (MOH, 2013) and
local (Kerr et al., 2017) guidelines, yet there has been limited research on how this
can best be met.
The current study aimed to explore the information needs of people with
dementia and their care partners post-diagnosis and provide an insight into their
information needs from a New Zealand Memory Clinic perspective, a viewpoint
that has not previously been taken. The current study helps to fill a gap in the
knowledge by enabling people living with dementia to narrate their unique
experience. People living with dementia valued individualised information that was
clear and easy to understand and the opportunity to ask questions. Those living with
dementia who identified unmet information needs were more accepting of their
diagnosis and also wanted a single point of contact for information; however, all of
the participants who were living with dementia were reliant on their care partner for
information to some degree.
The current study highlighted that carer partners’ information needs were
individual and varied, but many wanted more information at the point of the
diagnosis from a healthcare professional who is knowledgeable and empathetic.
Care partners at the mild stage of the dementia continuum demonstrated higher
levels of stress and stigma than expected and this impacted on how information was
sought and received. Carer stress and stigma impact people living with dementia as
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care partners are often the primary source of information for the person living with
dementia. Ongoing and accessible information, from an experienced healthcare
professional, is essential for both care partners and people living with dementia to
reduce stress and to enable the person with dementia to have the best quality of life
and live well. The current study raised several recommendations for healthcare
professionals to guide practice and to improve the quality of the information given
within a range of dementia services, including the Memory Clinic (figure 3). These
recommendations include reviewing the format, environment, amount and content
of information currently given to people living with dementia and their care partners
at the mild stage of the dementia continuum. Healthcare professionals are
recommended to ensure that their communication skills are person-centred, and it is
recommended that the Memory Clinic consider additional appointments for people
living with dementia and their care partners to provide ongoing information on
progression and to provide information and support to reduce carer stress.
Additional follow-up appointments will be used to complement and work with the
current system from the local dementia organisation and primary care to improve
the current navigator system.
The topic of information needs clearly warrants further research, as it has
been highlighted in many international and national guidelines as an area of
importance to improve quality of life. The current study identified that although
information needs are individual, more research is needed with people living with
dementia to produce comprehensive guidelines on providing information to this
population in a variety of diagnostic settings. More research is needed from a New
Zealand perspective, in particular, exploring the views of those who are not
connected with a local dementia organisation and those who identify as Māori or
from other cultures. Research is also needed to explore the role of a specific
dementia navigator service, as recommended by the framework (MOH, 2013) to
provide information and support to address the stress and stigma faced by many
newly diagnosed with dementia and throughout the dementia continuum.
Good quality, appropriate health information is essential for living well with
dementia. It is crucial that health-care professionals improve the information they
give to people living with dementia and their care partners, by providing
individualised, relevant and ongoing information in a positive, person-centred way.
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Figure 3. Clinical implications and recommendations for practice.
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Appendix A
Key words used in the literature review
The searches were done in CINAHL, Ovid and Google Scholar using a combination
of words relevant to this study:
Dementia, frontotemporal, amnestic, cognitive disorders, vascular, multi-infarct,
Lewy body disease, senile or presenile.
Information needs, health education and health knowledge
Patient, client, person with dementia
Informal caregiver*, family carer*, care partner
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Appendix B
Key information of selected studies
Author/Year

Country

Topics covered

Stage of
dementia

Recruitment

Methods

People
with
dementia

Family
caregiver

Total
participants

Abley,
Manthorpe,
Bond, Keady,
Samsi,
Campbell ...
& Robinson.
(2013)

UK

Communication

Less than
1-year
postassessment

Four
memory
clinics

Face-to-face
individual
interviews

People
with
dementia
n13

n26

N53

DiZazzoMiller,
Pociask, &
Samuel
(2013)

USA

(20 matched
pairs)

People
with
cognitive
impairment
n14

Information

Mild

sources

Moderate

content
barriers

Late

Alzheimer’s
association

Four focus
groups

Mild stage
n3

Mild stage
n4
Moderate
stage n5

N23
Including 5
service
professionals

Late stage
n6
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Author/Year

Country

Topics covered

Stage of
dementia

Recruitment

Methods

People
with
dementia

Family
caregiver

Total
participants

Forbes,
Finkelstein,
Blake,
Gibson,
Morgan,
Markle-Reid
... & Thiessen
(2012)

Canada
(Rural)

Information

Less than 5
years postdementiadiagnosis

Alzheimer’s
association,
care access
centre and
Victorian
order of
nurses

Face-to-face
individual
interviews at
three time
points

Less than 5
years postdementiadiagnosis
n4

Less than
5 years
postdiagnosis
n4

N33

More than
5 years
postdiagnosis
n1

More than
5 years
postdiagnosis
n10

Harland,
Bath,
Wainwright,
& Seymour.
(2017)

UK

Memory
Clinic

Semistructured,
face-to-face
individual
interviews

n13

n0

sources
content

barriers

More than 5
years postdiagnosis

Information

Mild stage

preferences

preferences
barriers

Including 14
healthcare
professionals

N13
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Author/Year

Country

Topics covered

Stage of
dementia

Recruitment

Methods

People
with
dementia

Family
caregiver

Total
participants

Hirakawa,
Kuzuya,
Enoki, &
Uemura
(2011)

Japan
(urban)

Information

Mild

Questionnaires

n0

Severe

Mild stage
n261

N475

Sources

Recipients of
home care
services

Iribarren,
Stonbraker,
Suero-Tejeda,
Granja,
Luchsinger,
Mittelman ...
& Lucero
(2019)

USA
(urban)

Enrolled in
New York
City
Hispanic
dementia
caregiver
research
program

Questionnaire

Severe
stage
n111

Content

Communication
Use of IT

Average
care time
6.5yrs

11 design
sessions
involving
between 1-4
care givers

n0

Englishspeaking
n10

N24

Spanishspeaking
n14
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Author/Year

Country

Topics covered

Stage of
dementia

Recruitment

Methods

Country

People
with
dementia

Family
caregiver

Total
participant

Karlsson,
Bleijlevens, Roe,
Saks, Martin,
Stephan... &
RightTimeCarePlace
Consortium (2015)

8
European
countries.

Communication

Mild

n11

n16

N137

Moderate

Focus
groups

England

preferences
barriers

Severe

Local home
care, & day
care services,
primary care,
support
groups,
counselling
services and
dementia
associations

Estonia

n0

n14

Finland

n6

n12

France

n0

n13

Germany

n1

n16

The
Netherlands

n0

n10

Spain

n5

n8

Sweden

n2

n23
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Author/Year

Country

Topics
covered

Stage of
dementia

Recruitment

Methods

People
with
dementia

Family
caregiver

Total
participants

Killen,
Flynn, De
Brún,
O’Brien,
O’Brien,
Thomas ... &
Taylor
(2016)

UK

DLB

At
diagnosis

Lewy body
society
website

Open web
survey

n3

n122

N125

Lai & Chung
(2007)

Hong
Kong

Average
care time
3yrs 9
months

Three NGOs

Structured
questionnaire
in person and
postal

n0

n144

N144

Mild
Moderate
Severe

Memory
Clinic

Face-to-face
individual
semistructured
interviews

n0

Mild Stage
n9
Moderate
stage n15
Severe
stage n3

N27

Information
source
content
preferences

Information
Source
content

Peterson,
Hahn, Lee,
Madison, &
Atri (2016)

No current
stages
mentioned

USA

Use of IT
Information
Content
Source
Preferences
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Author/Year

Country

Topics
covered

Stage of
dementia

Recruitment

Methods

Robinson, Elder,
Emden, Lea,
Turner, & Vickers
(2009)

Australia

Information

Pre- and
at
diagnosis

Users of
services
provided by
two agencies

Three focus
groups

source
content

People
with
dementia
n0

Family
caregiver

Total
participants

Caring for
1-3 years
n3

N15

Caring for
3-5 years
n6

preferences

Caring for
over 5
years n15

Steiner, Pierce, &
Salvador (2016)

USA

Information
content

Average
care time
3 ¼ years

Attendees of
Alzheimer’s
association
support or
education
groups

Descriptive
survey design

n0

n33

N92
Including 59
Home care
workers
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Author/Year

Country

Topics
covered

Stage of
dementia

Recruitment

Methods

People
with
dementia

Family
caregiver

Total
participants

Werner,
Stanislawski,
Marx, Watkins,
Kobayashi, Kales,
& Gitlin (2017)

USA

IT tool

Mild

Caring less
than 1 year
n1

N26

Moderate

content

Severe

Four focus
groups using
a semistructured
interview

n0

Information

Purposive
and network
sampling

content on
BPSD

1-5 years
n18
over 5yrs
n7

Preferences/
barriers
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Appendix C
Including Māori in research

This study was presented for approval to Te Komiti Whakarite - CDHB Research
Consultation and Māori UOC Māori Consultation and their recommendations were as
there are a small number of Māori who have attended the Memory Clinic, (approx. 2-3 a
year) they should be selected and invited to participate based on ethnicity. This study was
felt to be important so that Māori have an opportunity to provide a voice regarding their
experience of receiving a diagnosis of dementia and insight into the experience of the
whānau member.
The methods included data collection through interviewing were devised to be sensitive to
the needs of Māori and were guided by the Treaty of Waitangi principles of partnership,
participation and protection. All participants were invited to include a support person to
be present at the interview. The participants were encouraged to discuss participation in
this study with their whānau before deciding to take part and contact details was given of
Māori liaison. Confidentiality throughout this study was paramount for all participants,
and this was especially noted for Māori participants as there are fewer Māori assessed at
the Memory Clinic.
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Appendix D
Ethical approval

H17/059

Ms V Maskill
Centre for Postgraduate Nursing Studies (Chch)
72 Oxford Terrace, Levels 2 and 3
University of Otago, Christchurch

Dear Ms Maskill,
I am again writing to you concerning your proposal entitled “Exploring the
information needs of people with early dementia and their care partner, post
diagnosis at a Memory Clinic.”, Ethics Committee reference number H17/059.
Thank you for your email of 1st June 2017 with attached response addressing the
issues raised by the Committee.
On the basis of this response, I am pleased to confirm that the proposal now has full
ethical approval to proceed.
The standard conditions of approval for all human research projects reviewed and
approved by the Committee are the following:
Conduct the research project strictly in accordance with the research proposal
submitted and granted ethics approval, including any amendments required to be
made to the proposal by the Human Research Ethics Committee.
Inform the Human Research Ethics Committee immediately of anything which may
warrant review of ethics approval of the research project, including: serious or
unexpected adverse effects on participants; unforeseen events that might affect
continued ethical acceptability of the project; and a written report about these matters
must be submitted to the Academic Committees Office by no later than the next
working day after recognition of an adverse occurrence/event. Please note that in
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cases of adverse events an incident report should also be made to the Health and
Safety Office:
http://www.otago.ac.nz/healthandsafety/
index.html
Advise the Committee in writing as soon as practicable if the research project is
discontinued.

Make no change to the project as approved in its entirety by the Committee, including
any wording in any document approved as part of the project, without prior written
approval of the Committee for any change. If you are applying for an amendment to
your approved research, please email your request to the Academic Committees
Office:
gary.witte@otago.ac.nz
jo.farrondediaz@otago.ac.nz
Approval is for up to three years from the date of this letter. If this project has not
been completed within three years from the date of this letter, re-approval or an
extension of approval must be requested. If the nature, consent, location, procedures
or personnel of your approved application change, please advise me in writing.
The Human Ethics Committee (Health) asks for a Final Report to be provided upon
completion of the study. The Final Report template can be found on the Human
Ethics Web
Page http://www.otago.ac.nz/council/committees/committees/HumanEthicsCommittees.html

Yours sincerely,

Mr Gary Witte
Manager, Academic Committees
Tel: 479 8256
Email: gary.witte@otago.ac.nz

c.c. Dr P Seaton Director, Senior Lecturer Centre for Postgraduate Nursing Studies (Chch)
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Appendix E
Recruitment criteria
1. Please generate a list of potential participants to fit the following criteria
For the participant with dementia
a. must have been assessed and discharged from the CDHB Memory Clinic and have
received a diagnosis of an early/ mild dementia (of any type)
b. must have received a diagnosis of an early/ mild dementia (of any type) within the time
frame of 1st January 2016 and 31 December 2016 by the CDHB Memory Clinic.
c. must be aged between fifty and ninety.
d. Lara will not have had any active clinical role with the person with dementia or their
care partner’s health care in the last 6 months.
e. The participant must have a care partner who is willing to participate in this study
f. The participant must not have an activated Enduring Power of attorney.
g. they must not be currently experiencing any psychotic symptoms
h. They must not have language difficulties that could interfere with completing the
interview and would require an interpreter.
For the care partner
a. They must have attended the CDHB Memory Clinic assessment and review meeting
with the person with dementia within the time frame of 1st January 2016 and 31
December 2016.
b. They must have the consent to participate from the person with dementia and not have
an activated Enduring Power of attorney.
C. They must not have language difficulties that could interfere with completing the
interview and would require an interpreter.

2. When the list of those that fit the eligibility criteria is completed please allocate a
number to each of the potential participants.
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3. Use the random number selector site https://www.randomizer.org/
How many sets of numbers do you want to generate? 1
How many numbers per set? 6
Number range (e.g., 1-50) 1- ???
Do you wish each number in a set to remain unique? Yes
Do you wish to sort the numbers that are generated? No
How do you wish to view your random numbers? Place markers off

4. Use the script and contact the potential participants indicated by the random number
selecting site.
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Appendix F
Recruitment script
Hello, my name is Karen from the Memory Assessment Clinic
I’m ringing to let you know of some research Lara, one of our nurses is doing.
She would like to talk with people about their experiences of the information that we
gave to you and your wife, husband mother etc. at the Memory Assessment Clinic
last year. This will help us come up with ideas that can help us improve our service.
Would that be something that you think you might be interested in participating in?
Yes/ no
If no - thanks for your time.
If yes
First, I need to check with you to see if you fit the criteria for participating.
Are you both currently well?
Both you and the person that came with you must be willing to participate.
If fits the criteria explain what is involved
If you would like to participate in this study Lara and Jill, our nurses, will arrange a
time to pop out and see you both to ask you some questions about your experience
about getting information at the Memory Assessment Clinic.
You don’t have to agree now, I can send you some information for you both to look
at. Please take your time about whether you would like to take part and you may
like to talk it over with family or friends.
Do you have any questions for me at this time?
When you receive the information, you’ll find it has Lara’s phone number there.
You are really welcome to give her a call if you have any questions after reading the
information.
I will ring you in a week to see if you would like to be involved. Thank you.

156

Appendix G
Research information brochure (smaller version)
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Appendix H
Participant information sheet

Patient Participant Information Sheet
Study title:

Principal
investigator:

Exploring the information needs of people with early
dementia and their care partner, post diagnosis at a
Memory Clinic.
Name - Lara Hitchcock
Department – University of Otago –
Christchurch and CDHB

Contact phone number
(03) 337 8665

Position – Master’s thesis student and
Memory Assessment Clinic Registered
Nurse

Introduction
Thank you for showing an interest in this project. You are invited to take part in a
project looking at your experience of the Memory Clinic and how we can best meet
people’s information needs.
Please read this information sheet carefully. Take time to think about it and, if you
wish, talk with relatives or friends, before deciding whether or not to participate.
If you decide to participate we thank you. If you chose not to take part, it will not
affect your future health care and we thank you for considering our request.

What is the aim of this research project?
Our aim is to see how the information we gave to you face to face and in writing has
helped, and how we can help others diagnosed with dementia in the future. We want
to learn from your experiences and come up with ideas that can help us improve our
service.
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Who is funding this project?
This project is supported by Health Workforce New Zealand

Who are we seeking to participate in the project?
We are looking for people that received a diagnosis of a dementia at the CDHB
Memory Clinic between January and December 2016. We would also like to talk with
care partners (the person that attended the CDHB Memory Clinic assessment and
review meeting with you).
You must have a care partner who is willing to also participate in this study.

If you participate, what will you be asked to do?
If you would like to be part of our study the Nurses, Lara Hitchcock or Jill Hepburn
from the Memory Assessment Clinic will make a time to come and see you and your
support person at your home or a place of your choice.
We will ask you about your story of how you were told you had a dementia. We will
also talk about what information you have found helpful or would have liked to know.
It is okay to tell us what you really think.
The interview will normally take about 30 minutes but it can be as short as you like.
We would like to talk with you and talk with your support person. You are welcome to
have someone with you during the interview.

Is there any risk of discomfort or harm from participation?
We have given you information about this study on this information sheet but please
ask questions. We will keep asking you to make sure you are happy to continue and to
answer any questions.
Similar projects have found that people felt talking about their stories was a positive
experience and felt that their contributions were valued and positively impacted on
service development.
Should the situation arise that there are things that you talk about in the interview
that you find upsetting, you can talk it through with either Lara or Jill. An independent
CDHB Mental Health professional will also be available. Again, the interview can be as
short as you like and we can stop the interview at any stage, you do not have to give a
reason.
Another interviewer will be available if you are uncomfortable speaking with Lara or
Jill.
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What about anonymity and confidentiality?
We will audio tape record what you say so we do not miss anything. You can receive a
written copy of your comments and we can change comments if incorrect or you
decide it is not to be included.
A transcriber (who will have signed a CDHB confidentiality agreement) will type up the
interviews. Anything we write about the project will not include your name or any
information that may identify you.
The recordings will be stored and only the researcher and her academic supervisors
will have access to them. The de-identified data may be used in further research.
All information gained will be kept confidential and will only be used for the purpose
of this study and will not be added to your medical health record or have an impact on
future care or service provision.

If you agree to participate, can you withdraw later?
You do not have to take part in this study. It is your choice.
You can change your mind at any time including during or after the interview and
withdraw your comments. Just let the interviewer know, you do not have to give a
reason.
You do not have to answer any questions that you do not want to.

Any questions?
If you have any questions now or in the future, please feel free to contact either:
Lara Hitchcock,

Contact phone number:

Registered Nurse,

(03) 337 8665 (Mon – Fri)

(Memory Assessment Clinic)
Virginia Maskill,
Academic supervisor

Lara.hitchcock@cdhb.health.nz
Contact phone number:
(03) 364 3850

University of Otago, Christchurch
Dr. Susan Gee,
Academic supervisor

Contact phone number:
027 289 7714

161

Psychiatry of Old Age Academic Unit, Burwood
Hospital, Christchurch
Te Pora Ehau

Contact phone number:

Kaitautoko kaumata, Burwood Hospital

0278391146

This study has been approved by the University of Otago Human Ethics Committee (Health). If
you have any concerns about the ethical conduct of the research you may contact the
Committee through the Human Ethics Committee Administrator (phone +64 3 479 8256 or
email gary.witte@otago.ac.nz). Any issues you raise will be treated in confidence and
investigated and you will be informed of the outcome.

Care Partner Participant Information Sheet
Study title:

Principal
investigator:

Exploring the information needs of people with early
dementia and their care partner, post diagnosis at a
Memory Clinic.
Name - Lara Hitchcock
Department – University of Otago –
Christchurch and CDHB

Contact phone number
(03) 337 8665

Position – Master’s thesis student and
Memory Assessment Clinic Registered
Nurse

Introduction
Thank you for showing an interest in this project. You are invited to take part in a
project looking at your experience of the Memory Clinic and how we can best meet
people’s information needs.
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Please read this information sheet carefully. Take time to think about it and, if you
wish, talk with relatives or friends, before deciding whether or not to participate.
If you decide to participate we thank you. If you chose not to take part, it will not
affect your future health care and we thank you for considering our request.

What is the aim of this research project?
Our aim is to see how the discussion and written information we gave you has helped,
and how we can help others diagnosed with dementia in the future. We want to learn
from your experiences and come up with ideas that can help us improve our service.

Who is funding this project?
This project is funded by Health Workforce New Zealand

Who are we seeking to participate in the project?
We are looking for care partners who attended the CDHB Memory Clinic assessment
and review meeting to support a person who was diagnosed with dementia at the
CDHB Memory Clinic between January and December 2016. We would also like to talk
with the person with dementia.
You must have the consent to participate from the person with dementia

If you participate, what will you be asked to do?
If you would like to be part of our study the Nurses, Lara Hitchcock or Jill Hepburn
from the Memory Assessment Clinic will make a time to come and see you and the
person you support at your home or a place of your choice.
We will ask you about your story of how you were told the person you support had a
dementia. We will also talk about what information you found helpful or would have
liked to know. It is okay to tell us what you really think.
The interview will normally take about 30 minutes but it can be as short as you like.
We would like to talk with you and talk with your family member. You are welcome to
have someone with you during the interview.

Is there any risk of discomfort or harm from participation?
We have given you information about this study on this information sheet but please
ask questions. We will keep asking you to make sure you are happy to continue and to
answer any questions.
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Similar projects have found that people felt talking about their stories was a positive
experience and felt that their contributions were valued and positively impacted on
service development.
Should the situation arise that there are things that you talk about in the interview
that you find upsetting, you can talk it through with either Lara or Jill. An independent
CDHB Mental Health professional will also be available. Again, the interview can be as
short as you like and we can stop the interview at any stage, you do not have to give a
reason.
Another interviewer will be available if you are uncomfortable speaking with Lara or
Jill.

What about anonymity and confidentiality?
We will audio tape record what you say so we do not miss anything. You can receive a
written copy of your comments and we can change comments if incorrect or you
decide it is not to be included.
A transcriber (who will have signed a CDHB confidentiality agreement) will type up the
interviews. Anything we write about the project will not include your name or any
information that may identify you.
The recordings will be stored and only the researcher and her academic supervisors
will have access to them. The de-identified data may be used in further research.
All information gained will be kept confidential and will only be used for the purpose
of this study and will not be added to any medical health record or have an impact on
future care or service provision.

If you agree to participate, can you withdraw later?
You do not have to take part in this study. It is your choice.
You can change your mind at any time including during or after the interview and
withdraw your comments. Just let the interviewer know, you do not have to give a
reason.
You do not have to answer any questions that you do not want to.

Any questions?
If you have any questions now or in the future, please feel free to contact either:
Lara Hitchcock,

Contact phone number:
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Registered Nurse,
(Memory Assessment Clinic)
Virginia Maskill,
Academic supervisor

(03) 337 8665 (Mon – Fri)
Lara.hitchcock@cdhb.health.nz
Contact phone number:
(03) 364 3850

University of Otago, Christchurch
Dr. Susan Gee,
Academic supervisor

Contact phone number:
027 289 7714

Psychiatry of Old Age Academic Unit, Burwood
Hospital, Christchurch
Te Pora Ehau
Kaitautoko kaumata, Burwood Hospital

Contact phone number:
0278391146

This study has been approved by the University of Otago Human Ethics Committee (Health). If
you have any concerns about the ethical conduct of the research you may contact the
Committee through the Human Ethics Committee Administrator (phone +64 3 479 8256 or
email gary.witte@otago.ac.nz). Any issues you raise will be treated in confidence and
investigated and you will be informed of the outcome.
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Appendix I
Consent form

Exploring the information needs of people with
early dementia and their care partner, post
diagnosis at a Memory Clinic.
Principal Investigator: Lara Hitchcock (03 337 8665, lara.hitchcock@cdhb.health.nz)

CONSENT FORM FOR PATIENT PARTICIPANTS
Following signature and return to the research team this form will be stored in a secure place for ten
years.

Name of participant………………………………………….
1. I have read the Information Sheet about this study and understand the aims of this
research project.
2. I have had enough time to talk with other people of my choice about participating
in the study.
3. All my questions about the project have been answered to my satisfaction, and I
understand that I am free to ask for further information at any stage.
4. I know that my participation in the project is entirely my choice, and that I am free
to withdraw from the project at any time without disadvantage and without having
to give a reason.
5. I know that as a participant I will take part in an interview.
6. I know that the interview will explore my experience and views about the
information given to me after I was given a diagnosis of dementia.
7. I may decline to answer any question or stop the interview at any time.
8. I understand the nature and size of the risks of discomfort or harm which are
explained in the Information Sheet.
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9. I know that when the project is completed all personal identifying information will
be removed from the paper records and electronic files which represent the data
from the project, and that these will be placed in secure storage and kept for at
least ten years.
10. I understand that the results of the project may be published but any personal
identifying information will be removed from the written records and electronic
files and the data from the project will be placed in secure storage and kept for at
least ten years.
11. I know that there is no payment offered for this study, and that no commercial use
will be made of the data.
Signature of participant:

Date:

Name of person taking consent

Date:
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Exploring the information needs of people with
early dementia and their care partner, post
diagnosis at a Memory Clinic.
Principal Investigator: Lara Hitchcock (03 337 8665, lara.hitchcock@cdhb.health.nz)

CONSENT FORM FOR CARE PARTNER PARTICIPANTS
Following signature and return to the research team this form will be stored in a secure place for ten
years.

Name of participant………………………………………….
1. I have read the Information Sheet about this study and understand the aims of this
research project.
2. I have had enough time to talk with other people of my choice about participating
in the study.
3. All my questions about the project have been answered to my satisfaction, and I
understand that I am free to ask for further information at any stage.
4. I know that my participation in the project is entirely my choice, and that I am free
to withdraw from the project at any time without disadvantage or having to give a
reason.
5. I know that as a participant I will take part in an interview.
6. I know that the interview will explore my experience and views about the
information given to me after my family member was given a diagnosis of
dementia.
7. I may decline to answer any question or stop the interview at any time.
8. I understand the nature and size of the risks of discomfort or harm which are
explained in the Information Sheet.
9. I know that when the project is completed all personal identifying information will
be removed from the paper records and electronic files which represent the data
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from the project, and that these will be placed in secure storage and kept for at
least ten years.
10. I understand that the results of the project may be published but any personal
identifying information will be removed from the written records and electronic
files and the data from the project will be placed in secure storage and kept for at
least ten years.
11. I know that there is no payment offered for this study, and that no commercial use
will be made of the data.
Signature of participant:

Date:

Name of person taking consent

Date:
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Appendix J
Interview schedule

Exploring the information needs of people with early dementia and their
care partner, post diagnosis at a Memory Clinic.
Interview schedule for person with dementia.
Step 1.
Interviewer - introduce yourself. (With the aim to be friendly and relaxed)
1. Ask if the interviewee has had a chance to read the information sheet and
brochure (given prior to the interview).
Briefly go through the information sheet and consent form, ask if they have any
questions? (Informally check capacity to consent).
Explain that the information gathered will be confidential and any comments that they
give will not include their name or any information that may identify them.

2. Ask the participant to read and sign the consent form.
Inform the participant that they do not have to answer a question that they do not feel
comfortable answering and that if they want, we can stop the interview at any point,
and they do not have to give a reason.

3. Check that they are comfortable to begin the interview. Check throughout the
interview that the participant is happy to continue and check for fatigue.

Step 2.
Turn on the audio recorder.
You met with the team at The Memory Assessment Clinic and we told you about your
diagnosis of dementia and gave you a plan of how we can help you to continue to live
well with a dementia. We also gave you some written information to take home. We
want to see how the information we gave you has helped and how we can help others
diagnosed with dementia in the future. We want to learn from your experience of the
Memory Assessment Clinic and come up with ideas that can help us improve our
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service and help others diagnosed with dementia in the future. To do this I am going to
ask you some questions.

1. Positives of the experience of getting information at the Memory Clinic
(discovery).
Start by telling me the story about how you came to know you had a diagnosis of
dementia? If Memory Clinic is not mentioned, prompt by asking, tell me about how
you got the diagnosis of dementia at the Memory Clinic?
Thinking about your experience with the Memory Clinic and the information you
received. What did you find especially helpful? What was the best experience you had?

What was it about that made it so helpful do you think? / What did the Memory Clinic
do that made it a good experience?

Which of the materials that we gave you have you used most often? How did you use
them?

What is the most important thing the Memory Clinic did that helped you feel that you
understood about your dementia and how you could continue to live well?

Based on your experience, what did you value most about the Memory Clinic?

2. Wish list (the dream).
If we wanted to look at how we give people really good information about their
diagnosis of dementia, what should we keep doing? [Or] What things do we do well at
the Memory Clinic that you would like to see us keep doing?

What additional information would have been useful to you?

In what format should we give that information?
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What would make the information we gave better for you?

3. How would that look? (The design).
What would perfect Memory Clinic review meeting, where we give a diagnosis of
dementia, look like?

I want you to imagine that you have a magic wand. It can do anything! You could wish
for anything to improve the information given when people come to our clinic in the
future, what would that wish look like? (1 wish)

4. How can this be achieved (destiny)?
What message would you like to give to doctors/ nurses or society in general about
giving information to yourself or the person who is supporting you about dementia and
the help that is available to enable you to live well?

5. Is there anything about the information you were told or written information,
that you feel I haven’t asked about, if so, would you like to tell me?
6. Are there any other questions that you would like to ask me?

Step 3.
Check how the person found the experience and if they need to debrief. Inform them
that they can receive a written copy of their comments and we can change comments if
they incorrect or they decide it is not to be included. They can also be sent a summary
of the findings if they want (document their wishes).

Thank you for your help.
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Exploring the information needs of people with early dementia and their
care partner, post diagnosis at a Memory Clinic,
Interview schedule for the care partner.
Step 1.
Interviewer - introduce yourself. (With the aim to be friendly and relaxed)
1. Ask if the interviewee has had a chance to read the information sheet and
brochure (given prior to the interview).
Briefly go through the information sheet and consent form, ask if they have any
questions?
Explain that the information gathered will be confidential and any comments that they
give will not include their name or any information that may identify them.

2. Ask the participant to read and sign the consent form.
Inform the participant that they do not have to answer a question that they do not feel
comfortable answering and that if they want, we can stop the interview at any point,
they do not have to give a reason.

3. Check that they are comfortable to begin the interview. Check throughout the
interview that the participant is happy to continue and check for fatigue.

Step 2.
Turn on the recorder.
You met with the team at The Memory Assessment Clinic and we told you and the
person who you support about their diagnosis of dementia and gave you both a plan of
how we can help them to continue to live well with a dementia. We also gave you some
written information to take home. We want to see how the information we gave has
helped you and how we can help others diagnosed with dementia in the future. We
want to learn from your experience of the Memory Assessment Clinic and come up
with ideas that can help us improve our service and help others diagnosed with
dementia in the future. To do this I am going to ask you some questions.
1. Positives of the experience of getting information at the Memory Clinic
(discovery).
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Start by telling me the story about how you came to know that the person you support
(your spouse/ mother/father/ friend) had a diagnosis of dementia?

Thinking about your experience with the Memory Clinic and the information you
received. What did you find especially helpful? What was the best experience you had?
What was it about that made it so helpful do you think? / What did the Memory Clinic
do that made it a good experience?

Which of the materials that we gave you have you used most often? How did you use
them?

What is the most important thing the Memory Clinic did that helped you feel that you
understood about the person you support diagnosis of dementia and how they can
continue to live well?

Based on your experience, what did you value most about the Memory Clinic?

2. Wish list (the dream).
If we wanted to look at how we give people really good information about their
diagnosis of dementia, what should we keep doing? [Or] What things do we do well at
the Memory Clinic that you would like to see us keep doing?

What additional information would have been useful to you?

3. In what format should we give that information? How would that look? (The
design).

What would perfect Memory Clinic review meeting, where we give a diagnosis of
dementia, look like?

174

I want you to imagine that you have a magic wand. It can do anything! You could wish
for anything to improve the information given when people come to our clinic in the
future, what would that wish look like? (3 wishes)

4. How can this be achieved (destiny)?
What message would you like to give to doctors/ nurses or society in general about
giving information to yourself or the person you are supporting about dementia and the
help that is available to enable you to live well?

5. Is there anything about the information you were told or written information
that you feel I haven’t asked, if so would like to tell me?

6. Are there any other questions that you would like to ask me?

Step 3.
Check how the person found the experience and if they need to debrief. Inform them
that they can receive a written copy of their comments and we can change comments if
they are incorrect or they decide it is not to be included. They can also be sent a
summary of the findings if they want (document their wishes).
Thank you for your help.
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Appendix K
Demographics and check list
…………………………..

Information sheet explained

Y/N

Verbal consent given

Y/N

Written consent given

Y/N

Ethnicity

Y/N

Age

Gender

Do they want a written copy
of the research findings?

Y/N

Do they want a summary of
the research findings?

Y/N

Anything else?
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