To Study the Challenges those that are faced by Family Carers of People with Dementia
[Name of the student]
[Submitted to]
[Date of Submission]
[Name of University]

2

ABSTRACT
Title: What are the Challenges Family Carers of People with Dementia Face?
Aim: The study aimed to identify the issues faced by the family carers, and to identify the
main concerns of carers of dementia patients.
Methods: The researcher has utilised an integrative review methodology for this study,
Integrative reviews comprise of research which is not experimental in nature and includes
elements like observational studies case studies and meta-analyses. Integrative review can also
include theory, guidelines and practical applications.
Recommended Focus for Practice Change: It is recommended that the care givers practice
respite and undergo psychoanalytical and traumatic stress therapy as it could prove to be
extremely helpful for the in mitigating the risks of psychological and physical health issues
which the carers can face while performing their job. Another recommendation would to
provide the carers with adequate support from the health care professional and organizations
that are responsible for providing them knowledge regarding the care techniques.
Practice Change Results and Conclusions: It is recommended that the carers make use of
respite in order to lower down their level of stress and depression. There is a need for
providing carers with easy access to the information regarding the information that is essential
for providing effective care to the patient. The systematic review indicated that carers suffer
from massive depression, and social, as well as psychological issues while caring for people
with dementia.
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INTRODUCTION
Introduction
When a family member suffers from some kind of disability or disease it leads to
create dependency upon other members of the family for the basic day to day needs. The
family member who attends the patient plays an important role in the provision of support
both physically and morally. Such an attendee of the sick or disabled member of the family is
known as carer (Lakeman, 2008). The involvement and affection level of the carer is very
important in building motivational level of the sick person or the patient who heavily relies
upon the carer for a number of tasks (ALRC, 2011). Owing to the significant role carers play
towards societal assistance, the carers are increasingly been recognized on governmental
level including in the UK government (Gov.UK, 2016). The issues of carers are also
important to address due to the fact that most of the carers belonging to lower middle or
middle class with a limited income find it difficult to cope up with the social and financial
needs (Granerud&Severinsson, 2006.). In addition to that, the issues of exclusion from
society, often leads the carers to face with the behavioural issues, mental distress, physical
exertion which when combined with the financial concerns lead towards high level of greater
depression and other psychological issues (Rhee et al., 2008).
Carers are associated with supervising a number of conditions especially among old
people of the family specially associated with neurodegenerative diseases and other physical
disabilities.By 2015, the number of people with dementia reached a figure of 850,000.
Around 40,000 people who are diagnored with dementia are young. In minority and black
groups in UK there are about 25,000 people who suffer from dementia (Hazelhof et al.,
2016). It is estimated that in UK there will be an estimate of one million people with
dementia by the year 2025. Two thirds of this number is expected to be women.1 in 6 people
with ages over 80 have dementia The cost to the UK economy in financial terms due to
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dementia is pounds twenty six billion per year.Two thirds of people who are suffering from
dementia reside in the community and one third of them reside in a care home.In UK there
are 670,000 careers of dementia patients (Lee et al., 2016). Furthermore, carers are going
increasingly an important subject to debate and several discussion are being held at ensuring
the challenges carers face. Stills there are lacking in the policies at governmental level
(Battams, 2016). This study is conducted in order to analyse the issues and challenges faced
by the carers, especially those who are associated to provide care to the mental disorder
patients. The quality and nature of care provided by the carer is very important. This study
therefore deals with the analysis of the carers of dementia and the analysis of care needed for
such a patients.
Dementia is a chronic mental disorder associated with mental disabilities including
loss of memory, depression, apathy, poor judgement of people, confusion, impaired
communication, disorientation, swallowing and even walking. The disorder prevents the
suffering individual to carry out his or her daily routine tasks independently and thus fall
dependent upon carer for such actions. While taking care of a dementia patient, the carer is
sometimes faced with a number of issues. These issues include frequent mood swings,
aggression, inconsistencies in behaviour and frustration.
Agressive behavior can be physical or verbal in nature. This kind of behaviour can be
triggered suddenly and sometimes with the lack of an apparent reason or can arise from a
frustrating situation. Agression can be brought on by a number of factors which include
physical discomfort, poor communication and environmental factors.People who are
suffering from dementia, have same needs like everybody else. This includes social
interaction, comfort, stimulation and emotional and physical well-being.However, the
problem with dementia patients is that they are often not able to recognize their needs,
communicate these needs to others and satisfy them. This is why they act in ways that can be
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termed as aggressive. These issues which may even led to the condition of stress (Alz.org,
2011).
The carers’ overall quality of life suffers including the working responsibilities, social
life and also the carer is faced with a hard time as far as other personal relationships are
concerned (Edelman et al., 2005). In addition to that, caring a patient suffering from mental
disorder specially dementia is challenging in a way that there are continuous behavioural shift
of the care recipient as the mental conditions are not static and the needs keep on changing
from time to time (Skjerve et al., 2004). In such cases when the disorder of care receiver is
more advanced, it increases in the difficulties of the carers. Due to these reasons, it is
important to undertake studies for the evaluation of issues faced by carers of individuals
suffering from dementia.
Furthermore, based upon which, several strategies and policies can be recommended
to the policy-makers at governmental level in order to provide a framework of leverage to the
carers. The first strategy should be geared towards educating the public and ensuring better
knowledge with respect to dementia as there appears to be a lot of ignorance when it comes
to dementia. This ignorance is prevalent not only among general public but also among
caregivers and service providers.Many people are unaware of ways that can be used to
support and treat people who are suffering from dementia. The next strategy is aimed at
ensuring an early diagnosis. It has been noted that only about one third of dementia patients
get a proper diagnosis (McKhann et al,, 2011).Generally people seek specialist services at a
very late stage which is the result of late diagnosis. As a result their illness gets worse and the
chance of improving their life is reduced (McKeith et al., 2005). The next strategy is aimed at
developing services. There is a need to build a range of services that satisfy the need of
people who are suffering form dementia and also their carers.Raising awareness among
people will help in removing the stigma which is associated with dementia and will help in
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understanding what benefits can accrue from an early diagnosis. This in turn will help in
preventing dementia.Early diagnosis which is clarified in a sensitive manner can help
dementia patients and their carers seek a dementia adviser which will help them in finding the
appropriate information, care and support. This study is thus aimed at identifying the issues
faced by the carers of dementia patients. The significance of this review can be established in
a way that it would further provide the current status of the carers so that based upon which
recommendations would be made to the policy makers.
Identity theory provides that the carers are often unsatisfied with their status of
identification and consider that their personality has been nuanced while serving their time
for others. Thus, this provides the theoretical foundations for establishing the study to address
issues of carers of dementia patients.
This question has been chosen because it is an important one in the field of nursing. It
has been the subject of a lot of research and discussion and there is a lot of relevant literature
available on the subject. It is important because the challenges faced by carers in looking
after the patients of dementia have an impact on the quality of life of the carers, which in turn
affects the quality of life of the patient. Moreover, this question has immense relevance in the
researcher’s future academic and practical endeavours.

Research Question
The research questions that will be addressed by the researcher in this study is:
1. What are the issues carers of dementia patient are faced with?

Aims of the Study
The study aimed to identify the issues faced by the family carers, and to identify the
main concerns of carers of dementia patients. Along, with that the researcher also aimed to
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analyse the support network of UK government for family carers, and in the end the
researcher will recommend strategies for supporting dementia patients.

Objectives of the Study
Following are the objectives which will be achieved by the researcher in this study:


To identify the issues faced by the family carers



To identify the main concerns of carers of dementia patients



To analyse the support network of UK government for family carers



To recommend strategies for supporting dementia patients
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RESEARCH METHODOLOGY

Search Strategy Identification
For the following research study, the researcher has utilized integrative review or the
systematic literature review, in order to comprehend the secondary information that has been
generated. As opined by Zaheer (2013, p.19) in order inundate the use of an effective
systematic or integrative literature review, there are certain key criteria which need to be
addressed, one of which is the use of selective and apt information, information that is time
relevant and provides a critically, peer-reviewed analysis. For this study the researcher has
utilised systematic review methodology, as the unit of analysis for this study are the original
primary studies conducted on the topic under study (Ward et al., 2016).
When it comes to medical decision analysis, systematic analysis serves as a highly
essential tool, as it allows the researcher to gather in-depth knowledge regarding the research
topic Systematic reviews help in providing a tool for policymakers and researchers in terms
of finding what works, how something works and when it can do harm. Whether it is the area
of teaching, policing or social care, systematic review helps in informing us as to what is
known, how it came to be known and how the results vary across different a number of
studies and thus using previous research it tells us what is not known (Urquhart et al., 2010,
p.10).
Before contemplating upon the inclusion and exclusion critiera, the researher
undertook two key data selction methods, CAPS Systematic Review Checklsit, and Theme
Generation Illustrator. The articles for the study were selected from libraries such as Science
Direct, Ebsco Host, Google Scholar, MEDLINE, CINAL and PubMed. The reason behind
the selection of articles from these libraries is to ensure the authenticity of the data, and also

10
to ensure the articles selected are peer reviewed and their results can be used for drawing the
conclusions for the study.

CAPS Systematic Review Checklist
According to Ullrich, Sahay and Stetler (2014, p.27) there are multiple different
search strategies that can be used in order to undertake evident theoretical research. Amongst
the various different information search and assimilation methodologies, is that of systematic
literature review, and in order to justify the use of information through the systematic review,
the researcher utilized the CAPS systematic review checklist, as given below:
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Inclusion and Exclusion Criterion
The inclusion criteria for this study was that the researcher will select only those
studies which have been conducted in the last 5 years, and the researcher also ensured that
the cohort studies were selected for this study and those studies specifically comply with the
topic of the study and are relevant to the research topic. Furthermore, only those research
studies were selected which were peer-reviewed.
Similarly, the exlusion criteria for this study were that the researcher excluded all the
studies which were in language other than English. The researcher also excluded the studies
which were not related to the concept of family carers of people with dementia face, and the
major focus only remained over keywords which were “challenges faced by carers in patient
with dementia”, “carer challenges in people suffering from dementia”. Therefore, the studies
that failed to satisfy the selection criteria for the study were not included in the study as they
would have impaired the overall outcomes of the study.
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Theme Generation Table
Collecting data from Appendix A, where the researcher highlighted and selected 10
different articles for the systematic review, the following theme generator illustration has
taken place.
Findings from the Selected Articles for
Systematic Literature Review
Article 1 Findings:
 Poor QOL for older family Carers
who look after patients diagnosed
with dementia.
 The study postulated a negative
relationship between perceived QoL
and Age of the Carer.
Article 2 Findings:
 Respite services are, at present, not
able to match the needs of dementia
patients and the carers assigned to
them.
 Inadequacy of medical practitioners

Formation of Key Themes to make
GROUPED THEMES

THEME NUMBER 1: Issues faced by
family carers Aiding patients with dementia.
(Articles used for the following theme are 3,
5, 6 and 7).
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leading towards the pitiable
consumption of respite services.
Article 3 Findings:
 Frequent depression amongst
caregivers who look after dementia
patients
 Care givers usually suffer from
emotional and physical exhaustion.
Article 4 Findings:
 Family Carers who tend to family
members diagnosed with dementia
tend to suffer from hopelessness,
depression and anxiety.
 Participants in the study depicted
suicidal behaviour and ideation.
Article 5 Findings:
 Family carers to young dementia
patients usually suffer from denial
 Family carers feel helpless when
looking after dementia patients, and
fear losing them.

Findings from the Selected Articles for
Systematic Literature Review
Article 6 Findings:
 Family carers documented in
difficulties in persistent medical
supplies, guaranteeing obedience to
treatments and accessing medical
practitioners
Article 7 Findings:
 There was a difference in the family
carer’s attitude when looking after
young patients with dementia as
compared to older patients
Article 8 Findings:
 Frequent problems between caregiver
and dementia patients were observed.
 Practical interventions like family
adaptations, helpful equipment and
training and education for family
carers could prevent crisis between
carers and patients for dementia.
Article 9 Findings:
 Barriers towards early identification
of dementia diagnoses.
 Different perception of dementia
amongst multiple caregivers.

THEME NUMBER 2: Problems with early
Identification of Dementia Diagnosis.
(Article used for the following themes are 9,
5, 10, 1 and 3).

Formation of Key Themes to make
GROUPED THEMES

THEME NUMBER 3: Needs of Carers
while attending to Dementia Patients
(Articles used for the following theme are 8,
6, 7, 2 and 4).
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Article 10 Findings:
 Most of the caregivers for dementia
patients are close family members.
 Motivation for caregivers generally
dropped as the time progressing
looking after dementia patients.
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RESULTS AND THEMATIC ANALYSIS

Theme 1: Burden and Stress Faced By Family Carers Aiding Patients with Dementia
According to a recent research study authored by McKeith et al. (2005), the
researcher opined that dementia and other similar mental illnesses are not only hard on the
patient, but also have a traumatic impact on the friends and family members of the patient. In
light of the following assessment, the following systematic review has included a research
study authored by McLaughlin and Jones (2011, p.57), where the researcher intended to
evaluate the experience that caregivers, family and professional, go through when aiding
dementia patients. Similar to the assessments put forth by Smith et al. (2015), McLaughlin
and Jones (2011, p.57) postulated that as the tenure of providing care goes on, the quality of
life of the caregivers diminishes and more often than nought caregivers are diagnosed with
depression and anxiety.
Furthermore, amongst the ten selected research articles, that fulfilled the inclusion and
exclusion criteria put forth by the researcher, Smith et al. (2015, p.44) carried out a research
where the aim of the study was to identify some of the key issues that specifically family
carers faced when looking after patients with dementia. The following study inundated the
use of interview research strategy, where semi-structured questions were utilized. The
participants for the following study included family carers and care receivers part of a
medical clinic in London. Within the study Smith et al. (2015, p.47) cited work carried out
by Toot et al. (2013, p.329) and predicted that one of the major issues faced by family carers,
while tending to dementia patients, was related to the feeling of hopelessness and depression.
Smith et al. (2015, p.47) intended to find further evidence to the following claim and
documented that 3 out the of the ten participants that were interviewed, depicted depressive
thoughts and cited incidents of depression while attending to family members that were
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diagnosed with dementia. Even though, Smith et al. (2015, p.44) carried out sufficient
primary and secondary data analysis, the use of only ten research who solely belonged to the
geographic region of London, limited the element of generalizability of the results put forth.
However, utilizing the interview research strategy, the researcher was able to obtain in-depth,
experiential information, information that was used to add comprehensive information to the
existing pool of literature available on the theme pertaining to the problem faced by the
family carers looking after dementia patients.
Furthermore, according to Squires et al. (2012, p.297) family carers who look after
dementia patients, patients that are diagnosed with medical ailments at a very young age,
suffer from denial and fail to accept the fact that their family member is suffering from
dementia. Such a phenomenon leads to the deterioration of their Quality of Life. The
following secondary analogy was evaluated by Schoenmakers, Buntinx and Delepeleire
(2010, p.191) where the researcher stated that the caring for people suffering from dementia
is an extremely stressful process which has a negative impact over the carer (Skjerve et al.,
2004, p.345). It is an extremely emotional as well as physically demanding role, along with
that the combination of the factors such as stress, disability, loss, and prolonged grief also
increases the problems for carer (Schoenmakers, Buntinx & Delepeleire, 2010, p.198) Along,
with that the physical demands of caring for patient with dementia might results in an
increase in the risk of physical health issues, which might lead towards Quality of Life
(Rycroft-Malone et al., 2013, p.28). In order to provide evidence to their claim and research
outcomes, Schoenmakers, Buntinx and Delepeleire (2010, p.196) carried out a systematic
literature review. By using the following data collection methodology, the researcher was
able to gather sufficient qualitative information and after critiquing the gathered information,
provided their results. Therefore the quality of the research evidence of the article was quite
adequate as the method selected for the study was satisfactory in order to determine the
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overall research outcomes. Furthermore, Schoenmakers, Buntinx and Delepeleire (2010,
p.193) evaluated 207 research articles and their key words matched the key words carried out
for the following research paper. However, one area of concern that was highlighted within
the work presented by Schoenmakers, Buntinx and Delepeleire (2010) was with their
inclusion and exclusion criterion. Even though the researchers had a comprehensive inclusion
and exclusion criterion, there was no time limit defined for the collection of research articles,
thus some of the articles, from the total of 207, could be classified as out-dated.
Similar to the findings put forth by Smith et al. (2015, p.44), Lockeridge and Simpson
(2013, p.635) also carried out a research study where the issues faced by family carers aiding
to young dementia to patients were highlighted. The study was strongly linked with the theme
of the study, as it focused over the care burden suffered by the dementia caregivers.
Furthermore, this study also stated that carers for people with dementia often suffer from the
feelings of depression and decreased physical health. The results of the study showed that
there exists a strong link between the stressors in dementia care-giving and the impact on the
family caregiver. Therefore it could be stated that the carer for people with dementia suffer
from depression which leads towards premature ending of the home care. Along, with that the
results also revealed that the carers also suffered with chronic illness due to the immense
burden and distress they face while caring for people with dementia (Rhee et al., 2008). As
opined by Prince et al. (2013, p.68) utilizing a qualitative research design, allows a researcher
to gather information that was not previously recorded. In addition, due to the experiential
nature of the information that can be obtained, semi structured interviews utilized by
Lockeridge and Simpson (2013, p.645) allowed the researchers to gather information which
was either previously discarded or not given importance. Yet similar to the mistakes
identified with the research methodology of Smith et al. (2015, p.44), Lockeridge and
Simpson (2013, p.635) also utilized a very limited sample size, restricting the inclusion of
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diverse information. Furthermore, the thematic analysis utilized by the researcher, to address
the qualitative data obtained, lacked any reference to secondary literature review, thus
providing an analogy based solely on the opinion of the researchers.

Theme 2: Benefits and Problems with early diagnoses of Dementia Patients
According to an analogy presented by O'Dwyer, Moyle and Van-Wyk (2013, p.754)
mental ailments and disabilities like Alzheimer, Dementia, Down syndrome etc. are all
disabilities which have been difficult to diagnose and even today, their diagnoses are not
entirely accurate. Furthermore, according to Munten et al. (2012) adequate care for dementia
and other related diseases usually start with a preliminary diagnosis, at the very initial stage.
Additionally, according to statistics provided by McKhann et al. (2011, p.263) most of the
patients that are diagnosed with Dementia and other forms of Alzheimer are usually above 60
years old and, even today, younger dementia patients are reluctant to be diagnosed. Similarly,
one of the researches that was highlighted within selected study, through the inclusion and
exclusion criteria, authored by Bunn et al. (2012), where the researcher intended to highlight
the psychosocial influencers which outline carer and patient experiences of dementia
treatment and diagnosis. Amongst the findings of the research study provided by Bunn et al.
(2012), the researchers concluded that one of the key psychological factors that restrict
younger patients from undertaking early diagnoses for dementia is the fear of the results and
the reality of being termed as a dementia patient. Similarly, another relevant research study
that has addressed the problems with early identification of dementia diagnoses was authored
by Lockeridge and Simpson (2013, p.635), utilized in the previous theme as well. A
secondary part of Lockeridge and Simpson (2013, p.647) was to address dementia diagnoses
issue, where the researchers document that recurring hurdles to analysis of dementia contain
social stigma, standardization of dementia indicators, and lack of information. Reverting back
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to the analogy presented by Bunn et al. (2012), the researchers concluded that family carers
are reluctant to enlist younger patients for a dementia diagnoses, fearing the results and the
Psychosocial pressure the results would entail. Similar to the systematic literature review
methodology adopted by Schoenmakers, Buntinx and Delepeleire (2010), Bunn et al. (2012)
also utilized the following study. However, one the key mistakes, within Schoenmakers,
Buntinx and Delepeleire’s (2010) research methodology, was the lack of a time frame within
their inclusion and exclusion criterion, an aspect which was sufficiently addressed by Bunn et
al. (2012), where the researcher only included studies and articles after the year 2010.
One solution that epitomizes the needs of caregivers, with respect to dementia
patients, is the use of respite by the carers. The notion of respite has been addressed by the
study authored by Neville et al. (2015, p.51), included in the systematic review for the current
study. According to the research findings provided by Neville et al. (2015, p.51), the use of
respite services allows caregivers to take a break from their responsibility of looking after
dementia patients and relax by undertaking different extracurricular activities to revitalize
their vigour and motivation to serve the patients as effectively as possible.
Additionally, through the use of systematic literature review, the researcher was also
able to identify certain key benefits that could be inculcated by both, the carers of dementia
patients and the patients themselves. With respect to an evaluation put forth by Neville et al.
(2015, p.51), one of the first and foremost benefit of early dementia diagnosis is that it can
avoid uncertainty and allow for the development of better coping mechanism. Neville et al.
(2015, p.51), utilized a systematic literature review, one that evaluated 25 relevant yet diverse
research studies. The results of their study were further amplified, in terms of their
significance and validity, as Neville et al. (2015, p.51) deployed the CASP reviewing
methodology, before selecting their 25 studies for review. However, even though the research
study authored by Neville et al. (2015) provided significant aid, in terms of understanding the
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overall benefits of early diagnoses, the research methodology had a particular flaw in terms
of data interpretation. Neville et al. (2015) undertook a systematic review, and the best
approach, according to Lakeman (2008), to interpret the collected information is through the
process grouped themes. However, rather than using grouped themes, Neville et al. (2015)
made a singular themes to address the findings of their research study. In addition, the results
of the systematic review provided Neville et al. (2015) lacked on form of critique regarding
the studies they utilized. This, according to Lee et al., (2016), is a key drawback as it negates
the essence of carrying out a systematic review.
Furthermore, another key research study included in the current research paper was
authored by Rodríguez, Paz, and Sánchez (2012, p.189), where the researchers intended to
evaluate the needs and satisfaction of caregiver to dementia patients and how this would
impact their diagnoses. The article was closely linked with the theme of the study, as it
addressed the challenges faced by the carers of patient with dementia in health care setting
pertaining to the early diagnoses of the dementia patients. The study focused over the role of
carers in the general neurological clinics, and primary clinics (Rodríguez, Paz, and Sánchez,
2012, p.189). The results of the study revealed that due to low level of satisfaction regarding
the facilities provided to the carer in the health care setting carers face some serious
challenges when it comes to caring for people with dementia. The results of the study further
proposed that carers also suffer due to the scarcity of resources, along with that due to the low
level of satisfaction with the training and facilities provided to the carers within health care
setting (Rodríguez, Paz, & Sánchez, 2012, p.189). Similar findings were further highlighted
in the research study carried out by Smith et al. (2015, p.47), where the researchers
highlighted certain challenges with respect to the early diagnoses of dementia patients,
including the lack of adequate research and development in the field of Alzheimer and
dementia.
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Another key benefit, pertaining to the early diagnose was put forth by to Squires et al.
(2012, p.297) where the researchers contemplated that through dementia diagnoses, the
patients, their family member and the respective care givers are aware of the nature of
dementia and how strong it is in the patient. The authors went on to further perpetuate that
early diagnoses for dementia can also allow medical practitioners to develop a more
comprehensive and potent care program for the patient, with the emphasis being on
amplifying the patient’s quality of life, as much as possible. In addition to the assessments
put forth by the Squires et al. (2012, p.297), Lockeridge and Simpson (2013, p.635) also
provided a brief overview pertaining to the benefits of early diagnoses amongst dementia
patients. The two researchers narrated that early diagnose not only relieves patients from the
uncertianinity of finding out whether they have dementia or not, but it also reduced the
amount of stress and burden upon family caregivers. The study undertaken by Lockeridge
and Simpson (2013) inculcates sound research methodology and includes a sufficient sample
size as the researchers undertook a qualities survey by interviewing 12 family caregivers who
are aiding dementia patients and 10 professional medical practitioners who have had
experience in dealing with dementia patients. Furthermore, the thematic analysis used by the
researcher consisted of specific coding and keyword selection. Based on the coding analogy
and keywords, the researchers than derived relevant themes, ensuring that the results ofhte
study were a fair reflection of the answers given by all the respondents in their interview
survey.
Up to this point most of the studies included in the current systematic review were
based on the qualitative research design. However, the study authored by Rodríguez, Paz and
Sánchez (2012, p.189) was quantitative in nature and was carried using the questionnaire
survey research strategy amongst 75 participants. In order to analyse the primary information
that was obtained, the researcher used the SPSS tool and carried out a liner regression test.
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Since the R-Square value of the SPSS analogy was more than 50 per cent, 73 per cent to be
exact, it was analysed that the following research study was able to explain its chosen
variables sufficiently and provided accurate results. Furthermore, the significance value of
the ANOVA test, found using the SPSS analysis, was also less than 0.05, further implying
that the research variables of the study, satisfaction of caregivers and dementia diagnoses are
inversely related, and the longer the diagnoses period the lower the satisfaction level of the
care givers.
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RECOMMENDATIONS FOR PROPOSED CHANGE
After analysing multiple different articles and peer reviewed research studies, it can
be opined that there is ample amount of evidence, augmented and highlighted within the two
above mentioned themes, that subsequent changes are required in order to address the issues
that are faced by family caregivers when tending to patients diagnosed with dementia. Yet, to
ensure effectiveness of any action plan, devised to reduce the issues faced by family
caregivers, it is first necessary to understand the importance of the third theme, which
addresses the needs of carers while attending to dementia patients. According to an
assessment provided by Zaheer (2013, p.19) caregivers, especially family caregivers, are
emotionally attached to the dementia patients and therefore suffer from incremental
emotional and physical stress when dealing with family patients diagnosed with dementia.
Furthermore, Hazelhof et al. (2016) was also of the opinion that family carers for people with
dementia often suffer from the feelings of depression and decreased physical health.
Therefore it could be stated that the carer for people with dementia suffer from depression
which leads towards premature ending of the home care.
In addition, Harvey and Kitson (2016) also documented that family carers from
dementia patients required certain respite from their duties before becoming victims of
helplessness, depression and chronic anxiety. Therefore, in order to address the question
pertaining to the issues faced by family carers while attending to dementia patients, it is
potent to address their needs along with their emotional and physical health. Therefore,
through the use of Promoting Action on Research Implementation in Health Services
(PARiHS), the following research has recommended that in order to mitigate the issues faced
by family carers while attending to dementia patients, respite centres should offer
psychoanalytical programs to the caregivers and provide them with traumatic stress therapy
to cope with burden of looking after dementia patients.
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PRACTICE CHANGE RESULTS
The following proposal has been formulated with respect to the
recommendation that has been put forth by the researcher after carrying
out an extensive systematic review, addressing the main research
Relevance for

question, what are issues faced by family caregivers when looking after

Public Health

dementia patient. The proposed plan of action postulates that respite
centres should offer psychoanalytical programs to the caregivers, within
which the caregivers are provided with traumatic stress therapy to cope
with burden of looking after dementia patients for a longer period of time.

With the 10 articles reviewed by the researcher in this study, in this
section the researcher conducts and examination of the interaction
between the essential elements for the process of knowledge translation
for the carers (Urquhart et.al, 2014). There are three essential factors
associated with the Promoting Action on Research Implementation in
Health Services framework which include;

Description



The research Evidence (E)



Context (C)



Facilitation (F)

The framework conduct a significant argument of the fact that the
successful implementation of the evidence into practice can do a lot with
the context, and the setting where the new evidence or recommendation is
being introduced (Squires et.al, 2012), and the manner in which the new
recommendation is being introduced in the setting, as it is closely linked
with the quality of the evidence.
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According to Rodríguez, Paz and Sánchez (2012, p.189), caregivers to
patients that suffer from dementia usually complain of depressive
thoughts and feeling helpless when attending the dementia patients.
Furthermore, during the systematic review, one of the key articles, upon
the following notion, was authored by Neville et al. (2015, p.51), where
the researcher predicated that one caregivers, personal and professional
are required to undergo a period of relaxation and therapy, where they can
eradicate the development of depression and anxiety.
Therefore, the proposed change, after systematically reviewing 10
different research articles, intends to cater to the emotional and physical
needs of the family caregivers that are attending to dementia patients.
Since the research question highlighted the issues that family caregivers
face when addressing dementia patients, the likely solution was to address
the needs of the caregivers and based on their needs devise a program that
would enable them to better perform their responsibilities. Therefore,
psychoanalytical programs can be used to curb depression tendencies that
are present, or might become evident later, within the caregivers, and
using traumatic stress coping mechanism and techniques, respite centres
can better ensure that caregivers to dementia patients are less likely to
develop anxiety disorder or be a victim of depression.

Implementing the Method/Tool (PARIS FRAMEWORK)

Steps for Using

The Promoting Action on Research Implementation (PARIS) framework,
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Method/Tool

is the model that proposes more successful implementation of the
research recommendations into practice, as it works as a function of
relationship between the nature of the evidence, and the context of the
proposed change which has to be implemented under the given scenario
and the mechanisms that could be used for the facilitation of the change
process. The Promoting Action on Research Implementation (PARIS)
framework could simple be expressed as:
SI = f (E, C, F)
where SI=successful implementation,
E=evidence,
C=context,
F=facilitation and
f=function of.
1. Evidence: According to Lockeridge and Simpson (2013, p.635) one of
the primary issues that family caregivers face while looking after patients
that have been diagnosed with dementia is the lengthy time period,
especially if the diagnoses have been made early. Addition research
undertaken by Smith et al. (2015, p.44), postulates that family caregivers,
due to their emotional attachment with the patients, are more likely to
develop a denial coping mechanism and undergo immense emotional
trauma when looking after dementia patients, especially young patients.
In contrast medical caregivers undergo physical exhaustion when tending
to dementia patients since it requires constant vigilance and assisting the
patient at multiple different stages.
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Furthermore, when a family member suffers from some kind of disability
or disease it leads to create dependency upon other members of the family
for the basic day to day needs. The family member who attends the
patient plays an important role in the provision of support both physically
and morally.
Additionally, a recent research study authored by Squires et al. (2012,
p.297) stated that the combination of the factors such as stress, disability,
loss, and prolonged distress also increases the problems for carer and
along with that the physical demands of caring for patient with dementia
might results in an increase in the risk of physical health issues, leading
towards poor quality of life of the cares.
In contrast, Schulz, Hebert and Boerner (2012, p.20) narrated that
activities and therapies used for post-traumatic stress disorder can be a
useful therapeutic tool which can allow family carers to experience less
emotional trauma and the results of the traumatic stress disorder programs
can further be inferred with the psychoanalytical results of the carers to
eliminate any tendencies for depression or anxiety disorder.
In addition to the above mentioned analogy, a key research finding a key
research finding provided by Toot et al. (2013, p.329) highlighted certain
benefits of early diagnoses, for both, the caregivers, be it family members
or general medical practitioners, along with the dementia patients
themselves.Another key benefit, pertaining to the early diagnose was put
forth by to Squires et al. (2012, p.297) where the researchers
contemplated that through dementia diagnoses, the patients, their family
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member and the respective care givers are aware of the nature of
dementia and how strong it is in the patient. The authors went on to
further perpetuate that early diagnoses for dementia can also allow
medical practitioners to develop a more comprehensive and potent care
program for the patient, with the emphasis being on amplifying the
patient’s quality of life, as much as possible.
2. Context: This could simply be defined as the settings or the
environment where the changes proposed will be implemented. Context
in this scenario could further be divided into three core elements, which
includes the approach adopted by the health care organisation towards
management and the role of the leader. Furthermore, there are other
aspects of context which includes;


Relevance of the recommended change



Utilisation of the recommended strategies with the help of a multidisciplinary focus



Availability of the adequate resources for the implementation, and
appropriate allocation of the resources.



The fit for the recommended changes, and the procedures such
that the change is more likely to be adopted by the carer

Furthermore, according to Sánchez (2012, p.189), in addition to the
element of evidence within the PARIS framework, another key paradigm
is that of context, one that is representative of the changes that are
required to be made in the environment in which healthcare services are
received, leadership, culture and evaluation that would subsequently
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determine the success of the planned changes. According to Sánchez
(2012, p.189), the notion of cultural change is a key component that needs
to be addressed before any changes can be implemented with respect to
the notion of reducing stress and burden amongst family caregivers to
dementia patients, and subsequently improving their quality of life. In
order for the recommendations put forth by the following research study
to be successfully implemented, certain cultural changes are required, and
these changes can only be implemented once the leadership of NHS and
their subsidiary bodies endorse the ideology behind the recommend
changes. At present there is little concern that is given towards the
betterment of quality of life for caregivers, general practitioners and
family members of dementia patients.

3. Facilitation: It basically provides a description of the type of support
that is required for helping the carers in order to help them overcome
some of the key hurdles that they may face when addressing dementia
patients. Therefore, following are the dimensions which were identified
by the researcher regarding the facilitation role. Some of the key features
regarding facilitations are following:


As a process facilitation is completely dependent over the person
who is the one carrying out the role with appropriate set of skills,
knowledge, as well as the personal attributes.



The major aim behind the facilitation varies for providing care
and support facility with the aim of achieving a specific goal to
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allow the individual carers to analyse change and more
importantly reflect over their own s, attitudes, and the working
styles.


The 'facilitation continuum' provides a clear distinction between
the 'doing for others' role , therefore it is more practical, task
driven, technical, as well as more discrete as it empowers and the
enables the role which is developmental and on the other hand it
seeks support as well as mentor others during the change and the
learning phase.



The skills of the facilitator are developed through the process of
experiential learning and at the same time with the help of
acquiring key facilitation competencies.

Multiple people will be involved in the planning as well as the
implementation of this framework, which would include the carers,
Who is involved
supervisors, community development workers, program managers, health
promotion officers, and the nurses working within the health care centers.
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RECOMMENDATIONS AND CONCLUSION


It is recommended that the Nurses, General Practitioners and family caregivers
assigne towards looking after dementia patients make use of respite in order to
reduce their level of stress and depression.



In addition, nurses and GPs are also recommeded, based on the results of the
following research study, to implement the psychoanalytical programs for
caregivers along with using traumatic stress therapies, so that the nurses and
family caregivers are better able to cope with the increasing mental pressure of
attending to dementia patients.



Furthermore, the council bodies in UK can also initiate Dementia Cafes and
relief clubs where family caregivers, nurses and general practitiioners can comingle and recount their experiences with one another, and highighting certain
stress release practices that could be initiatied.
Thus, in the end it could be concluded that the research study provided a brief
overview of the available literature related to the challenges faced by carers while caring for
people with dementia. The systematic review indicated that carers suffer from massive
depression, and social, as well as psychological issues while caring for people with dementia.
The results of the systematic review further revealed that the carers of people with dementia
often feel themselves as socially isolated, as they suffer due to heavy depression and distress
and they cannot discuss about the condition in order to protect their family member or the
patient suffering from dementia.
Furthermore, the results of the study highlighted the importance of improving the
quality of research investigating the challenges faced by carer while caring for people with
dementia, as the current researcher focuses more over the people and their families, and there
is very small amount of research regarding the social, and psychological challenges faced by
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carers when it comes to caring for people with dementia. One of the studies reviewed above
discussed suicidal tendencies among carers due to the massive depression and stress that they
suffer during providing care services for people with dementia. Along, with that it has also
become essential for the future research to focus over the specific perception and the needs of
the carers concerning a specific age group.
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Appendices
Appendix A: Article Analysis
Article Analysis
Article (1)
Author,
Year and
Title

Aim

Type of
Source

Data
Collection

De Oliveira,
D.C., Vass,
C. and
Aubeeluck,
A., 2015.
Ageing and
quality of
life in
family
carers of
people with
dementia
being cared
for at home:
a literature
review.
Quality in
Primary
Care, 23(1),
pp.18-30.

To explore
Literature
the available
Review
CINAHL
literature
investigating

Method

the QoL of
older family
carers
(family
carers aged
≥ 60) and
the
association
of family
carers’ age
and QoL
outcomes in
a dementia
context.

Strengths and

Main

Weaknesses (CASP
analysis)

Findings

Strengths:

Older people
are
increasingly
involved
withdementia
care and
family carer’s
advanced age
was shown
tobe
associated
with low
levels of
QoL.



There was a clear
aims and was
relevance to the
topic
 Demographics of
participants were
similar
 The studies in the
research were
systematically
screened following
PRISMA statement.
Two reviser
compare their
finding step by step
any disagreement
third researcher
involve
Weakness:






From 12 studies
only 4 were older
family carers
Studies carry out in
nursing home
hospital hospices
long term care units
or investigated
formal carers or
nurses
All of the study
carry out outside
UK which is not
relevant with the
UK social issues

Theme

Issues
faced by
family
carers
patient s
with
dementia
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Author,
Year and
Title

Aim

Type of
Source

Data
Collection

Neville, C.,
Beattie, E.,
Fielding, E.
and
MacAndrew,
M., 2015.
Literature
review: use
of respite by
carers of
people with
dementia.
Health &
social care
in the
community,
23(1), pp.5163

The
CINAHL Literature
objective of
Review
the study
was to
analyse the
importance
of respite
care for the
management
of people
with
dementia at
home

method

Strengths and

Main

Weaknesses (CASP
analysis)

Findings

Respite can
work in a
 Using a varieties
cyclic fashion
articles to reviewed with
 Wide geography
internalrespite
area
benefiting
Weakness:
from external
 Barriers to seeking
respite and
respite
viceversa.
 A mixture of
The review
experimental survey identified that
and qualitative
the use of
studies found usage
to be low even
when carers were
informed of and
provided with
various respite
services often at
subsidised or no
financial
 Lack of knowledge
by carer
 Availability to offer
respite services
significant
contributors to its
poor usage
Strengths:

Theme

Issues
faced by
family
carers
patient s
with
dementia
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Article (3)
Author, Year
and Title

Aim

Type of
Source

Data
Collection
method

Schoenmakers,
B., Buntinx, F.
and
Delepeleire, J.,
2010. Factors
determining
the impact of
care-giving on
caregivers of
elderly
patients with
dementia. A
systematic
literature
review.

The
CINAHL Systematic
objective of
Review
this
systematic
literature
review was
to analyse
what factors
determine
the
development
of
depression
in caregivers
of elderly

Strengths and

Main

Weaknesses (CASP
analysis)

Findings

Depression
occurs in
 Using wide and
one in three
professional
of
resources
caregivers
 Data were
and it occurs
systematically
more
describe and
frequently in
qualitatively
those who
assessed
carefor
according Delphi
patients with
criteria without
dementia
statistical analysis than in
 Articles were
caregivers
coded it according of patients
their publications
with
,author ,sample,
size and features
Weakness:
 Limited
information
 Articles choose
studies carry out in
the hospital and
care home
Strengths:

Theme

Issues
faced by
family
carers
patient s
with
dementia

41

Article (4)
Author,
Year and
Title

Aim

O'Dwyer,
S., Moyle,
W. and Van
Wyk, S.,
2013.
Suicidal
ideation and
resilience in
family
carers of
people with
dementia: A
pilot
qualitative
study.Aging
& mental
health,
17(6),
pp.753-760.

The
objectives
of

Type of Data
Source Collection
method

this pilot
study were
to conduct
an initial
exploration
of carers’
experiences
of
suicidality
and
identify
factors
associated
with risk
and
resilience,
which
could be
used to
guide
further
research.

Google
scholar

Qualitative
study

Strengths and

Main

Weaknesses (CASP
analysis)

Findings

Three themes were
identified in the data –
 The following
‘experiences of
research study
suicidal ideation’,
utilized a
‘risk factors’ and
comprehensive ‘resilience’. Four
research
ofthe nine participants
method,
had experienced
including a
suicidal thoughts and
pilot study
two had made
which
preparations for a
enhanced the
suicidal act. Risk
validity and
factorsincluded preeffectiveness of existing mental health
the results put
problems, physical
forth by the
health conditions, and
researcher.
conflict with other
 Qualitative
family or care
research design staff.Factors
further allowed positively associated
the researcher
with resilience
to gather inincluded the use of
depth,
positive coping
experiential
strategies, faith, social
information.
support and
personalcharacteristics
Weaknesses:
Strengths:



The literature
review was
very minimal
in its critique
and implied the
researchers
lack of
emphasis on
secondary

Theme

Issues
faced by
family
carers
patient s
with
dementia
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analogy

Article (5)
Author, Year Aim
and Title

Type of
Source

Data
Collection
method

Lockeridge,S
and
Simpson,
J.(2012). The
experience
of caring for
a partner
with young
onset
dementia:
how younger
carers cope

To explore Medline
the coping
strategies
adopted by
six carers
in order to
adapt to
changes in
their
relationship
with their
partner
with onset
demensia

Semistructured
interview

Strengths and

Main

Weaknesses (CASP
analysis)

Findings

Strengths:

Researcher has
founded that
uncertainty
about illness is
associated with
the use of
emotion
focused coping
by people with
chronic
illness(Redeker
1992) in this
study carers
reported using
a mixture of
emotion and
problem
focused
strategies in
the early stages
of their
partner’s
dementia









All interview were
recorded,
transcribed, coded
by the first author
The interview
transcripts were
analysed using
interpretative
phenomenological
analysis
The progress of
arriving at the main
theme involved
intensive reading
and re-reading of
individual
transcripts to
familiarise the
researcher with the
data
The author met to
compare their
independent
analysis of section
of the transcripts.
the aim to assure
the credibility of the
analysis and to
promote reflexivity
in the analysis
process

Theme

Issues
faced by
family
carers
patient s
with
dementia
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 Limited
demographic area

Article (6)
Author, Year and
Title

Aim

Type
of
Source

Data
Strengths and
Collection
Weaknesses (CASP
method
analysis)

This study
Science SemiStrengths:
examined the
Direct
Structured
Smith, F.,
 Provided
experiences of
Interview
Grijseels, M.S.,
practical
family carers when
Ryan, P. and
recommendat
providingmedicinesTobiansky, R.,
ions which
related assistance
2015. Assisting
could be
for a person with
people with
implemented
dementia, to
dementia with
in real life, in
indicate how
their medicines:
terms of
servicescould
experiences of
improving
become more
family
the quality of
responsive to the
carers.International specific needs of
life for family
Journal of
carers.
this group of carers.
Pharmacy Practice,
 The research
23(1), pp.44-51.
methodology
utilized semistructured
interviews
which
allowed the
participants
to provide
their opinion,
in addition to
the questions
asked by the
interviewer.
This increase
the quality of
the

Main
Findings

Fourteen interviews
with carers and five
with care-recipients
wereconducted. These
highlighted the
burden and
challenges,
surrounding
medicines
managementactivities.

Theme

Main
concern
of
carers
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information
that was
introduced.
A framework
approach to
analysis was
undertaken
involving the
development
of an initial
coding
framework.

Weakness:


No form of
implementabl
e
recommendat
ions
provided.

Article (7)
Author, Year
and Title

Aim

Type of
Source

Data
Collection
method

McLaughlin, K.
and Jones, D.A.,
2011. ‘It’s all
changed:’carers’
experiences of
caring for adults
who have
Down’s
syndrome and
dementia.
British Journal
of Learning
Disabilities,
39(1), pp.57-63.

This
Ebsco
objective
Host
of the study
was to add
to the
current
knowledge
base by
describing
the
information
and support
needs of
carers who

Qualitative
Method

Strengths and

Main

Weaknesses (CASP
analysis)

Findings

information
and support
Carers’ information needs were
and support needs
seen
were seen to
to change at
change at preprediagnosis,
diagnosis and post- diagnosis,
diagnosis and
diagnosis. This
study proved to be postdiagnosis.
of great assistance
Helping
when devising
carers to
themes for the
manage
current research
study.
the changing

Strengths:


Theme

Main
concern
of carers
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are caring
for adults
who have
Down’s
syndrome
and
dementia.



Sufficient data
triangulation
between the
literature review
and the primary
data analysis in the
discussion heading.

nature of the
adult with
dementia is
seen to be an
essential part
of the health
professional’s
role.

Weakness:






Thematic analysis,
even though
contained valid
information, lacked
depth.
Small sample size
for a qualitative
study.
Geographic
limitation, thus a
lack of
generalizability

Article (8)
Author, Year
and Title

Aim

Type of
Source

Data
Collection
method

Toot, S.,
Hoe, J.,
Ledgerd, R.,
Burnell, K.,
Devine, M.
and Orrell,
M., 2013.
Causes of
crises and
appropriate
interventions:
the views of
people with
dementia,

The
Pubmed
objectives of
the study
were to
identify
which
factors may
lead to crisis
for people
with
dementia
and their
carers

Qualitative
Method

Strengths and

Main

Weaknesses (CASP
analysis)

Findings

Strengths:

The results of
the study
revealed that
people with
dementia and
family carers
have much to



The research
methodology for
the following study
utilized focus group
approach and
therefore allowed
the researcher to
gather critical
information, and
not just experiential
information of
individual

offer in their
understanding
of the most
important
causes and

Theme

Main
concern
of carers

46
carers and
healthcare
professionals.
Aging &
mental
health, 17(3),
pp.328-335.

and identify
interventions
these
individuals
believe
could help in
crisis.



participants.
Compared the
perspectives of
people with
dementia, family
carers and
healthcare
professionals on
causes of crises and
crisis interventions.

the most
useful
interventions
in times of
crisis.

Weakness:


Due to such a
diverse focus group
the researcher was
unable to analyse
all the groups in
complete unison
and comprehension

Article (9)
Author,
Year and
Title

Aim

Type of
Source

Data
Collection

Bunn, F.,
Goodman,
C., Sworn,
K., Rait, G.,
Brayne, C.,
Robinson,
L.,
McNeilly, E.
and Iliffe,
S., 2012.
Psychosocial
factors that
shape
patient and

The
CINHAL Systematic
objectives of
Review
the study was
to evaluate
the qualitative
evidence
about how
people
accommodate
and adapt to
the diagnosis
of

method

dementia and

Strengths and

Main

Weaknesses (CASP
analysis)

Findings

Strengths:

This review
Main
provided a
concern
comprehensive of carers







There was a clear
aims and was
relevance to the
topic
Demographics of
participants were
similar
The studies in the
research were
systematically
screened following
PRISMA
statement. Two
reviser compare

account of
how people
accommodate
and adapt to a
diagnosis of
dementia that
could be
useful to
professionals

Theme

47
carer
experiences
of dementia
diagnosis
and
treatment: a
systematic
review of
qualitative
studies.
PLoS Med,
9(10),
p.e1001331.

their finding step
by step any
disagreement third
researcher involve
Weakness:

its immediate
consequences,
to guide
practice



working with
individuals
with dementia

From 10 studies
only 6 were older
family carers
Studies carry out in
nursing home
hospital hospices
long term care
units or
investigated formal
carers or nurses



Article (10)
Author,
Year and
Title

Aim

Rodríguez,
J.O., Paz,
M.S. and
Sánchez,
S.M.,
2012.
Health care
in
dementia:
satisfaction
and needs
of the
caregiver.
Neurología
(English
Edition),
27(4),
pp.189-

The
Pubmed
objectives
of the
study were
to
determine
the
satisfaction
of
the
caregiver
at these
settings of
health
care.

Type of
Source

Data Collection

Strengths and

Main

method

Weaknesses (CASP
analysis)

Findings

QUESTIONAIRE Strengths:




A questionnaire
was designed and
distributed to 75
caregivers of
patients with
dementia who
were reviewed in
an NC and who
had been referred
from PC.
The increased
number of
participants
allowed the
researchers to
gather a diverse
pool of

The results
revealed that
the
satisfaction
of the
caregivers of
patients with
dementia, as
regards
health care,
was high,
possibly due
to the
motivation
of
the health
professionals
and the

Theme

Main
concern
of carers

48
196.

information.

positive
attitude of
Weakness:
the
 Quantitative nature caregivers
themselves.
of the study
limited the
researcher to
gather any indepth experiential
data.
 And with respect
to the nature of the
research variables,
a qualitative
research design
would have been
more than
appropriate.

