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Abstract

Objective: the aim of the current research is to capture significant areas of concern
Keywords: in dementia caregiving both in the community and in old-age psychiatric wards. As a
Dementia, caregiver, reflection, the sought goal is to improve patients with dementia (PWD) personhood.
narrative analysis, Study Design: a qualitative research approach with narrative analysis provided

concerns, focus groups, significant themes of concerns in the dementia caregiving. The theoretical approach is

patients with dementia, person-centred.

patient centred care. Material and Methods: focus groups of dementia caregivers offered the narratives
for analysis. A series of probing questions were used to stimulate the discussions and
the retrieval of narratives. A total of 34 caregivers participated in the study. Their
professions included inpatient and community nurses, dementia doctors, social
workers, community workers, clinical psychologists, support workers, and family
members
Results: major themes of concern emerging were the logistic and geographical
isolation of caregivers from other centres and professionals, lack of collaboration and
support, absence of information sharing, shortage of staff and time resources,
deficiency of support to deal with grief and burnout, shortage of specialist
consultation when needed. All these aspects were felt as impacting on PWD
personhood.
Conclusions: narratives emerged as a viable research instrument to record the impact
of dementia caregiving on PWD personhood. Besides, by allowing caregivers in
having their voice heard the research aligns with the current trends in patient-centred
care which also aims to care for the carer.

Introduction

There are national and international policies in dementia care to reduce threats to the personhood of patients and
enhance plans to improve quality of care. There are 800,000 people in the United Kingdom estimated as living with
dementia’?. According to the National Institute for Health and Care Excellence (NICE), the level of care is
inconsistent®, and some persons with dementia cannot access even basic care. The primary area of development
identified for people with dementia (PWD) care in the UK includes a Patient-Centered Care (PCC) approach. This
last reinforces the focus on staff competencies and seeks to reduce caregivers’ concerns in the care of PWD. The
overarching aim is to maintain compassion in care of PWD and reduce threats to their personhood. Compassion is a
personal approach of dementia caregivers manifested as sensible humanity towards the care of PWD and
characterized by deference and kindness also manifested through non-verbal gestures such as touch which brings on
feelings of affection and delight*®. When caregivers feel supported, the personhood of PWD also improves®. Instead,
a ‘compassion burnout’ can ensue whenever caregivers experience grief and death daily’ and no support is provided.
Furthermore, the team of caregivers working with patients’ needs personalized information and adequate data
sharing to collaborate on patient care. Central to dementia care is the level of support available to caregivers, such as
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making peer assistance and information available (also by telephone and Internet) and training of caregivers in
assistive skills and crisis resolution®. Fundamental Standards of the Commission for Quality Control focuses on
several points that patients should expect from their caregivers, including PCC, formality, thoughtfulness,
agreement, protection, and obligation to honesty®. Besides, caregivers’ aim is to comply with the guidelines of
‘social care’ intended to support PWD in their day-to-day lives, preserving their personhood, improving their public
exchanges, protecting them from helpless risks, helping them in accessing supported accommodation, and making
care pleasant for both patients and their carers'®'t, Recent European and international guidelines in dementia care
emphasize the importance of PCC as a pursuit for meaning and mutual respect, aiming to establish sense, direction
and significance in the ordinary experiences of caregivers with patients!2. Moreover, it is widely understood that
caregivers require considerable support to achieve desired patient care outcomes. In fact, both the World Health
Organization along with Alzheimer’s Disease International comment that the delivery of care to PWD causes
substantial stresses for caregivers on physical, emotional and financial levels'. Also, information relevant to patient
care must be shared among primary caregivers. A study carried out in several European countries demonstrated a
shortage of information on how to care for people with dementia and how to coordinate the work of those with
different areas of expertise!®. Therefore, any threat to the activity of dementia caregivers becomes a risk to the
quality of care to people with dementia and their personhood. Hence, the current project aimed to capture dementia
caregivers’ concerns via their narratives and to propose possible solutions to their emerging problems to improve
PWD personhood.

Material and methods

The current research aligns with the feminist research paradigm that maintains that all facts are linked to a specific
period, setting, national, collective, historical or political framework®®. The project also included ethnographic
research methods based on the systematic and recurrent observation of individuals and circumstances to answer
presumed questions about the basis of the behavior of various people or communities®. Apart from the authors’
direct observations, dementia caregivers expressed to the authors their experiences in focus groups and at
department meetings, also communicating the prevailing themes of their concerns, their perceptions of system
resources and their hopes for the future development of services. In fact, interview transcripts disclose individuals’
perceptions of core facts in their experience and the national and social frameworks in which they exist'’. Besides,
values, standards and organizations shape the experiences of individuals'®. Hence, a grounded theory method
seemed appropriate to find recurring themes in the narratives emerging from focus groups'®. From the narratives
collected during caregivers’ focus groups, six significant themes of concern and points of strength were identified.
Thirty-four caregivers participating in the study were asked to identify areas requiring further support as well as
their real resources available to their interprofessional team?°. They were actively involved in inpatient and
community dementia care. Their professions included nurses, doctors, social workers, community workers, support
workers, and family members. A series of probing questions were used to stimulate discussion on specific topics in
dementia caregivers making the basis for the narratives. To comply with confidentiality requirements, the authors
did not disclose the name of any informants or patients, the locations of service provisions or the designations of
hospitals or teams or of any other detail that might breach confidentiality regulations.

Results and conclusions

The following major themes emerged from the narratives and focus groups:

eSocial, logistic and geographical isolation: ‘In the place where 1 work, | feel isolated from the rest of the world.
We are far from hospitals, medics, and other professionals to work in a partnership in the case of patients with
dementia’. The probing questions were, ‘Have you ever felt that your ward and the community where you work
were isolated from your team or other key professionals? Have you ever worked in prohibitive conditions coping
with environmental hazards, vulnerable neighboring, isolated communities, and adverse weather conditions without
the help of others?” In conclusion, dementia caregivers should overcome physical and social isolation caused by the
absence of support from colleagues and lacking backup in moments of need. The consequences of isolation are
missed care and actions in patient care. In fact, these conditions in caregivers can cause anxiety in dealing with
patients without support, while they would feel more supported when their team is complete and available.

eLack of collaboration and support: ‘T often feel that I need more staff and the support of my team when | am alone
dealing with a patient. However, I can help others if they need me.” Probing questions were, ‘Have you ever felt
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lonely or abandoned in your duties? Have you ever felt that you could not get the collaboration that you needed for
proper patient care?” A familiar feeling is a disappointment when the hospital or team is not hearing caregivers’
voice or concerns about patient care. Instead, after proper support is provided, caregivers feel more proactive in
providing patient care and less isolated.

eLack of information sharing: ‘I often need more information on how to deal with patients’ crises, but nobody is
there. I feel they are not training us enough to deal with patients with dementia’. Probing questions were, ‘Have you
ever felt you were missing vital information on how to deal with physical and emotional crises in patients? Have you
ever felt that you need collateral history and information from colleagues to know your patients more?’ In
conclusion, lack of information on how to deal with physical and emotional crises in PWD can jeopardize their care
or life. Instead, collateral history and information from colleagues would be helpful, making patient data available
whenever and wherever needed. Also, targeted training of agency and locum personnel can reduce areas of
indeterminacy of PWD care.

eShortage of staff and time resources: ‘There is always a shortage of staff and little time to do everything. We need
more people to provide care to our patients with dementia.” Probing questions were: ‘Have you ever felt the burden
to work in a team or ward with a shortage of staff and a lack of time for doing all your duties?’, ‘Have you ever felt
you wanted to spend more quality time with your patient but unable to do so because of the shortage of staff and
time?’ In conclusion, the shortage of time and staff resources for patient care reduce the likelihood of caregivers’
empathy and compassion. Instead, a more relaxed team also requires an acceptable number of people to carry on
daily duties and time to do what is needed for patient care.

elLack of support to deal with grief and burnout: ‘Working with terminal patients with dementia requires a lot of
psychological strength. When a patient dies there is little psychological support to deal with grief”. The probing
questions were, ‘Have you ever felt you wanted some emotional support to deal with your grief and mourning? Have
you ever felt that your level of empathy and compassion were jeopardized because of frequent losses in your work
and because of the emotional impact of dementia care?” In conclusion, lack of emotional support to deal with grief
and mourning leads to empathy and compassion burnout in caregivers. Instead, caregivers’ emotional strength
improves with psychological support to deal with the impact and grief in dementia care.

el ack of specialist consultation when needed: ‘Our patients are always unwell. Often, we need the guidance of a
specialist, doctor or general practitioner. However, they have always little time to deal with our request, and we are
left without clear plans for patient care.” Probing questions were, ‘Have you ever felt that your consultant, doctor,
nurse or any other person in the staff was not there when you needed them most? Have you ever felt frustrated
because you needed some support in patient care while the key persons to make a decision or give information were
not there?” In conclusion, dealing with significant crises in PWD care when a specialist consultation is missing
reduces the quality of care. Caregivers feel frustrated when the intervention of some key person is required, but that
person cannot be reached. It is not infrequent that a dementia team has no clear guidelines on how to deal with
minor or significant crises in PWD care. These events leave caregivers discouraged.

Discussion

Significant concerns among dementia caregivers include the challenges of working in community or isolated wards,
threats to patients’ personhood due to caregivers’ and patients’ distance from the support of other professionals, the
shortage of time or staff resources to perform patient care, a lack of professional backup to solve patients’ physical
and mental problems, a deficit of user-friendly technology to access patient information and learning support, and a
shortage of emotional resources to deal with grief and the burden of care. The current project takes a person-
centered approach?* making the personhood of patients highly dependent on the effectiveness of caregiving.
Kitwood defined personhood as a status or condition that is conferred to one person by other persons in the setting
of interpersonal relationships and societal life; it infers acknowledgement, deference, and reliance??. The personhood
of patients is reinforced by an integrated care paradigm and interprofessional teamwork based on shared esteem with
paired and even interactions with synchronized, unified, uninterrupted care towards patients?®?4, Whenever the
support team for PWD is in crisis, the personhood of patients is also jeopardized. Buron has identified three levels of
personhood: i) ‘biological personhood’ where PWD are entitled to receive support for their basic biological needs,
ii) ‘individual personhood’ maintained through constant and empathic communication with PWD even at advanced
stages of dementia and constantly ensuring their dignity and personhood, iii) ‘sociologic personhood’ promoted by
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the integration of patients as participant members of an extended social network, which reduces the isolation caused
by physical and cognitive decline?. Problematic dementia caregiving can trigger threats to PWD personhood. The
absence of support from colleagues due to a shortage of staff and backup, or reduced supervision will trigger
Kitwood’s threat to personhood called ‘invalidation’ when staff does not acknowledge patients’ feelings and
requests, as well as ‘banishment’ by ignoring patients and by dismissing their requests??. Logistic and geographical
isolation of caregivers or wards might be conducive to Kitwood’s concepts of ‘banishment’ and ‘intimidation’, this
last observed where staff provokes anxiety in a patient using psychological pressure or physical force??. Insufficient
information and training on how to deal with patient minor physical or emotional problems invoke Kitwood’s
concept of ‘labelling’ where the diagnosis of dementia is used to justify any behaviour?. Shortages of time and
human resources can lead to what Kitwood labels ‘intimidation’ and ‘treachery’, a trick aiming to confuse or control
a person or force a patient into obedience??. A lack of training in dealing with patients’ minor physical symptoms
will lead to Kitwood’s ‘labelling’, and ‘outpacing’ where the staff provides excessive information so that patients
are pushed beyond their limits, and ‘infantilization> where the staff tends to patronize the patients??. Insufficient
sharing of information about patients within multidisciplinary teams leads to Kitwood’s ‘labelling’ and
‘outpacing’??. Meanwhile, the lack of support for coping with grief and bereavement can lead to what Kitwood
called ‘invalidation’, and ‘stigmatization’, treating patients as ill entities??>. Dealing with problematic hospital
admissions and discharges leads to what Kitwood’s termed ‘disempowerment’, discouraging patient’s present
skills®. Lack of training and supervision, as well as empathy burnout, will lead to Kitwood’s ‘objectification” where
PWD are treated and moved as objects without feelings??.Caregivers of PWD interviewed in the current research
reported several concerns that are not easily solvable. However, when their concerns were addressed, there was an
improvement in the quality of care and patients’ personhood. For instance, when caregivers and dementia wards
surmounted the hazards emerging from logistics and physical and geographical isolation by deploying
interprofessional collaboration, patient care was less fragmented. When information about mutual patients was
shared and easily accessible, their care advanced. Also, dedicating sufficient human resources and time to PWD care
improved their care. Moreover, caregivers’ empathy and compassion increased when their daily concerns and needs
for grief and mourning were recognized and addressed. Furthermore, whenever appropriate specialist consultations,
also over distance, were able to solve physical, behavioral, and emotional crises in patients, the personhood of PWD
improved. Furthermore, the constant assistance of caregivers in assessing patients’ physical symptoms improved
patients’ biological personhood. Moreover, the personalized assistance of caregivers in addressing patients’
concerns might reduce threats to their personhood while discouraging empathy burnout among caregivers. Lastly, by
providing wards and community with more staff also the quality of care of PWD is less fragmented while ensuring
that crises in patient care can be overcome in a timely fashion without delays which can jeopardize PWD physical
and mental health.

Conflict of interest

The authors of the current research express no conflict of interest in the present study. Events and focus groups were
held in different health care structures while the narratives do not represent the point of any specific and identifiable
health care system and organization. Instead, the research was a global analysis and the merging of different focus
groups which took place in different communities, hospitals, and countries

References

1. Department of Health and Social Care and Prime Minister’s Office 10 Downing Street, ‘UK commits to
new action to find breakthrough on dementia’ [press release], 2018,available at: URL:
https://www.gov.uk/government/news/uk-commits-to-new-action-to-find-breakthrough-on-dementia.

2. Anonymous, ‘Dementia patients being failed by social services, say GPs’, The Telegraph, Published on 13
February 2018,available at URL: http://www.telegraph.co.uk/news/health/elder/11719300/Dementia-
patients-being-failed-by-social-services-say-GPs.html.

3. N. Triggle, ‘Dementia care ‘patchy’’, British Broadcasting Corporation, 3 April 2013, Available at URL:
http://www.bbc.co.uk/news/health-22007492.

4. Commissioning Board Chief Nursing Officer and DH Chief Nursing Adviser, ‘Compassion in practice’.
Department of Health 2-12 [Online], available at URL: https://www.england.nhs.uk/wp-
content/uploads/2012/12/compassion-in-practice.pdf.

©Indian JMedResPharmSci http://www.ijmprs.com/
(23]



http://www.ijmprs.com/
https://www.gov.uk/government/organisations/prime-ministers-office-10-downing-street
https://www.gov.uk/government/news/uk-commits-to-new-action-to-find-breakthrough-on-dementia
http://www.telegraph.co.uk/news/health/elder/11719300/Dementia-patients-being-failed-by-social-services-say-GPs.html
http://www.telegraph.co.uk/news/health/elder/11719300/Dementia-patients-being-failed-by-social-services-say-GPs.html
http://www.bbc.co.uk/news/health-22007492
https://www.england.nhs.uk/wp-content/uploads/2012/12/compassion-in-practice.pdf
https://www.england.nhs.uk/wp-content/uploads/2012/12/compassion-in-practice.pdf

Open Access Journal

Indian Journal of Medical Research and Pharmaceutical Sciences

June 2018;5(6) ISSN: ISSN: 2349-5340
DOI: 10.5281/zenodo0.1302986 Impact Factor: 4.054
5. D. Keltner, ‘The compassionate instinct’. Greater Good Magazine. [Online], 2004, available at URL:

6.

10.

11.

12.

13.

14,

15.

16.
17.
18.

19.

20.

21.

22.
23.

https://greatergood.berkeley.edu/article/item/the_compassionate_instinct.

Cooke, H. A., ‘Staff personhood in dementia care settings: ‘Do they care about me?’’, International Journal
of OIld People Nursing, 2018, pp. 1-11, [Early Online], available at URL:
https://doi.org/10.1111/0pn.12184.

J. Crowther, K.CM Wilson, S. Horton, and M. Lloyd-Williams, ‘Compassion in healthcare — lessons from a
qualitative study of the end of life care of people with dementia’, Journal of the Royal Society of Medicine.
Journal of the Royal Society of Medicine, vol. 106(12), pp. 492—-497, 2013, EBSCO Electronic Journal
Service [Online], available at URL:
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3842856/pdf/10.1177_0141076813503593.pdf.

National Institute for Health and Care Excellence (NICE), ‘Dementia: Supporting people with dementia
and their carers in health and social care Clinical guideline [CG42]’, 2016 [Webpage], available at URL:
https://www.nice.org.uk/guidance/cg42/chapter/1-guidance#integrated-health-and-social-care.

Care Quality Commission (CQC) ‘Regulation 9: Person-centred care’, 2017 [Online], available at URL:
https://www.cqc.org.uk/guidance-providers/regulations-enforcement/regulation-9-person-centred-care.
MIND,  ‘Health and social care rights’, 2018  [Online], available at URL:
https://www.mind.org.uk/information-support/legal-rights/health-and-social-care-rights/#.\WoXeOkx2vIV.
A. Burns, ‘Myth busters: Dementia’, London: General Medical Council, 2018 [Online], available at URL:
https://www.gmc-uk.org/news/26256.asp.

G. Stanghellini, ‘Person-centred psychiatry’. Proceedings of the 26th Congress of the European Psychiatric
Association, Nice 3-6 March 2018. European Psychiatry, vol. 48: abstract ATEOQ00L [Online],available at
URL.: http://epa-congress.org/2018/programme-submission/abstract-book-2018#.Wq-TuEx2vIU.

World Health Organization and Alzheimer’s Diseases International, ‘Dementia: A public health priority’.
Geneve: World Health Organization, 2012 [Online], available at URL:
http://apps.who.int/iris/bitstream/10665/75263/1/9789241564458 eng.pdf?ua=1.

S. lliffe, J. De Lepeleire, H. G. van Hou, Kenny, A. Lewis, M. Vernooij-Dassen, and The Diadem Group,
‘Understanding obstacles to the recognition of and response to dementia in different European countries: A
modified focus group approach using multinational, multi-disciplinary expert groups’, Aging & Mental
Health, vol.9(1), pp.1-6, 2005, available at DOI: 10.1080/13607860412331323791.

L. J. Beckman, ‘Training in Feminist Research Methodology: Doing research on the margins’, Women &
Therapy, vol. 37(1-2), pp. 164-167, 2014, available at URL.:
https://doi.org/10.1080/02703149.2014.850347.

M. Angrosino, M., ‘Doing ethnographic observational research. Los Angeles, London, New Delhi,
Singapore: SAGE, 2007.

G., Gibbs, ‘Analyzing qualitative data’, Los Angeles, London, New Delhi, Singapore: SAGE, 2007.

R. Mallon, ‘Naturalistic approaches to social construction’. In: Zalta, E.N. (ed.) ‘The Stanford
Encyclopedia  of  Philosophy’  (Winter 2014  Edition)  [Online],available = at  URL:
https://plato.stanford.edu/archives/win2014/entries/social-construction-naturalistic/ .

C. Hernandez, ‘Developing grounded theory using focus groups’. In: Martin, V.B., and Gynnild (Eds.), ‘A.
Grounded theory: The philosophy, method, and work of Barney Glaser’, (pp. 117-133), Boca Raton,
Florida, Brawn Walker Press, 2011 [Online], available at URL:
https://books.google.co.uk/books?isbn=1612335152.

C. Lazzari, ‘Interprofessional teamwork: dealing with stress’ [version 1; not peer reviewed].
F1000Research, Vol.6:2190 (slides), 2017 [Online], available at DOI: 10.7490/f1000research.1115181.1)

J. Hughes, J. ‘Models of dementia care: Person-centred, palliative and supportive’, Alzheimer’s Australia,
2013 [Online], available at URL: http://fightdementia.org.au.

T. Kitwood, ‘Dementia reconsidered’, Buckingham: Open University Press, 1997.

J.C. Hughes, M. Lloyd-Williams, and G.A. Sachs. ‘Ingredients and issues in supportive care for people
with dementia: summarizing from models of care’. In: Julian C. Hughes, M. Lloyd-Williams, G. A. Sachs
(Eds.), ‘Supportive care for the person with dementia’, Oxford: Oxford University Press, (pp. 99—-104),
2010.

©Indian JMedResPharmSci http://www.ijmprs.com/

[24]


http://www.ijmprs.com/
https://greatergood.berkeley.edu/article/item/the_compassionate_instinct
https://doi.org/10.1111/opn.12184
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3842856/pdf/10.1177_0141076813503593.pdf
https://www.mind.org.uk/information-support/legal-rights/health-and-social-care-rights/#.WoXeOkx2vIV
https://www.gmc-uk.org/news/26256.asp
http://epa-congress.org/2018/programme-submission/abstract-book-2018#.Wq-TuEx2vIU
http://apps.who.int/iris/bitstream/10665/75263/1/9789241564458_eng.pdf?ua=1
https://doi.org/10.1080/02703149.2014.850347
https://plato.stanford.edu/archives/win2014/entries/social-construction-naturalistic/
https://books.google.co.uk/books?isbn=1612335152
http://dx.doi.org/10.7490/f1000research.1115181.1
http://fightdementia.org.au/

Open Access Journal

Indian Journal of Medical Research and Pharmaceutical Sciences
June 2018;5(6) ISSN': ISSN: 2349-5340
DOI: 10.5281/zenodo0.1302986 Impact Factor: 4.054

24. M.R. Nolan, S. Davies, J. Brown, J. Keady, and J. Nolan, ‘Beyond ‘person-centred’ care: a new vision for
gerontological nursing’. Journal of Clinical Nursing, vol. 13(1), pp. 45-53, 2004, available at URL:
https://onlinelibrary.wiley.com/doi/abs/10.1111/j.1365-2702.2004.00926.x

25. B. Buron,‘Levels of personhood: A Model for dementia care’, Geriatric Nursing, Volume, vol. 29(5), pp.
324-332, 2008,available at URL: https://doi.org/10.1016/j.gerinurse.2007.11.001.

©Indian JMedResPharmSci http://www.ijmprs.com/
[25]



http://www.ijmprs.com/
https://onlinelibrary.wiley.com/doi/abs/10.1111/j.1365-2702.2004.00926.x
https://doi.org/10.1016/j.gerinurse.2007.11.001

