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Summary

Palliative Care is an appropriate typology of care for institutionalized older people 

with Advanced Dementia. It is necessary to take into account their unique needs 

and circumstances to guarantee a good quality of life and satisfaction with the 

health care received. The aim of this study was to identify the needs in Palliative 

Care associated with institutionalized people with Advanced Dementia. An explo-

ratory two-stage qualitative study was developed. After a narrative literature re-

view, all the phenomena related to the subject were identi'ed as being a possible 

need in palliative care. This data was discussed and evaluated by two focus group 

with Portuguese and Spanish experts in the 'elds of Geriatrics, Psycho-geriatrics, 

Neurology, Geriatric Nursing, Psychology and Continuity Care. The needs in Pallia-

tive Care were identi'ed and categorized into seven dimensions: physical, psycho-

logical, social, spiritual, economic, legal and environmental. The identi'cation of 

these needs is the 'rst step to ensure the provision of Palliative Care with quality 

and adapted to the particularities of each older person institutionalized. 

KEYWORDS: NEEDS; PALLIATIVE CARE; DEMENTIA; INSTITUTIONALIZATION. 
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Introduction

Dementia is a major challenge for today’s global public health. According to 
the World Alzheimer Report 2014 there are about 44 million people living 
daily with a dementia. It is expected that this number will double in 2030 
and that there are around 7.7 million new cases per year worldwide1.

Dementia is a syndrome, of a chronic and progressive nature, caused by a 
variety of brain illnesses that affect memory, thinking, behaviour and ability 
to perform everyday activities2,3. This disease is a leading cause of disability 
and dependency among older people4,5 which may become an overwhel-
ming situation for the patient, their caregivers and families4. 

As dementia progresses and it develops into an advanced stage, cognitive 
impairment, physical dependence and other symptoms presented by the el-
derly, as well as their health needs, are similar regardless the type of demen-
tia presented6.

The advanced stage of dementia, 
according to the Clinical Dementia 
Rating (CDR), is characterized by 
severe memory loss, absent of spatio-
temporal orientation, disability in 
decision making and problem sol-
ving and inability to participate in 
social events outside home; the indi-
vidual with Advanced Dementia ne-
eds help in all activities of daily life 
and in his personal care; and is often 
incontinent7.

Dementia is associated with com-
plex needs8,9 which include iden-
ti�cation, diagnosis and symptom 
management as well as long-term 
support. These often challenge the 
skills and capacity of the health ser-
vices2. The development of insti-
tutionalization units related to the 
long-term care of the elderly pro-
vided permanent and appropria-
te services to this population10,11,12. 
“Institutional care” stands for ins-
titutions and living arrangements 
where care and accommodation are 
provided jointly to a group of people 
residing in the same premises12.

In developed countries, institutio-
nalization is a relevant typology of 
care for people with moderate to ad-
vanced dementia and is considered 
to be an appropriate strategy in mee-
ting the needs and care provision of 
this population5,13. In fact, recent stu-
dies suggest that around 80% of the 
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institutionalized elderly have a diagnosis of dementia or signi�cant memory 
problems14. 

Providing care to these residents requires knowledge and skills speci�c to 
their medical, physical, cognitive and supportive domains15. Institutionali-
zed older people with Advanced Dementia have speci�c care needs, particu-
larly related to palliative care16-18. This raises challenges for medical, nursing 
and other practitioners in terms of dealing with physical and psychological 
symptoms, spiritual and social needs and other aspects of palliative care19.

Need

Health care is based on the identi�cation of individual and collective needs 
that require some type of intervention20 to achieve the nearest possible state 
of health as it is de�ned by the World Health Organization since 1946: “a 
state of complete physical, mental and social well-being and not merely the 
absence of disease or in�rmity”21. This is evidenced by Culyer, stating that 
medical care is commonly cited as a service to be distributed according to 
“need”22.

Needs represent an imbalance, gap or lack of adjustment between the 
present situation and a new or changed set of conditions; they may be viewed 
as the difference between “what is” and “what ought to be”20. Green & Kre-
uter consider that need is everything that is involved in obtaining health 
and comfort23; and it may be de�ned as the gap between a current and a 
desired state of being24. Doyal & Cough claim that health needs are universal 
and even a basic human right25 and to Culyer, need is a prospective concept 
because it identi�es and enhances the interventions that can be done to 
improve the health status of an individual or population22. 

Currently, a large number of health professionals use the needs as-
sessment as the starting point of their professional activity26. According to 
Leagans, people’s needs are identi�ed by �nding the actual, the possible, 
and the valuable through situation’s analysis20.

The concept of need includes some disturbance in the state of health and 
well-being of an individual and need is de�ned by phenomena that require 
health care27. In their study, Lawrence and collaborators state that “there is 
a need to ‘dementia proof’ end-of-life care for people with dementia. If end-
of-life care does not take into account the unique circumstances and needs 
of people with dementia, it is likely to fail them”28.

Methods

Frequently, the older person with Advanced Dementia has lost the ability 
to communicate his needs. This re!ects a main problem to the health care 
team: they don’t know the desires, tastes, wills and needs of the recipient of 
care. If a professional caregiver is not aware of the speci�c needs in Palliative 
Care of an older person who is unable to express them, how can he/she im-
plement adequate interventions to that person? It is in this context that was 
developed the research question of the present study: What are the Palliative 
Care needs of the institutionalized people with advanced dementia?

In this sense, this investigation aims to identify the needs in Palliative Care 
associated with institutionalized people with Advanced Dementia.

This article refers to the �rst stage of an investigation that pretends to 
identify and describe the needs in Palliative Care of institutionalized people 
with Advanced Dementia. This �rst stage refers to a qualitative exploratory 
study consisted of two phases: a literature review of the phenomena associa-
ted with palliative care, advanced dementia and institutional care (phase 1) 
and the organization, discussion and evaluation of this information through 
an expert’s focus group (phase 2). The present study obtained informed 

consent of the Ethical Committee of 
Fundación Matia.

Data collection

A detailed literature review was con-
ducted on Palliative Care, Long-term 
Care, Institutionalization and Advan-
ced Dementia. It had the purpose 
of �nding all the phenomena rela-
ted to these topics, including signs, 
symptoms, diagnosis, treatments, 
interventions, health care, health 
objectives and needs. This research 
involved the use of databases, na-
mely Medline, Elsevier and SciELO. 
The search was performed using the 
following keywords (mesh terms): 
needs, palliative care, dementia and 
long term care and their transla-
tion in Spanish and Portuguese. A 
resume of the literature review con-
ducted and the included/excluded 
studies can be found in �gure 1.

Additional searches were made 
through PsycINFO, Google Scholar 
and health libraries in Oporto (Me-
dical School of the University of Por-
to) and in San Sebastián (Gipuzkoa 
Nursing Association). As a result it 
was obtained a set of phenomena re-
lated to the topics mentioned above. 

According to the characteristics 
of each phenomenon found, it was 
made an initial categorization which 
included them in one of the dimen-
sions that constitute the human 
person, in particular the institutio-
nalized older person with Advanced 
Dementia: physical, psychological, 
social, spiritual, economic, legal 
and environmental. This initial list 
was then evaluated and criticised by 
Portuguese and Spanish experts in 
the �elds of Geriatrics, Psycho-geria-
trics, Neurology, Geriatric Nursing, 
Psychology, Continuity Care and 
relatives of institutionalized elderly 
with Advanced Dementia who work 
in health care (nurses). All the ex-
perts had experience with Palliative 
Care. 

This expert’s revision was conduc-
ted in two different focus groups due 
to the number of experts participa-
ting. Due to a geographical impossi-
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bility to attend and participate in the focus groups, one interview was held 
and two reports were received by e-mail. 

All the analysis, comments and discussions were documented and those 
who were found to be relevant by the experts were integrated in the list of 
needs. The objective of the focus groups was not to achieve a high consensus 
about each need but to include all the relevant items related to needs in 
Palliative Care.

In the �rst and second phases of the investigation there were no human 
subjects involved. The experts who participated in this study were chosen by 
their professional relation with the Medical School of the University of Porto 
and Fundación Matia; and they are recognized by their work and experience 
in the �elds described above.

An invitation to participate in the study was sent to all the experts by e-
mail. It was explained to them the objective and methodology of the study; 
they had the opportunity to question the different aspects of the investiga-
tion and they could abandon it in any moment. The experts who participated 
in the investigation have all accepted to do it voluntarily. More information 
on focus groups and participants can be found in table 1.

Results

Through the literature review, focus groups, interview and reports were 
identi�ed several needs which were categorized into seven different dimen-
sions: physical, psychological, social, spiritual, economic, legal and environ-
mental. In both focus groups it was decided to put the different needs in 
alphabetical order in each dimension as a strategy to avoid any kind of jud-
gment about its importance or relation. These needs in Palliative Care are 
described in table 2.

The physical dimension is characterized by multiple phenomena and in 
order to facilitate the organization of information it has been carried out 
a sub-categorization of this dimension in the different body systems. In Fo-

cus Group 1 was suggested the inte-
gration of hiccups and hiperacusis 
(by geriatrician, MD and psycho-
geriatrician, MD) as physical needs, 
although it has not been found in 
the literature references to these 
phenomena. The inclusion of these 
phenomena was consensual in both 
focus groups.

Also in the physical dimension was 
included the domain of Vital Signs 
as the basis of the initial individual’s 
physical assessment. In geriatric ins-
titutions is a common procedure 
the evaluation of oxygen saturation 
and blood glucose so these were 
included as other parameters. The 
domain of the General Aspects is 
characterized by phenomena that 
are often present at the end of life 
period and which are common to a 
large number of advanced and ter-
minal pathologies. 

In the Psychological Dimension 
(also differentiated into domains) 
were included the Basic needs de-
�ned by Tom Kitwood29 that are 
considered as one of the central 
aspects in the care of people with 
dementia. The assessment of cog-
nitive function, a complex task in 
this population, is facilitated by the 
identi�cation of three aspects: Com-
prehension of simple sentences, 
Cooperation in care and Expression 
of a message (verbal or non-verbal). 
Although these aspects are also re-
levant in the social dimension and 
communication, it was consensual 
in both focus groups that they are 
crucial to the understanding of the 
cognitive function.

Under the Social Dimension (di-
fferentiated into domains), the fa-
mily member (RN) with whom it 
was held the interview discussed the 
capability of a person with Advanced 
Dementia in establishing a relation 
with another person: “my mother al-
most doesn’t recognize me, how can 
she relate with someone new and 
strange?”. Through this testimony, 
in Focus Group 2 was decided to in-
clude the term “interaction” in the 
domain Social Contact. It may be 

 

Articles identified through database 

searching 

(n = 61) 

Articles excluded for not addressing 

Needs in Palliative Care (n = 20) 

Articles excluded for not addressing 

Dementia (n = 9) 

Articles excluded for not addressing 

Longterm Care / Institutionalization (n = 

7) 

Articles excluded for being written in a 

foreign language (n = 2) 

Articles included in the investigation 

(n = 23) 

Figure 1. Chart of included and excluded studies
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suitable in more advanced cases of dementia (for example, stage 7 of the 
Global Deterioration Scale30). This discussion raised some discomfort for 
the experts, and one of Geriatric Nurses (RN) af�rmed: “if we consider that 
an older person is not able to relate with another person, we will be clo-
ser to consider her less as a person and aren’t we diminishing her dignity? 
Shouldn’t we have a positive attitude and enhance the relationship even if 
it’s dif�cult to get a feedback?”.

The Legal Incapacity of an individual with Advanced Dementia is seen 
as relevant by health professionals since it identi�es a legal guardian and 
the person who will be a member of the interdisciplinary healthcare team. 
However, this is not shared by the family member (RN) present in Focus 
Group 2 who suggested that the legal incapacitation is a secondary pro-
cess and a formality: “Me and my sister take the decisions in relation to my 
mother together. It is true that in situations of family con!ict or absence of 
family or caregivers it would be necessary to identify a guardian but in most 
cases it is simply a legal process and a source of stress for the family”.

One of the experts in Continuity Care (RN, MSc, PhD) who sent a re-
port questioned the health objectives of identifying the different needs: "In 
the different dimensions, domains and systems what is intended? Risk as-
sessment? Monitoring? Prevention? Treatment?" This question was raised in 
Focus Group 2 and it was consensual that in this phase of the research the 
objective is to identify the main and general needs in Palliative Care; the 
determination of an objective would only be appropriate in individuals and 
speci�c situations.

Upon completion of the focus groups was consensual that it was achieved 
a good articulation between dimensions, domains and systems and that the-
se allow a global and comprehensive understanding of the needs in Palliative 
Care of the institutionalized older person with Advanced Dementia.

Discussion

It is often described in the literature that older people with Advanced De-
mentia have multiple and complex health needs2,9,31. However, it is not com-
mon their description and the present study aims to address this subject by 
identifying and describing the needs in Palliative Care of this population in 
the context of Institutionalization and Long Term Care.

The categorization of needs according to the several dimensions that 
constitute the human person allows a good comprehension of these needs32 
and the way in which they in!uence the living of the person with Advan-
ced Dementia. It is widely recognized that the provision of Palliative Care 

includes the physical, psychological, 
social and spiritual dimensions. In 
the World Health Organization’s de-
�nition, Palliative Care includes the 
“assessment and treatment of pain 
and other physical, psychosocial and 
spiritual problems”33.

Several of the described physical 
needs are often present in the same 
individual and may constitute a set 
of morbidities for the older person, 
a very common situation in Advan-
ced Dementia. Although some of 
these aspects are not speci�c to this 
disease, they are often presented by 
the population under study.

The psychological dimension is 
composed with very particular needs 
of Advanced Dementia: the cognitive 
de�cits and behavioral disorders are 
intrinsically linked to this disease34; 
they have a great affectation in health 
care and are one of the main factors 
leading to institutionalization14. The 
diagnosis and management of these 
disorders with pharmacological and 
non-pharmacological interventions 
requires training and expertise from 
the interdisciplinary team.

The Person Centred Care Theory 
developed by Kitwood identi�es as 
common basic needs for people with 
dementia: Attachment, Comfort, 
Identity, Inclusion and Occupa-
tion29. These phenomena can be 
considered as needs, goals in health 
care and allow a result’s evaluation. 
This model combines the social di-
mension (is based on the relation-
ship with other people and on the 
realization of signi�cant activities), 
the spiritual dimension (by enhan-
cing the identi�cation with the 
person itself and by performing ac-
tivities according to their life history, 
preferences and culture) and the 
environmental dimension (to adapt 
the physical structure into a cosy and 
familiar atmosphere and by enhan-
cing a close relationship with the 
health professionals) that also facili-
tate the intervention in physical and 
psychological needs.

Re!ecting on the discussion re-
lated to the person’s with Advan-

FOCUS GROUPS, INTERVIEWS AND RECEIVED REPORTS CHARACTERISTICS 1

Field of Expertise

Sex

Nationality

Geriatrics

Psycho-geriatrics

Neurology

Geriatric Nursing

Psychology

Continuity Care

Family relatives

Male

Female

Portuguese

Spanish

FG 1

1

1

1

2

1

2

4

2

4

I

1

1

1

R

1

1

1

1

2

FG 2

1

2

1

1

1

4

2

3

Total

2

1

2

4

2

1

2

4

10

6

8

FG: focus group; I: interview; R: report.
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NEEDS IN PALLIATIVE CARE OF THE INSTITUTIONALIZED PERSON WITH ADVANCED DEMENTIA 2

Physical Dimension

Psychological 

Dimension

Social Dimension

Spiritual Dimension

Economical 

Dimension

Juridical

Dimension

Environmental

/ Structural

Dimension

Domain

Vital Signs and 

additional signs

General Aspects

Digestive System

Integumentary 

System

Nervous System

Respiratory System

Skeletal / Muscular 

System

Sensory System

Urinary System

Nutrition

Basics

Cognitive

Behavioral

Emotional

Personal Integrity

Communication

Social Contact

Social Isolation

Culture

Vocational

Beliefs

Religion

Economic Support. 

Social Support.

Legal Incapacitation (identi'cation of the legal guardian).

Living Will/Declaration of Wills.

Adequate environment.

Adequate human resources (interdisciplinary team).

Adequate physical structure (light, sound, technical equipment and materials).

Needs

Blood Pressure. Body Temperature. Heart Rate.  

Respiratory Rate. 

Glycemia. Oxygen Saturation.

Anorexia. Bleeding. Cachexia. Edema. Infectious Process. In*ammation. Odor. Pain.

Bowel incontinence. Constipation. Diarrhea. Dysphagia. Fecaloma. Hiccups. Nausea/Vomit. 

Sialorrhea. Xerostomia.

Dry/*aky skin. Ecchymosis/Hematoma. Hyperhidrosis. Moisture lesion. Pallor. Pressure ulcer. 

Pruritus. Wound.

Daytime sleepiness. Delirium/Acute Confusional State. Dizziness. Hallucination. Paresis. Seizure. 

Sleep disturbances (Insomnia). Syncope.

Airway obstruction/Choking. Aspiration. Cough. Cyanosis. Dyspnea. Sputum/Secretions.

Immobility. Joint sti+ness. Sarcopenia.

Decreased visual acuity. Hyperacusis. Hypoacusis.

Oliguria. Urinary Incontinence. Urinary Retention.

Assessment of Body Mass Index, albumin and hematocrit. Decreased food intake. Dehydration. 

Hydration. Negativity to feeding. Weight loss.

Attachment. Comfort. Identity. Inclusion. Occupation.

Comprehension of simple sentences. Cooperation in care. Expression of a message  

(verbal or non-verbal).

Aggression (physical or verbal). Agitation. Anxiety/Nervousness. Calm. Demanding/Calling 

attention behavior. Interaction with objects. Irritability. Isolation. Negativity to care. Passive 

involvement. Repetitive behavior. Restlessness. Sadness/Cry. Self-care. Self-injury.

Anger/Rage. Body Language (tense/relaxed posture, repetitive movements, balancing, protect 

a body part, abnormal posture...). Emission of sounds (moans, cries…). Emotional lability. Facial 

expression (smiling, closed, tense...). Fear.

Appearance and physical aspect. Inability to ask for help. Security. Support.

Empathy. Information/Orientation. Non-verbal communication (posture, gestures / physical 

movements, tone of voice, expression...). Physical contact. Time spent in the communication. 

Visual Contact.

Family con*icts. Recognition of faces/people. Relationship with family, friends and informal 

carers. Visits from family, friends and informal carers. Interaction with other users. Relationship 

with other users. Interactions with healthcare professionals. Relationship with health 

professionals.

Knowledge of the reason for the institutionalization. Loss of previous relationships. Separation 

from close cohabitants.

Knowledge of daily habits. Knowledge of the history of life (experiences and memories). 

Traditions and cultural preferences.

Interests. Leisure activities.

Rituals associated. Visit from the priest or representative of a religion.
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ced Dementia capability to maintain a relationship (social dimension) and 
adding to consideration that an interpersonal relation can be associated to 
an affective bond between two people35, it can be af�rmed that people with 
an Advanced Dementia are in fact able to relate with another person. In 
fact the interpersonal relationships should be enhanced, avoiding the social 
isolation that occurs with some frequency in dementia patients36. As already 
mentioned Kitwood uses the term Attachment which may be understood 
as another term to describe this relationship29. In very advanced dementia 
situations, where there is a severe limitation of integration and emission of 
messages30, the ability to relate may be diminished and the term interac-
tion, developed in this study, appears to be appropriate. However, there was 
consensus among the experts that the relationship/interaction and social 
contact should be enhanced continuously.

In the context of the institutionalized older population, economic and 
environmental/structural dimensions gain a special emphasis in ensuring 
the provision of digni�ed health care and have a great in!uence on the 
quality of life experienced by the older person10,37. The institutionalization 
is a form of social support often used in developed countries in cases of 
Advanced Dementia5,11,12 due to the physical and cognitive dependence, the 
occurrence of behavioral disorders and comorbidities and the need for con-
tinued care8,38.

In the case of people with Advanced Dementia, where there is a cognitive 
incapacity for the decision-making process30, the legal dimension is also rele-
vant. Situations of total or partial legal incapacity and the presence of legal 
guardians are quite frequent in this population. However, as observed in the 
present study, this dimension may be considered as less important by the 
family members, even though there have been recent developments in this 
area (the development of the living will legislation in Portugal for example).

The need’s description in this study did not followed a theoretical model 
in particular and wasn’t used a speci�c classi�ed language because it wasn’t 
identi�ed a scienti�c language or theoretical model valid and accepted by 
all the disciplines who participated in this research.

The presence of a relatively small number of experts is considered a limi-
tation of the present study. Moreover, with the representation of only two 
nationalities it is possible that other needs could be identi�ed in different 
contexts. One of the dif�culties faced in the need’s categorization consists 
on the interdependent relation between these needs, which is also relevant 
for its understanding.

In a later stage of this investigation, the needs identi�ed in the present 
study will be applied to institutionalized older people with Advanced De-
mentia in order to con�rm the data obtained and the needs in Palliative 
Care with greater relevance.

Conclusion

Advanced Dementia is associated with complex needs that often challenge 
the skills and capacity of the workforce and services2,31.

According to World Health Organization, the main goals for care in de-
mentia are early diagnosis; an optimal physical and cognitive condition; acti-
vities and well-being; the identi�cation and treatment of co-morbidities; and 
the detection and treatment of behavioral/psychological symptoms4. The 
�rst step to achieve these objectives is the identi�cation of the needs presen-
ted by an individual. This will allow an appropriate diagnosis, planning of 
care and its execution.

A set of needs presented by a speci�c individual is always unique accor-
ding to the characteristics of each person. The �ndings of this study should 

be considerate as a foundation in the 
process of identi�cation Palliative 
Care Needs with Advanced Demen-
tia but don’t determine them. It’s es-
sential an individualized evaluation 
and an interdisciplinary approach to 
guarantee that the needs identi�ed 
and the care planned and received 
are suitable for each person.

In a posterior phase of the study 
these �ndings were transformed into 
questionnaires and were applied to 
an institutionalized population with 
Advanced Dementia in Spain as a 
way to explore their incidence and 
signi�cance. 
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