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The aim of this study was to make an inventory of var-
ious aspects of end-of-life care of the old people. An
additional aim was to illuminate gaps in existing
knowledge. A systematic literature review focusing on
intervention studies was carried out. Three concepts
were of special interest: end-of-life care, palliative
care, and terminal care. The result encompassed 29
studies, and the articles were grouped together under
4 headings: education and support for close relatives,
education and support for staff, education and support

for patients, and articles dealing with care planning.
The result highlights the need for further research
regarding end-of-life care in geographical and cultural
settings that differ from those in the USA, needs of old
people (ie, 80+), preferences concerning end-of-life
care, and the effect of adjusted and generalizable pal-
liative care models.
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Ithough death and dying are a natural part of

life, the increase in the number of very old

people implies challenges for those responsi-
ble for their care. For example, most of the very old
people have multiple, as well as chronic, diseases,
which necessitate frequent hospitalization.'

Little research has been conducted on very old
people and the last period of their life.> However,
Nahm and Resnick® focused on elderly individuals
and the importance of giving them opportunities to
discuss their end-of-life preferences. In terms of
treatment preferences, the results of their study
indicate that many older people do not want invasive
interventions but prefer comforting measures.
Moreover, their preferences may change over time;
therefore, it is essential to reevaluate them regularly.
The use of intensive care at the end-of-life increases
with age and with the number of coexisting chronic
illnesses.* As mentioned previously, old people have
specific care needs. Therefore, it is essential to pro-
vide them with adjusted interventions.
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A literature search of the PubMed (2007) data-
base focused on end-of-life care, palliative care, ter-
minal care, and individuals at the age of 65 and
above. The articles found dealt with problems con-
cerning symptom control, decision making and pref-
erences, the location for dying and death, roles of
the family members, and how palliative care should
be organized. For example, in a study by Lidstone
et al,” patients suffering from lung cancer and brain
tumors reported severe difficulties and concerns,
which implies a need for better symptom control.
Another problem area concerns the place of death as
terminally ill patients often change their preferences
when the need for care increases.® The preferences
of patients are influenced by the burden of treat-
ment, that is, the length of hospital stay, extent of
testing, and invasiveness of interventions. Thus,
when planning the care, the staff should be aware of
the importance of preferences of patients with
regard to the burden of treatment.” The preferences
of dying patients in hospitals are at risk of being over-
looked, although 72% of the patients were aware that
they were considered to be dying.* The authors
underline the importance of evaluating end-of-life
decision making and care to facilitate the transition
from life-sustaining treatment to palliative care.

The roles of the family members concerning
decision making and palliative home care have been

Downloaded from http://ajh.sagepub.com at UNIVERSITY OF MICHIGAN on September 1, 2009


http://ajh.sagepub.com

studied by Stajduhar and Davies.” The authors found
that fulfilling a promise to the patient to care for
him or her at home, wanting to maintain a normal
family, and previous negative experiences of institu-
tional care influenced the decisions of the family
members. Factors associated with home versus insti-
tutional death are discussed in an article by Gallo
et al.' The authors found that being married,
female, white, living in a higher income area, type
of cancer, and health-resource factors were associ-
ated with dying at home rather than in a hospital.
Factors that can influence the transition to a hos-
pice are discussed by Schulman-Green et al.
Results from interviews with primary caregivers
revealed themes related to experiences of the transi-
tion to a hospice: acceptance of the impending
death by the caregiver, challenges in negotiating
health care system along the process of care, and
changing patient—family dynamics.

More knowledge of end-of-life care of old people
is needed to plan and organize care. In particular, it
is important to describe and make an inventory of
end-of-life care to date. However, to study the atti-
tudes of the old people and wishes concerning their
last period of life is also important. If there are dis-
crepancies between existing end-of-life care and
preferences of the old people, it is essential to
describe and analyze them. The approach of the
present article was to gather information concerning
how old people spend their last days, as well as how
they would prefer to spend this period. A new, com-
prehensive literature review may serve as an orienta-
tion in this complex area.

Aim

The aim of this article was to describe and make an
inventory of various aspects of end-of-life care of the
old people. An additional aim was to identify gaps in
scientific knowledge.

Method

The literature search in the PubMed database was
carried out in steps. In the first step, the search was
limited to articles written in English and to individu-
als who are at the age of 65 and above, after which
Medical Subject Headings (MeSH)-terms were iden-
tified. Three concepts were of special interest: end-

of-life care, palliative care, and terminal care, one of
which had to be a key concept (MeSH Major Topic)
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of the articles. The search was finalized in December
2007 and resulted in the following articles:

end-of-life care (MeSH Major Topic [(majr]) = 523
articles

palliative care (majr) = 3216 articles

terminal care (majr) = 3633 articles

When combining these 3 concepts, the result was:
end-of-life care (majr) or palliative care (majr), or
terminal care (majr) = 6505 articles.

To identify the most relevant of the above-
mentioned articles, a search was made for the term
intervention in either the title or abstract. The abbre-
viation (tiab) was used in the search string: interven-
tion (tiab) or interventions (tiab), which resulted in
51672 articles. The 2 literature searches were com-
bined with AND, giving a total of 522 articles.

Finally, a limitation in terms of time was decided
upon, and articles written before 1990 were
excluded. Altogether, the searches yielded 497 refer-
ences. In the second step, the abstracts were
reviewed in relation to the purpose of the study, after
which 126 articles were closely scrutinized in terms of
their relevance and scientific strength.'? The inclu-
sion criteria were that the study should refer to inter-
ventions in the context of end-of-life care and people
at the age of 65 and above. Studies dealing with
specific diseases, as well as those mainly focused
on life-sustaining treatments, terminal sedation, and
euthanasia, were excluded. Thus, in the third step,
the 126 studies were evaluated in relation to the
inclusion and exclusion criteria, resulting in 29
studies. Finally, scientific strength was evaluated by
the Goodman model,'* which contains criteria
related to internal and external validity, reliability,
and critical discussion.

Results

Twenty-nine studies were included (Table 1), which
were summarized and grouped with respect to the
content of interventions and for whom they were
intended.

Education and Support for Close
Relatives
Hudson et al"® studied 106 family caregivers of dying

patients. The aim was to examine the effect of a psy-
choeducational intervention for this group. The
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intervention was provided by nurses and consisted of
2 home visits, telephone calls, and questionnaires.
The result showed that the participants perceived
the caregivers in a more positive light. However, no
effects concerning preparedness to provide care,
self-efficacy, competence, or anxiety were observed.

Ringdal et al'* investigated family members to
examine grief reactions when a loved one had died
of cancer. The intervention consisted of comprehen-
sive palliative care. The findings revealed no differ-
ences between the intervention group and controls.

In 2 separate studies, the authors examined a liv-
ing with hope program' and a support group pro-
gram for relatives who had a terminally ill family
member.'® The results of both studies showed that
the programs may be useful tools in helping relatives
cope with their situation when caring for a termi-
nally ill loved one.

The COPE (creativity, optimism, planning,
expert information) intervention was tested on fam-
ily caregivers of the hospice homecare patients.'”
The main finding was that distress decreased among
caregivers who had been trained to manage the
symptoms of the patients.

Baker et al'® studied the factors associated with
family satisfaction, such as symptom control, com-
munication, and decision making. The authors
found that 16% of respondents were dissatisfied
with patient comfort and 30% with communication
and decision making.

Walsh et al" evaluated the effectiveness of
increased support for distressed informal carers. A
trained advisor visited the informants once a week
for a period of 6 weeks. No significant differences
were found.

One article had a double perspective®’; the inter-
ventions were directed toward both patients and
families and included symptom management, spiri-
tual dialogue, psychosocial counseling, and guid-
ance on advance directives. The main findings
showed improvements in symptom management,
psychosocial quality of life (QoL) measures, and
perceptions of communication and treatment.

London et al*!' evaluated whether CALL (com-
prehensive, adaptable, life affirming, longitudinal)
care had any effect on seriously ill patients and their
families. The authors found that apart from
improved pain and symptom management, 29%
were hospitalized, 7% were admitted to critical care,
48% received hospice care, and 38% were likely to
die at home.

Education and Support for Staff

An educational trial was conducted in a study by
Han et al** that aimed at testing CEX (palliative care
clinical evaluation exercise): an intervention to
teach trainees the communication skills, including
end-of-life issues. The results indicated that CEX
appear to be a useful educational tool.

The aim of the study by Hanson et al*® was to
test whether a quality improvement intervention in
nursing homes increases hospice, pain manage-
ment, and advance care planning. The intervention
included the training of palliative care leadership
teams, facilitating meetings for team members, and
educational sessions for staff. The findings showed
that although the use of pain medication remained
unchanged, hospice enrollment, pain assessment,
prescriptions for nonpharmacological pain treat-
ment, and discussions with residents about end-of-
life care increased in the intervention group.

Stillman et al** carried out a study in which the
aim was to determine whether a comprehensive pal-
liative care program in nursing homes would affect
staff knowledge and attitudes. The intervention con-
sisted of staff training, integration of palliative care
principles, support, and consultation with an expert
nurse. The authors concluded that the intervention
group was more open to problems encountered in the
provision of palliative care compared with controls.

In the study conducted by Schwartz et al,*> the
intervention was aimed at both health care person-
nel and patients. The benefit of discussing advance
care planning with a trained nurse was evaluated.
The result showed increased agreement between
health care professionals and patients, concerning
the latters’ end-of-life care preferences.

123

Education and Support for Patients

Ratner et al** examined whether the formally struc-

tured visit of the social worker to homes of the
patients in the end-of-life phase made it easier to
discuss issues related to dying and death. The
authors found that 82% wished for the care to be
provided at home, 75% of deaths occurred at home
or in a hospice and that 61% used home, residential,
or nursing home services.

Hilliard*” and Freeman et al*® examined the
effect of music therapy in terminally ill patients. In
both the studies, the music therapy sessions
improved the QoL of the patients.

128
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Jerant et al* carried out a study involving very old

people. The study was based on the T (time and team
oriented) L (longitudinal) C (collaborative and com-
prehensive) model. One main finding was that the
patients placed a higher value on QoL than on pro-
longing life.

Jack et al* investigated whether a hospital-based
palliative care team could improve the symptoms of the
cancer patients by psychological support and appropri-
ate analgesia. The results showed that pain and anorexia
decreased for patients in the intervention group.

Edmond et al*' investigated the use of a modi-
fied STAS (support team assessment schedule). A
total of 352 patients participated in the study.
Ninety-three percent of patients reported psycholog-
ical distress on referral, 73% anorexia, 59% pain,
and 59% mouth discomfort.

Gutheil and Heyman?* carried out a study aimed
at evaluating an intervention to help older people
communicate their wishes with regard to end-of-life
care. Three sessions containing education and sup-
port had a positive effect on advance communica-
tion about these wishes.

Lambing et al** evaluated a CD-ROM contain-
ing topics such as taking charge, finding comfort,
and reaching closure. Ninety percent of the patients
were of the opinion that a CD-ROM could be a use-
ful and complementary tool.

Articles Dealing With Care Planning

Bookbinder et al** conducted a study on palliative
care for advanced disease (PCAD). The intervention
consisted of an educational program, implementa-
tion strategies, and evaluation of the feedback tools.
The main findings indicated that PCAD can serve as
a useful educational tool.

Morita et al*> compared the patients referred to
a palliative care team (PCT) with a multidisciplinary
approach and to a palliative care unit (PCU). All
patients were followed on a daily basis by a member
of the PCT, and multidisciplinary rounds were per-
formed once in a week. The authors found that
there were significant improvements in many symp-
toms among the PCT patients.

Interventions including a palliative care clinic
(PCC) were assessed in a study by Casarett et al.?
The clinic provided consultations about symptom
management, hospice eligibility, information about
services, as well as advance care planning. The find-
ings showed that most of the patients required at
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least 1 of the team services, the most common being
a need for information about the prognosis.

Brumley et al*” investigated the effect of a pal-
liative care program on end-of-life care. The results
showed that patients who were included in the inter-
vention group were more satisfied with services and
had fewer emergency department visits, skilled nurs-
ing facility days, and physician visits, which led to a
45% reduction in health care costs.

A palliative care unit was examined in a study by
Jordhoy et al.?® In the intervention group, 25% died
at home compared with 15% of the controls.

Santa-Emma et al*’ evaluated acute palliative
care service (APCS). The main findings were that
56% of patients were transferred to the APCS and
that the most common symptom was dyspnea (53%).

Brumley et al* investigated whether an in-home
palliative care intervention had an impact on patient
satisfaction, reduced medical care costs, and/or
increased number of patients dying at home. In
summary, the results showed that patients in the
intervention group reported greater satisfaction with
care and were more likely to die at home compared
with the controls.

Rabow et al*' evaluated an outpatient palliative
medicine consultation. The patients were provided
with an interdisciplinary palliative care program,
including physician consultation, case management,
support, chaplaincy consultation, and artistic expres-
sion. The comprehensive care team (CCT) brought
about a reduction in dyspnea and anxiety, as well as
greater spiritual wellbeing, although no improvement
in terms of pain or depression was reported.

Discussion

The present literature review resulted in 29 articles.
However, most studies came from the USA, which
implies the need for caution when interpreting the
results. The cultural context differs from that of
Europe, and even European countries differ from
each other in terms of culture. This finding under-
lines the need for studies carried out in other cul-
tural and geographical settings. When discussing
ease and relief in the context of palliative care, the
focus should not only be on physical pain but also on
the additional dimensions of suffering, which differ
in line with culture.** Thus, it is important to inves-
tigate the meaning of suffering in different cultures.

Although much has been done to develop palliative
care practice, problems still remain. One main difficulty
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relates to scope: who should have access to palliative
care? New research published by The International
Observatory on End of Life Care (IOELC) at Lancaster
University* has found that in 78 countries (234 coun-
tries were included in their review), no palliative care
activity was available, and around half of the included
countries had established one or more palliative care
services. These findings point to the need for further in-
depth research. From an ethical perspective, this is also
a question of social justice.

In the present article, a crucial question is the
access of old people to palliative care. Empirical stud-
ies are needed to investigate the extent to which old
people have access to palliative care, and normative
problems should also be addressed. For example, is
there any reason why old people should not have
access to palliative care? Few studies focused on the
very old people, that is, individuals at the age of 80 and
above. For most individuals, the life span between 65
and 80 to 90 will include different phases. For exam-
ple, at 65 to 70 years, an individual can still be pro-
ductive and alert, whereas the years from 70 to 90 may
be filled with experiences of becoming more and more
dependent on the health care system, as well as on
close family members and on others who are signifi-
cant. However, with regard to social justice, palliative
care for everybody who suffers from a terminal disease
is a goal worth striving for.** Therefore, more studies
are required on the need and preferences of very old
people. Jerant et al*® described a palliative care model
for old people, the TLC (Time and Team oriented,
Longitudinal, and Collaborative and Comprehensive)
model. The model comprises 3 components: (a) pal-
liative care must be timely to avoid unnecessary suf-
fering, as well as team-oriented where trained nurses
play a central role, (b) it should be longitudinal with a
balance of palliative and curative measures, and (c)
the care should be collaborative and comprehensive,
with attention to existential issues.

Family members and other close ones play a cen-
tral role in end-of-life care. In a doctoral dissertation
by Andersson,' the author points out that the respon-
sibility for the patient and the need for professional
support were the main issues for the family members
of the old people. Problems related to family relation-
ships have only been studied to a limited extent.
However, the notion of the family as a problematic
unit is highlighted in a study by Coleen Fisher.* The
author states that we should be aware of the problem
of abusive family relationships. This issue needs to be
identified if the goal of holistic care is to be obtained.

Another problem concerning informal caregivers of
terminally ill patients was pointed out by Harding and
Higginson® who showed that carers often see their
role as a duty and lack self-identity, which means that
they are highly ambivalent. Kissane et al*’ described
the family grief therapy model, which could serve as a
tool in helping families to cope with their grief and
improve their functioning.

Some of the articles presented in the Result sec-
tion deal with questions concerning how palliative
care could be better organized. The palliative care
consultation services model is intended to improve
the quality of end-of-life care. However, Han and
Arnold* discussed patient abandonment as an unin-
tended outcome of a palliative care service and sug-
gested that the ethical problems raised by the
responsibility of the staff should be taken seriously.
Their article highlights questions related to a good
death for old people. Hanson et al** have identified
3 factors that hinder a good death in a nursing
home: lack of training, lack of focus on rehabilita-
tion, and lack of resources. Moreover, 3 themes
appeared important in the definition of a good
death: individualized care, good relationships with
the care team, and comprehensive advance care
planning. The findings of the study by Hanson et al*’
confirm the results of the present study, that is,
many of the intervention studies aim to improve
end-of-life care of old people by focusing on team
work and care planning.

Another problem is that much research in this area
is based on empirical data with a study design, which
does not allow for any generalizations of the findings.
This in turn is associated with the palliative care con-
text, which is problematic because of the extremely
vulnerable patients. Most of the palliative care
researches to date have focused on the identification
of patient and family needs, the gaps in the health
care system, and the need for staff education.
However, Morrison’® points out that the results of
most studies are limited because of the methodolog-
ical weaknesses and underlines the importance of
comprehensive research, including robust, that is
reliable and valid, studies to evaluate the effect of
generalizable palliative care structures.

Conclusions

End-of-life care is a much debated topic. One reason
may be that, by its nature, it does not lend itself to
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large randomized controlled studies; thus, questions
remain to be answered. In this article, gaps concern-
ing scientific knowledge have been identified. More
knowledge is needed in the following areas: the end-
of-life care in geographical and cultural settings other
than the USA, old people’s needs and preferences con-
cerning end-of-life care, and the effect of adjusted and
generalizable palliative care models.
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