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Abstract

Background: Serious suffering due to severe illness presents a challenge in maintaining the highest
quality of life for the patient until the end of life. It also involves caring for the family and loved ones
who accompany the seriously ill individual. Hence, there is a need to provide support not only to the
patient but also to the family members and caregivers, who require assistance both in direct care and in
psychosocial problems. Family support is mentioned in international guidelines and definitions related
to palliative care however, the recommendations do not define a specific course of action. This review
aims to identify methods of family support in palliative care.
Methods: Quasi-systematic review; search strategy: PubMed and Scopus were searched utilizing selected
MeSH terms.
Results: A total of 18 sources were included in the review. The literature identifies supportive interven-
tions for families and caregivers of seriously ill patients. There is a proof that professional psychological
approach e.g. cognitive therapy may be more successful than the other types of support provided by
medical professionals who are not psychologists. Another observation is that support groups seem to be
a valuable contribution to the mental health of caregivers. On the other hand, families observed an
unsatisfying level of communication between them and healthcare professionals, as well as the limited
time for these interactions.
Conclusions: The literature identifies that there are different educational, psychosocial, and organiza-
tional approaches to family support. The impact of each supportive method on caregivers’ well-being
was diverse, interventions were not equally effective. Nevertheless, all approaches reduced depressive
symptoms and mitigated negative health effects on families, thereby there is an important value in
developing this area of palliative care.
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Introduction

The support for families of seriously ill individuals is
a type of approach in palliative care and is recognized
in international and local standards and recommenda-
tions. The World Health Organization (WHO) definition
from 2002 emphasizes actions aimed at improving
the quality of life for patients facing life-threatening
ilinesses and their families [1]. In the updated WHO
definition from 2020, palliative care also encompasses
support for patients’ families [2].

The European Association for Palliative Care (EAPC)
acknowledges the importance of a family-centered
approach within palliative care. However, it does not
specify the exact nature of the guidelines [3]. Never-
theless, it emphasizes “patient and family” in every
aspect, highlighting how important caregivers are
at every step of palliative care. According to EAPC,
the concept of respite care is equally necessary. Respite
care provides planned or unplanned breaks for family
members or primary caregivers who care for palliative
care patients at home, alleviating the continuous bur-
den of care. Education for family members about pa-
tient care, unrestricted visiting hours for dying patients
in care facilities, and support during the mourning
period are also emphasized [4].

The International Association for Hospice and Pal-
liative Care (IAHPC) defines palliative care in 2020 as
an approach that improves the quality of life for
patients, their families, and caregivers. It recogni-
zes and respects cultural values and the beliefs of
patients and their families. It assists them in esta-
blishing care objectives [5]. Organizational standards
for specialist palliative care for adult patients in Poland
at the outset define family as people who are not
members of the palliative care team but are involved
in patient care because of family ties or pre-existing
relationships, including family caregivers. The stan-
dards recognize various scopes of services provided
by professionals, including help in determining goals
of care, addressing caregivers’ needs during bereave-
ment, and the whole psychosocial support [6]. Care
is provided at various stages of the illness, and after
the patient’s death, including psychosocial support,
spiritual care, and assisting families in the grieving
process, and may be delivered within various settings
and services. It includes specialized home care services,
consultations with therapists, and support groups for
caregivers [7]. Collaboration with a team of specialists,
including doctors, nurses, psychologists, and social
workers, allows for comprehensive support for fa-
milies [8]. The family receives support during regular
palliative care team members’ visits to patients’ homes

and in support group programs where they meet and
talk together about problems related to serious illness
and care or for families in bereavement [9].

Itis recommended to involve patients’ families and
informal caregivers in advance care planning (ACP),
and especially to discuss patient’s goals and preferen-
ces with family as a part of planning treatment and
care for the future [10]. This is beneficial for the advan-
ced care planning process but also requires healthcare
professionals’ support for the patient’s family mem-
bers. Palliative care staff provides support for family
members in ACP conversations with patients and in
coping with their respective issues [11]. Family and ca-
regivers may be also a source of information about
patients’ functional status which is particularly valu-
able when patients themselves are unable to answer
due to e.g. dementia or acute illness [12].

This review aims to identify how family members
and informal caregivers of seriously ill adult patients
are supported in hospice and palliative care.

Methods

A quasi-systematic review was conducted and se-
lected articles relating to support for families and
caregivers of seriously ill adult patients were analyzed.
Quasi-systematic reviews follow a process resembling
systematic reviews but do not adhere to all the same
guidelines. They require less strictness in their execu-
tion but are still an essential resource for integrating
evidence methodically and thoroughly. Predetermined
criteria for selection were applied and a systema-
tic overview was conducted, nevertheless, PRISMA
2020 guidelines, which comprise a 27-item checklist,
were not fully applied to the literature collected from
electronic databases: Scopus and PubMed.

Search strategy and study selection

A search strategy was performed using the fol-
lowing Medical Subject Headings (MeSH) headings/
keywords: family/caregivers, support, palliative
care/medicine. The operator ‘AND’ was placed to
combine these terms (Figure 1).

The predefined criteria of selection for the sear-
ches limited them to the following: (i) review articles
(including literature reviews and opinion pieces) and
research articles (ii) with results about existing me-
thods of professional or unprofessional support for
closed ones of seriously ill patients in hospice and
palliative care (iii) written in the English language.
All full-text articles meeting the criteria were extracted
and evaluated for their content. Due to the recent

www.journals.viamedica.pl/palliative_medicine_in_practice



Number of records identified
through searching electronic
databases:
family/caregivers, support,
palliative care/medicine
n=164

Number of records
after duplicate removed
n=294

Primary relevant publications
identified based on titles
n=_87

Jasmina Bork-Zalewska et al., An overview of the role of family support in palliative care

Full-text articles that responded
to eligibility criteria
n=44

Subsequent review of titles
and abstracts for relevance
n = 43 excluded for irrelevance
to objectives of review

References included
in the final review
n=18

Review of full-text papers
n = 25 excluded based on:
* pediatric aspects
of palliative care
* main focus on patients’
experience instead of their carers
« full-text papers not in English
(n=2)
« full text not available
to the authors
(n=1)

Figure 1. Search strategy

evolution of palliative care in many countries, a date
limit was fixed, therefore, only the articles published
from the year 2000 or later, that is, 2000-2024,
were considered.

Results

From the quasi-systematic reviews of literature,
eighteen studies were included in the thorough analy-
sis (Table 1 [13-30]). They were collected from a range
of countries like Australia, the USA, Canada, ltaly,
Sweden, Finland, and the Netherlands and consisted
of original articles (7), review articles (4), qualitative
descriptive studies (4), meta-analysis (1), a longitudi-
nal cohort study (1), guidelines (1).

In the literature, various types of interventions
were compared. The dominant ones were family-cen-
tered interventions (6) and bereavement support
(6). The remaining ones are: psycho-educational (1),
cognitive-behavioral (1), dyadic/couple-centered (1),

support groups (2), psychosocial (1), direct financial
support (1), direct psycho-socio-spiritual support (1),
indirect patient information (1), indirect patient sup-
port provision/education (1), educational support (1),
informative support (1), psychological support (2),
community support (1), supportive encounter (1),
professional focus of staff (1), supportive environ-
ment (1), complicated grief risk assessment (1), stress
management (1), promoting positive emotions (1),
educational initiative (1), peer support (1), psycho-
logical and spiritual support (1), setting up family
caregiver support, (1), assessing need and establishing
a plan of care, (1), preparing for death (1), not de-
fined (1). Overall, an investigation of the literature
revealed the intervention frameworks presented in
Table 2 [13-30].

Discussion

The review aims to identify various methods and
support programs available for families of indivi-
duals receiving palliative care. None of the studies
compare all the methods mentioned in the present
review. The most commonly used methods include
psychological, social, and spiritual support delivered
for individual patient’s family members or within the
support groups, respite care, various specific thera-
pies, education and information for families, related
to end-of-life issues, involvement in care planning as
well as bereavement support.

The results of the present review indicate that there
are many support options available for caregivers;
however, they are not sufficiently utilized. Caregi-
vers report issues such as the limited effectiveness of
interventions provided by individuals without a mental
health background, the short duration of support, and
the rapid withdrawal of medical personnel after the
patient’s death. These concerns were compiled into
one study to take a closer look at the problem. Each
of these complaints is usually analyzed separately,
even though they all pertain to the same issue — the
lack of adequate support for families in palliative
care. None of the studies compare all the methods
mentioned in the present review.

Various benefits were observed as a result of each
form of support provided. These interventions had
a significant impact on improving the overall well-
being of patients’ family members and informal caregi-
vers. Thanks to the applied support methods, caregivers
began to cope better with the daily challenges and
stresses associated with caregiving, which directly
contributed to enhancing their quality of life [13].
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Self-esteem

By strengthening their sense of self-efficacy and
increasing their ability to handle difficulties, these
interventions helped families and caregivers gain
greater confidence in their roles. Additionally, the
improvement in quality of life was evident in better
relationships with their dependents and their social
environment. This allowed caregivers to engage more
effectively in family and social life, which in turn
positively affected their overall well-being and life
satisfaction [14, 15].

Initiation

There is a pressing need for diverse support for
families during serious illness and after the patient’s
death, with early intervention and continued care
being crucial. Family care should begin at the time of
diagnosis and treatment of the patient to better cope
in the advanced stage.

Mental health specialist

A significant issue is the limited time non-specia-
lists in mental health dedicate to supporting caregivers
of palliative patients. It is concerning that some studies
found that interventions provided by non-specialists in
the field of mental health often demonstrated limited
effectiveness, while support provided by specialists
can reduce psychological symptoms such as sadness,
depression, and anxiety [13, 16]. Therapists have
the opportunity to apply the most recommended
interventions from the family-focused therapy model
to support families [17]. However, this process requires
properly trained social workers or psychologists. It is
therefore important to maintain regular contact with
qualified mental health professionals by those close
to the dying patient. Consideration could be given to
regular meetings of caregivers with specialists.

Bereavement

Commonly observed among patient families is
immediate withdrawal by medical staff after the
patient’s death, resulting in a lack of support during
the grieving period [18, 19]. Medical staff should be
trained in communication and emotional support for
patient families facing serious illness and after their
death. These trainings can help medical personnel bet-
ter understand the needs of families during this diffi-
cult time and provide them with appropriate support.

Support group

Support groups for family members appear to
be a valuable aspect of palliative care, providing
a space to express needs. Group support programs

can be a valuable and acceptable intervention for
family members, additionally inspiring nursing staff
to develop and lead similar activities [21-29].

The study has obvious limitations associated with
its methodology. The literature review was limited
to other reviews focused on support for families
and close relatives, which was a significant constra-
int. Additionally, the review included only 18 stu-
dies; however, similar issues arose in each of them.
So it's worth delving into this topic and developing
specific steps that can be taken to support fami-
lies. The only guidelines to refer to are Australian [30].
They can be very helpful, however, there is a gap in
the European market that could be filled. Hospices
can also establish specialized teams for family care,
responsible for providing emotional and practical sup-
port to patient families after their death. These teams
can consist of experienced specialists who can provide
high-level support.

Conclusions

This study aims to underscore that the develop-
ment and improvement of family support in palliative
care remain a research priority in the field. It highlights
the urgent need to include families in the patient’s
care plan by providing them with high-quality psycho-
social support. There is an undeniable need to support
families in difficult situations, such as serious illness
and grief. The effectiveness of currently available
methods leaves much to be desired, hence there is
an urgent need to develop and improve this field.
Itis imperative to pay greater attention to supporting
families, which can have a fundamental impact on the
quality of palliative care.

Article information and declarations

Acknowledgments
None.

Author contributions
All authors contributed equally.

Conflict of interest
The authors declare that they have no conflicts of
interest relevant to the content of this manuscript.

Funding
None.

Supplementary material
None.

www.journals.viamedica.pl/palliative_medicine_in_practice

11



12

Palliative Medicine in Practice

References

1.

10.

11.

12.

13.

14.

Sepulveda C, Marlin A, Yoshida T, et al. Palliative care:
the World Health Organization’s global perspecti-
ve. J Pain Symptom Manage. 2002; 24(2): 91-96,
doi: 10.1016/s0885-3924(02)00440-2, indexed in Pub-
med: 12231124,

Palliative care. https://www.who.int/news-room/fact-she-
ets/detail/palliative-care (14.04.2024).

Radbruch L, Payne SA. White paper on standards and
norms for hospice and palliative care in Europe: Part 1. Eur
J Palliat Care. 2010; 17: 22-33.

Payne S, Harding A, Williams T, et al. Revised recom-
mendations on standards and norms for palliative care
in Europe from the European Association for Palliative
Care (EAPC): a Delphi study. Palliat Med. 2022; 36(4):
680-697, doi: 10.1177/02692163221074547, indexed in
Pubmed: 35114839.

Radbruch L, De Lima L, Knaul F, et al. Redefining palliative
care — a new consensus — based definition. J Pain Symp-
tom Manage. 2020; 60(4): 754-764, doi: 10.1016/j.jpa-
insymman.2020.04.027, indexed in Pubmed: 32387576.
Leppert W, Gradalski T, Kotlinska-Lemieszek A, et al.
Organizational standards for specialist palliative care for
adult patients: recommendations of the expert group of
national consultants in palliative medicine and palliati-
ve care nursing. Palliat Med Pract. 2022; 16(1): 7-26,
doi: 10.5603/pmpi.2021.0035.

Mikulska M. Bereavement support group program
as a form of professional psychological help for the
mourner. Psychoonkologia. 2017; 21(2): 66-73,
doi: 10.5114/pson.2017.71382.

Europejskie Towarzystwo Opieki Paliatywnej. [Raport do-
tyczacy standardéw i norm dla opieki hospicyjnej i pa-
liatywnej w Europie: czes¢ 2]. Med Palliat Prakt. 2010;
4(2): 54-65.

Hudson PL, Remedios C, Thomas K. A systematic re-
view of psychosocial interventions for family carers of
palliative care patients. BMC Palliat Care. 2010; 9(1):
17, doi: 10.1186/1472-684X-9-17, indexed in Pub-
med: 20687960.

Rietjens JAC, Sudore RL, Connolly M, et al. Definition and
recommendations for advance care planning: an interna-
tional consensus supported by the European Association
for Palliative Care. Lancet Oncol. 2017; 18(9): e543-e551,
doi: 10.1016/S1470-2045(17)30582-X, indexed in Pub-
med: 28884703.

Kishino M, Ellis-Smith C, Afolabi O, et al. Family involvement
in advance care planning for people living with advanced
cancer: a systematic mixed-methods review. Palliat Med.
2022; 36(3): 462-477, doi: 10.1177/02692163211068282,
indexed in Pubmed: 34989274,

Stolc B, Kleczewska A, Kulak M, et al. Edmonton Frail
Scale — caregiver is a reliable source of information
about the functional status of a hospitalized elder-
ly patient. Eur J Transl Clin Med. 2024; 7(1): 16-21,
doi: 10.31373/ejtcm/183022.

Areia NP, Géngora JN, Major S, et al. Support interven-
tions for families of people with terminal cancer in pal-
liative care. Palliat Support Care. 2020; 18(5): 580-588,
doi: 10.1017/5S1478951520000127, indexed in Pub-
med: 32100661.

Wan A, Lung E, Ankita A, et al. Support for informal ca-
regivers in Canada: a scoping review from a hospice and
palliative/end-of-life care lens. J Palliat Care. 2022; 37(3):
410-418, doi: 10.1177/08258597221078370, indexed in
Pubmed: 35199610.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

Lundberg T, Olsson M, Furst CJ. The perspectives of
bereaved family members on their experiences of sup-
port in palliative care. Int J Palliat Nurs. 2013; 19(6):
282-288, doi: 10.12968/ijpn.2013.19.6.282, indexed in
Pubmed: 24151739.

Kustanti CY, Fang HF, Linda Kang X, et al. The effective-
ness of bereavement support for adult family caregivers
in palliative care: a meta-analysis of randomized con-
trolled trials. J Nurs Scholarsh. 2021; 53(2): 208-217,
doi: 10.1111/jnu.12630, indexed in Pubmed: 33547736.
Farabelli JP, Kimberly SM, Altilio T, et al. Top ten tips
palliative care clinicians should know about psycho-
social and family support. J Palliat Med. 2020; 23(2):
280-286, doi: 10.1089/jpm.2019.0506, indexed in Pub-
med: 31687876.

Mowll J. The bereavement experiences and support needs
of bereaved family caregivers in the context of palliative
care. Bereavement Care. 2018; 37(2): 74-77, doi: 10.1080
/02682621.2018.1493638.

Del Gaudio F, Zaider TI, Brier M, et al. Challenges in pro-
viding family — centered support to families in pal-
liative care. Palliat Med. 2012; 26(8): 1025-1033,
doi: 10.1177/0269216311426919, indexed in Pub-
med: 22075163.

Kristjanson LJ, White K. Clinical support for families
in the palliative care phase of hematologic or oncolo-
gic illness. Hematol Oncol Clin North Am. 2002; 16(3):
745-762, doi: 10.1016/s0889-8588(02)00023-0, indexed
in Pubmed: 12170579.

Milberg A, Rydstrand K, Helander L, et al. Participants’ expe-
riences of a support group intervention for family members
during ongoing palliative home care. J Palliat Care. 2005;
21(4): 277-284, indexed in Pubmed: 16483097.
Henriksson A, Benzein E, Ternestedt BM, et al. Meeting
needs of family members of persons with life-threate-
ning illness: a support group program during ongoing
palliative care. Palliat Support Care. 2011; 9(3): 263-271,
doi: 10.1017/51478951511000216, indexed in Pub-
med: 21838947.

Soikkeli-Jalonen A, Mishina K, Virtanen H, et al. Healthcare
professionals’ perceptions of psychosocial support for fa-
mily members in palliative care inpatient units-A qualitative
descriptive study. Nurs Open. 2023; 10(5): 3018-3027,
doi: 10.1002/nop2.1548, indexed in Pubmed: 36539588.
Haan MM, van Gurp JLp, Knippenberg M, et al. Facili-
tators and barriers in using comics to support family
caregivers of patients receiving palliative care at home:
a qualitative study. Palliat Med. 2022; 36(6): 994-1005,
doi: 10.1177/02692163221093513, indexed in Pub-
med: 35502800.

Cain R, MacLean M, Sellick S. Giving support and get-
ting help: informal caregivers’ experiences with palliative
care services. Palliat Support Care. 2004; 2(3): 265-272,
doi: 10.1017/s1478951504040350, indexed in Pub-
med: 16594411.

Aoun SM, Rumbold B, Howting D, et al. Bereavement
support for family caregivers: the gap between guidelines
and practice in palliative care. PLoS One. 2017; 12(10):
e0184750, doi: 10.1371/journal.pone.0184750, indexed
in Pubmed: 28977013.

Guldin MB, Vedsted P, Zachariae R, et al. Complicated
grief and need for professional support in family care-
givers of cancer patients in palliative care: a longitu-
dinal cohort study. Support Care Cancer. 2012; 20(8):
1679-1685, doi: 10.1007/s00520-011-1260-3, indexed
in Pubmed: 21892795.

www.journals.viamedica.pl/palliative_medicine_in_practice


http://dx.doi.org/10.1016/s0885-3924(02)00440-2
https://www.ncbi.nlm.nih.gov/pubmed/12231124
https://www.who.int/news-room/fact-sheets/detail/palliative-care
https://www.who.int/news-room/fact-sheets/detail/palliative-care
http://dx.doi.org/10.1177/02692163221074547
https://www.ncbi.nlm.nih.gov/pubmed/35114839
http://dx.doi.org/10.1016/j.jpainsymman.2020.04.027
http://dx.doi.org/10.1016/j.jpainsymman.2020.04.027
https://www.ncbi.nlm.nih.gov/pubmed/32387576
http://dx.doi.org/10.5603/pmpi.2021.0035
http://dx.doi.org/10.5114/pson.2017.71382
http://dx.doi.org/10.1186/1472-684X-9-17
https://www.ncbi.nlm.nih.gov/pubmed/20687960
http://dx.doi.org/10.1016/S1470-2045(17)30582-X
https://www.ncbi.nlm.nih.gov/pubmed/28884703
http://dx.doi.org/10.1177/02692163211068282
https://www.ncbi.nlm.nih.gov/pubmed/34989274
http://dx.doi.org/10.31373/ejtcm/183022
http://dx.doi.org/10.1017/S1478951520000127
https://www.ncbi.nlm.nih.gov/pubmed/32100661
http://dx.doi.org/10.1177/08258597221078370
https://www.ncbi.nlm.nih.gov/pubmed/35199610
http://dx.doi.org/10.12968/ijpn.2013.19.6.282
https://www.ncbi.nlm.nih.gov/pubmed/24151739
http://dx.doi.org/10.1111/jnu.12630
https://www.ncbi.nlm.nih.gov/pubmed/33547736
http://dx.doi.org/10.1089/jpm.2019.0506
https://www.ncbi.nlm.nih.gov/pubmed/31687876
http://dx.doi.org/10.1080/02682621.2018.1493638
http://dx.doi.org/10.1080/02682621.2018.1493638
http://dx.doi.org/10.1177/0269216311426919
https://www.ncbi.nlm.nih.gov/pubmed/22075163
http://dx.doi.org/10.1016/s0889-8588(02)00023-0
https://www.ncbi.nlm.nih.gov/pubmed/12170579
https://www.ncbi.nlm.nih.gov/pubmed/16483097
http://dx.doi.org/10.1017/S1478951511000216
https://www.ncbi.nlm.nih.gov/pubmed/21838947
http://dx.doi.org/10.1002/nop2.1548
https://www.ncbi.nlm.nih.gov/pubmed/36539588
http://dx.doi.org/10.1177/02692163221093513
https://www.ncbi.nlm.nih.gov/pubmed/35502800
http://dx.doi.org/10.1017/s1478951504040350
https://www.ncbi.nlm.nih.gov/pubmed/16594411
http://dx.doi.org/10.1371/journal.pone.0184750
https://www.ncbi.nlm.nih.gov/pubmed/28977013
http://dx.doi.org/10.1007/s00520-011-1260-3
https://www.ncbi.nlm.nih.gov/pubmed/21892795

28.

29.

Jasmina Bork-Zalewska et al., An overview of the role of family support in palliative care

Chung A, Collier A, Gott M. Community-led and/or focused
initiatives to support family carers within a palliative care
context: an integrative review. Palliat Med. 2019; 33(2):
250-256, doi: 10.1177/0269216318813813, indexed in
Pubmed: 30516101.

Belletti M, Mallia L, Lucidi F, et al. Complementary therapy
and support services for formal and informal caregivers
in Italian palliative care hospices: an exploratory and

30.

descriptive study. Support Care Cancer. 2011; 19(12):
1939-1947, doi: 10.1007/s00520-010-1034-3, indexed
in Pubmed: 21058049.

Hudson P, Remedios C, Zordan R, et al. Guidelines for
the psychosocial and bereavement support of family ca-
regivers of palliative care patients. J Palliat Med. 2012;
15(6): 696-702, doi: 10.1089/jpm.2011.0466, indexed in
Pubmed: 22385026.

www.journals.viamedica.pl/palliative_medicine_in_practice

13


http://dx.doi.org/10.1177/0269216318813813
https://www.ncbi.nlm.nih.gov/pubmed/30516101
http://dx.doi.org/10.1007/s00520-010-1034-3
https://www.ncbi.nlm.nih.gov/pubmed/21058049
http://dx.doi.org/10.1089/jpm.2011.0466
https://www.ncbi.nlm.nih.gov/pubmed/22385026

