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Research

Contributions to the Global Clinical 
Community

•• This study emphasizes the need for personalized sup-
port to address family members’ needs. The findings 
can help health care professionals improve communi-
cation and develop tailored support programs, enhanc-
ing family well-being.

•• Health care professionals should proactively address 
the emotional and informational needs of family 
members to enhance psychosocial support. The study 
underscores the critical role of clear, factual, and 
truthful communication with family members when 
the patient is cared for in hospital.

•• The insights from this study can guide policymakers 
and administrators in improving palliative care sup-
port systems, leading to more effective guidelines and 
policies that prioritize family involvement.

Introduction

Globally, an estimated 56.8 million people require palliative 
care annually, the majority (67.1%) being adults aged above 

50 (Connor, 2020). The illness and circumstances of a pallia-
tive patient impact the entire family. Hence, patients are 
often accompanied by numerous family members, leading to 
a significant number of individuals requiring palliative care 
services, both during the patient’s illness and following their 
passing (Connor, 2020).

Palliative care aims to prevent and alleviate the suffering 
experienced by both patients and their family members by 
addressing issues beyond physical symptoms (World Health 
Organization [WHO], 2022). Hence, the needs of family 
members should be acknowledged and addressed alongside 
those of the patient (Soikkeli-Jalonen et  al., 2022, 2023). 
Consequently, comprehensive psychosocial support is vital 
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To evaluate the family members’ psychosocial support during specialist palliative inpatient care. Cross-sectional study. 
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the support they received as close to ideal, with 19.9% of participants reporting that the support was less than desired. 
They rated psycho-emotional support and support practices as the strongest and informational support as the weakest. The 
psychosocial support that family members receive in specialist palliative care is generally adequate. However, efforts should 
be made to improve how information is communicated. The study underscores the importance of evaluating and addressing 
the unique support implementation for families in palliative care.

Keywords
assessment, caregiver, end-of-life, family support, hospital, instrument, measurement, needs, palliative care, questionnaire, relatives

https://us.sagepub.com/en-us/journals-permissions
https://journals.sagepub.com/home/jfn
mailto:anu.soikkeli-jalonen@tuni.fi
http://crossmark.crossref.org/dialog/?doi=10.1177%2F10748407251357063&domain=pdf&date_stamp=2025-09-01


2	 Journal of Family Nursing 00(0)

in palliative care to aid family members in coping with and 
adjusting to the challenges presented by the situation 
(Soikkeli-Jalonen et al., 2022; Wang et al., 2018). According 
to the National Cancer Institute of the United States, psycho-
social support comprises the mental, emotional, social, and 
spiritual needs of patients and their families (National Cancer 
Institute, 2024). Understanding family support, identifying 
family needs, and exploring opportunities to provide support 
are crucial considerations for the well-being of patients and 
families facing the challenges of a life-threatening illness 
(Wang et al., 2018).

As hospitals are the place of care and death for some indi-
viduals, enhancing people’s experiences of palliative care 
must be a part of the vision and mission of hospital organiza-
tions (Walker et al., 2023). However, current research regard-
ing family members in palliative care predominantly focuses 
on home-based care (Walker et  al., 2023), which limits  
its applicability to hospital settings (Ullrich et  al., 2021). 
Moreover, studies regarding psychosocial support for fami-
lies are limited (Soikkeli-Jalonen et al., 2021; Yıldız et al., 
2024), underscoring the need for additional research to mea-
sure and evaluate how analyzing family needs can inform 
clinical practice to support families in palliative inpatient 
care more efficiently.

This study focuses on evaluating implemented psychoso-
cial support of adult family members of adult patients in pal-
liative inpatient settings in relation to their desired support. It 
aims to identify strengths and weaknesses in the current sup-
port system and propose improvements to enhance the sup-
port experienced by family members.

Background

Family members dedicate substantial time and effort to care 
for palliative care patients (Areia et al., 2019). All severe ill-
nesses place a burden on family members, a challenge that 
becomes more pronounced in the context of palliative care 
and hospital settings (Walker et al., 2023). The palliative care 
hospital environment distinguishes itself from other care 
settings, and family members have several needs, such as 
coping with the palliative care situation, adjusting to it, and 
adapting to the hospital environment (Oechsle et al., 2019; 
Ullrich et al., 2021). The demanding responsibilities of car-
ing for seriously ill patients can adversely impact family 
members’ health and well-being, leading to emotional dis-
tress and burden (Choi & Seo, 2019; Huynh et  al., 2023). 
This concern is particularly significant for women, who are 
often the primary caregivers, provide care for longer periods, 
and receive less social support and acknowledgment for their 
caregiving efforts (Lung et al., 2022).

Supporting families and prioritizing their needs should be 
a core element of palliative care (Alam et al., 2020; Bloomer 
et  al., 2022). However, supporting family members in dis-
tressing situations is a complex task, and enhancing their 
well-being poses considerable challenges (Walker et  al., 
2023; Yıldız et al., 2024; Zhu et al., 2023). The health care 

system is primarily designed to cater to the needs of patients, 
with family members’ needs often being secondary (Røen 
et al., 2019).

Family experiences in palliative inpatient care reveal an 
absence of social, psychological, pastoral, and spiritual care 
for both families and patients (Walker et al., 2023). In pallia-
tive hospital care, family members seek support tailored to 
their needs. Moreover, they value high-quality patient care 
and a welcoming environment that acknowledges their pres-
ence as a source of support (Soikkeli-Jalonen et  al., 2022, 
2023). The importance of communication between health 
care professionals and families (Walker et  al., 2023; Zhu 
et al., 2023) adds another layer of complexity, along with the 
stress associated with decision-making and active participa-
tion in the patient’s care (Saarinen et al., 2023; Walker et al., 
2023). In palliative care, family members’ informational 
support is not always optimal, which can increase their anxi-
ety and depression (Bloomer et al., 2022; Chua et al., 2020; 
Huynh et  al., 2023; Soikkeli-Jalonen et  al., 2022). Family 
members in palliative hospital care are dependent on health 
care professionals for information (Chua et  al., 2020). 
However, although they desire information, too much infor-
mation too quickly could potentially shock them (Soikkeli-
Jalonen et al., 2022). Nevertheless, family members should 
be well-informed and actively engaged in the treatment and 
care process (Cheng et al., 2022; Chua et al., 2020; Soikkeli-
Jalonen et al., 2022). Specifically, clear, factual, and truthful 
information sharing concerning patient condition, treatment, 
and future is essential to understand the reality of the situation 
and prepare for the possibility of death (Walker et al., 2023).

Moreover, the well-being of the family should be empha-
sized, including adaptation to the illness and its conse-
quences, as well as social functioning and relationships 
(Lloyd-Williams, 2018). Research has shown that psychoso-
cial support during palliative care can improve family mem-
bers’ depressive symptoms, stress levels, caregiver burden, 
quality of life, self-efficacy, coping skills, and awareness 
levels (Yıldız et  al., 2024). Family members thus require 
consistent and adequate assistance in navigating the health 
care system (Zhu et al., 2023). Practices that assess and cater 
to the needs of families are essential for delivering high-
quality end-of-life care (Bloomer et  al., 2022; Soikkeli-
Jalonen et  al., 2022, 2023). Self-evaluation tools and 
instruments can be used to objectively measure the psycho-
social support experienced by family members, providing 
valuable information to health care staff and decision-mak-
ers. However, even though the need for psychosocial support 
for family members is recognized and studies have reported 
unmet needs (Cheng et al., 2022; Chua et al., 2020; Hashemi 
et  al., 2018; Oechsle, 2019; Preisler et  al., 2019; Ullrich 
et al., 2021), there is little evidence on how this support is 
implemented in palliative care, especially in inpatient set-
tings (Soikkeli-Jalonen et al., 2021). Furthermore, there is a 
lack of evidence on how family members perceive the sup-
port they receive, as evaluated with valid and reliable instru-
ments (Cheng et al., 2022; Michels et al., 2016).
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Aim of the Study

This study aimed to evaluate the psychosocial support 
received by family members in palliative inpatient care. The 
objective was to evaluate the implementation of psychoso-
cial support using a self-evaluation instrument—the Family 
Involvement Scale–Psychosocial Support in Palliative 
Inpatient Care (FIS-PS-InPal). The ultimate goal of the study 
was to improve family support and coping, identify strengths 
and weaknesses in the current support system, and propose 
improvements to enhance the support experienced by family 
members.

The research questions were the following:

1.	 How is family members’ psychosocial support imple-
mented in palliative inpatient care, compared with 
their desired support?

2.	 Which background factors are related to the family 
members’ psychosocial support, and how?

Method

Design

A cross-sectional study was conducted from May 2023 to 
September 2024 in Finnish palliative care wards. The cross-
sectional design allows for a snapshot of current practices, 
facilitating the assessment of how well the support aligns 
with family members’ needs and expectations at a specific 
point in time. The EQUATOR-guideline “STROBE for 
cross-sectional studies” was utilized to ensure consistency of 
research implementation and reporting.

Study Setting and Sample

The study sample comprised adult family members of adult 
palliative care patients from specialist palliative care wards 
across Finland. Specialist palliative care is offered by units 
that specialize in palliative care, such as palliative care cen-
ters and hospices where palliative care is the primary focus, 
and the staff are trained for this specific purpose (Finnish 
Institute for Health and Welfare, 2023). Out of the 17 spe-
cialist level wards providing palliative care as their main 
function in Finland at the time of the research, 16 wards, with 
a total of approximately 250 patient beds, participated. One 
ward declined to participate.

All family members were considered eligible to partici-
pate if they were adults (aged 18 and above), had adult pal-
liative care patients in a specialist palliative care ward, and 
had the ability to understand and answer questions in Finnish. 
Their language proficiency was evaluated by the recruiting 
nurses at the wards. In addition, to ensure that family mem-
bers could gain adequate experience of support during the 
ward stay, the study required the patient to have been in the 
ward for at least 5 days during the current treatment period. 
However, given that patient treatment periods in the wards 

were relatively short, and data collection within the 5-day 
limitation appeared nearly impossible, the timeline was 
reduced to 3 days after 6 months of data collection. The 
patients’ oral consent was sought for family members’ par-
ticipation in the study, and the patients were asked to nomi-
nate the participating family members.

The Family Involvement Scale–Psychosocial 
Support in Palliative Inpatient Care

The FIS-PS-InPal is an instrument encompassing 22 items 
that evaluate the psychosocial support that family members 
perceive during palliative inpatient care. These items repre-
sent various aspects of psychosocial support, described as 
subscales: psycho-emotional support (seven items), informa-
tional support (nine items), and support practices (six items). 
The three subscales and the total score of the instrument 
were represented as sum variables, while the total score of 
psychosocial support and sum variables in each subscale 
were computed by tallying the item scores and dividing by 
the item count.

The instrument uses a five-point response scale: 1 = sig-
nificantly less than desired, 2 = less than desired, 3 = as 
much as desired, 4 = more than desired, and 5 = signifi-
cantly more than desired, with the middle option (3) indicat-
ing optimal support. It considers whether family members 
perceive they have received the appropriate level of support, 
insufficient support, or excessive support. In addition, the 
instrument includes questions about background variables 
of the family member (age, gender, level of education,  
and relationship with the patient) and the patient, as reported 
by the family member (age, illness, time from diagnosis, 
length of the current hospital stay, information regarding 
whether the patient has been cared for in the same or another 
ward since the beginning; Table 1). The FIS-PS-InPal is a 
component of a broader instrument known as the Family 
Involvement Scale, which was developed and validated by 
the same research group conducting this study. It evaluates 
family members’ psychosocial support and their level of 
participation in inpatient care.

The instrument was developed using an applied meta-
ethnographic synthesis of the following data sources: a pre-
viously established instrument for family support in cancer 
care that has demonstrated validity and reliability (Eriksson 
& Lauri, 2000), a comprehensive literature review (Soikkeli-
Jalonen et  al., 2021), two empirical qualitative descriptive 
studies focusing on the experiences of family members and 
health care professionals in palliative care units (Soikkeli-
Jalonen et al., 2022, 2023), and relevant laws and recommen-
dations (Act on the Status and Rights of Patients 785, 1992; 
Health Care Act, 2010) and guidelines from the World 
Medical Association (WMA). National Consensus Project 
for Quality Palliative Care (2018). The content was initially 
validated by three separate expert panels and piloted in three 
palliative care units, with the validity and usability of the 
content being deemed satisfactory.
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Table 1.  Participants’ Demographic Characteristics and Statistically Significant Factors Related to Family Members’ Psychosocial 
Support.

Variable n % Mean
FIS-PS-InPal 

Med (Q1–Q3)a

Psycho-emotional 
support Med 

(Q1–Q3)a

Informational 
support Med 

(Q1–Q3)a

Support 
practices Med 

(Q1–Q3)a

Gender
Female 127 74.7 2.91 (2.63–3.00) 3.00 (2.86–3.00) 2.88 (2.44–3.00) 3.00 (2.67–3.00)
Male 42 24.7 3.00 (2.81–3.01) 3.00 (3.00–3.00) 3.00 (2.67–3.00) 3.00 (2.83–3.00)
Other/prefer not to tell 1 0.6 nr nr nr nr
Male-Female p=.010b p=.037b p=.004b p=.049b

Age 59.22 (SD 13.9) nsc nsc nsc nsc

<50 42 24.7 2.86 (2.63–3.00) 3.00 (2.82–3.00) 2.78 (2.44–3.00) 2.83 (2.73–3.00)
50–59 44 25.9 2.84 (2.64–3.00) 3.00 (2.71–3.00) 2.83 (2.44–3.00) 2.83 (2.67–3.00)
60–69 37 21.8 2.96 (2.73–3.00) 3.00 (3.00–3.00) 2.90 (2.39–3.00) 3.00 (3.00–3.00)
>70 47 27.6 2.96 (2.76–3.05) 3.00 (2.68–3.00) 3.00 (2.67–3.00) 3.00 (2.67–3.00)
Educational level nsc nsc nsc nsc

Primary and lower secondary education 20 11.8 3.00 (2.70–3.03) 3.00 (2.75–3.00) 3.00 (2.57–3.00) 3.00 (2.83–3.00)
Upper secondary education 67 36.9 2.96 (2.73–3.00) 3.00 (2.86–3.00) 2.89 (2.44–3.00) 3.00 (2.83–3.00)
Bachelor’s degree 42 24.9 2.86 (2.58–2.97) 3.00 (2.71–3.00) 2.72 (2.39–3.00) 2.93 (2.67–3.00)
Master’s degree 36 21.3 2.91 (2.66–3.00) 3.00 (2.86–3.00) 2.89 (2.44–3.00) 2.83 (2.67–3.00)
Licentiate/Doctoral degree 4 2.4 2.96 (2.74–3.17) 3.00 (2.89–3.00) 2.83 (2.78–2.97) 3.00 (2.50–3.75)
Patient’s age 75.5 (SD 10.6) nsc nsc nsc nsc

>65 24 14.1 2.93 (2.40–3.00) 3.00 (2.46–3.00) 2.72 (2.44–3.00) 3.00 (2.50–3.13)
65–74 51 30.0 2.96 (2.76–3.00) 3.00 (3.00–3.00) 3.00 (2.56–3.00) 3.00 (2.38–3.00)
75–79 42 24.7 2.84 (2.63–3.00) 3.00 (2.86–3.00) 2.83 (2.44–3.00) 2.83 (2.67–3.00)
80–85 21 12.4 3.00 (2.81–3.09) 3.00 (2.71–3.00) 2.89 (2.78–3.00) 3.00 (2.83–3.00)
>85 32 18.8 2.93 (2.66–3.00) 3.00 (3.00–3.00) 2.78 (2.44–3.00) 3.00 (2.82–3.00)
Patient’s illness nsc nsc nsc nsc

Cancer 133 82.6 2.96 (2.66–3.00) 3.00 (2.86–3.00) 2.89 (2.44–3.00) 3.00 (2.87–3.00)
Heart disease 8 4.9 2.71 (2.57–3.00) 2.93 (2.59–3.12) 2.67 (2.36–2.86) 3.00 (2.70–3.00)
Lung disease 3 1.9 3.00 (2.91–3.01) 3.00 (3.00–3.28) 3.00 (2.78–3.00) 3.00 (3.00–3.00)
Neurological disease 8 4.9 2.93 (2.77–3.00) 3.00 (2.75–3.00) 2.89 (2.78–3.00) 3.00 (2.58–3.00)
Other 10 6.2 2.96 (2.64–3.23) 3.00 (3.00–3.00) 2.89 (2.44–3.11) 3.00 (2.67–3.83)
Time from the patient’s diagnosis n=115 3.0 (SD 3.5) nsc nsc nsc nsc

<2 years 62 53.9 2.96 (2.64–3.00) 3.00 (2.86–3.00) 3.00 (2.56–3.00) 3.00 (2.67–3.00)
2–5 years 35 30.4 2.86 (2.64–3.00) 3.00 (2.71–3.00) 2.78 (2.44–3.00) 3.00 (2.75–3.00)
6–10 years 13 11.3 2.86 (2.70–3.05) 2.86 (2.71–3.00) 2.89 (2.44–3.00) 3.00 (2.80–3.17)
>10 years 5 4.4 2.98 (2.77–3.35) 3.00 (3.00–3.11) 2.94 (2.50–3.53) 3.00 (2.88–3.50)
The length of the current hospital stay 20.1 (SD 24.9) nsc nsc nsc nsc

<7 days 34 22.1 2.91 (2.65–3.00) 3.00 (2.71–3.00) 2.89 (2.56–3.00) 3.00 (2.67–3.00)
7–14 days 57 37.0 3.00 (2.71–3.00) 3.00 (2.86–3.00) 3.00 (2.56–3.00) 3.00 (2.83–3.00)
15–30 days 32 20.8 2.86 (2.74–2.96) 3.00 (2.89–3.00) 2.83 (2.47–3.00) 2.83 (2.77–3.00)
>30 days 31 20.1 2.81 (2.55–3.00) 3.00 (2.71–3.00) 2.67 (2.22–3.00) 3.00 (2.33–3.00)
Patient has been cared at the same ward before nsb nsb nsb nsb

Yes 44 28.0 2.96 (2.77–3.05) 3.00 (2.86–3.00) 2.89 (2.56–3.00) 3.00 (2.83–3.00)
No 117 72.0 2.93 (2.63–3.00) 3.00 (2.86–3.00) 2.89 (2.44–3.00) 3.00 (2.67–3.00)
Patient has been cared at another ward before nsb nsb nsb nsb

Yes 139 86.9 2.91 (2.68–3.00) 3.00 (2.86–3.00) 2.89 (2.44–3.00) 3.00 (2.75–3.00)
No 20 12.5 2.96 (2.60–3.03) 3.00 (2.71–3.12) 2.89 (2.36–3.00) 3.00 (2.71–3.00)
Family members relation to the patient n=170 p = .011c nsc p=.002c nsc

Child 83 48.8 2.86 (2.66–3.00) 3.00 (2.86–3.00) 2.78 (2.44–3.00) 2.83 (2.75–3.00)
Spouse/life partner 61 35.8 3.00 (2.77–3.07) 3.00 (2.93–3.07) 3.00 (2.67–3.00) 3.00 (2.83–3.00)
Parent 4 2.4 2.30 (1.96–2.88) 2.79 (1.93–3.00) 2.11 (1.47–2.75) 2.50 (2.21–2.92)
Sibling 10 5.9 2.96 (2.65–3.00) 3.00 (2.54–3.00) 2.89 (2.44–3.00) 3.00 (2.88–3.00)
Other 12 7.1 2.91 (2.48–3.03) 3.00 (2.50–3.00) 2.83 (2.56–3.00) 3.00 (2.71–3.13)
Spouse/life partner–Child p=.029c nsc p=.006c nsc

Spouse/life partner–Parent nsc nsc p=.045c nsc

Note. ns = not significant; nr = not reported; SD = standard deviation; Med = Median.
aQ1 = quartile 25%–Q3 = quartile 75%. b Mann–Whitney U test. c Kruskal–Wallis test with Bonferroni correction.
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The reliability of the instrument was evaluated with the 
data collected in this study, and the internal consistency of 
the FIS-PS-InPal was found to be excellent. The Cronbach’s 
alpha for the FIS-PS-InPal was .95, and that of different sub-
scales ranged from .86 to .93, supporting the reliability of the 
instrument. The instrument’s development and piloting, as 
well as the evaluation of its psychometric properties have 
been reported in distinct articles.

Data Collection

The data collection in this study was part of a larger research 
project using the Family Involvement Scale, which includes 
two separate scales to evaluate the psychosocial support and 
participation of the family member. The data collection was 
performed by a research team of four members who were not 
employed with the participating units. Therefore, a common 
data collection protocol was used among the research team 
members to ensure consistency and reliability of data. In 
addition, the research group contacted the coordinating con-
tacts of each participating department monthly to ensure data 
collection progress.

Each participating ward was asked to designate two coor-
dinating contact persons who were familiar with the patient 
and family’s situation. These contact persons were responsi-
ble for recruiting family members who met the inclusion cri-
teria and keeping records of those who received the study 
form or declined to participate. For ethical reasons, the 
patients’ verbal consent was requested, and the patient was 
asked to nominate one or more family members to partici-
pate in the study before the relative was contacted. 
Subsequently, the family members’ willingness and consent 
to participate were sought. The contact persons provided 
these family members with research information, consent 
forms, and the questionnaire.

Recruited family members were asked to complete the 
FIS-PS-InPal questionnaire to evaluate the level of psycho-
social support received during the patient’s current treatment 
period at the palliative care specialist ward. Paper question-
naires or Microsoft Forms e-questionnaires were used 
depending on the participant’s preference, and the former 
were returned in sealed envelopes. Family members and 
patients’ background factors were also collected through the 
same questionnaire (Table 1). In addition, the participating 
family members gathered information about the duration of 
the patients’ illness and the duration of the patients’ current 
stay at the ward.

Data collection began in May 2023, starting with the first 
ward and proceeding in the order in which research permis-
sions were received from each organization. The data collec-
tion period per ward was either 1 year (n = 11) or until all the 
forms delivered to the ward had been distributed (n = 2) and 
the expected number of family members were recruited. 
However, some of the wards (n = 3) chose to opt out of data 
collection after 6 months due to an overwhelming data col-
lection experience.

The participating wards were asked to report the number 
of patients and family members recruited, as well as those 
who declined to participate. Although the number of ques-
tionnaires distributed by the wards was reported, only half of 
the wards provided complete information about the partici-
pants’ consent or refusal. Based on this information, the units 
recruited about 300 family members, resulting in a response 
rate of 57%. Among the units that reported declines, 16 
patients and five family members had declined participation.

Data Analysis

A statistical analysis was performed using the IBM SPSS 
software (version 28.0.1.0). Initially, descriptive statistics 
was employed to characterize the data. Because the data was 
abnormally distributed with high skewness, they were ana-
lyzed with nonparametric tests and described using medians 
and quartiles. Missing values occurred randomly in over half 
of the variables, with one to four responses missing. As the 
absence of values could potentially affect the composite 
scores, when creating sum variables, missing values were 
accounted for by calculating the mean score for each respon-
dent. In other analyses, missing values were handled by 
selecting the “exclude cases pairwise” option.

The support level of family members was described using 
medians, quartiles, and means for clarity. As extreme scores 
at both ends were rare, the variables measuring family mem-
bers’ support were recoded into three-category variables: 
responses of 1 (significantly less than desired) and 2 (less 
than desired) were combined into one category, and responses 
of 4 (more than desired) and 5 (significantly more than 
desired) were combined into another. Therefore, a new three-
category variable was created (less than desired = 1–2.499, 
as much as desired = 2.5–3.499, more than desired = 3.5–
5). Family members’ perceived support was evaluated using 
this three-category variable, and the results were presented 
using percentages and frequencies. Differences between the 
sum variables were evaluated using the Related-Samples 
Friedman’s Two-Way Analysis of Variance by Ranks.

The correlations between family members’ perceived 
psychosocial support and background factors were examined 
using the Mann–Whitney U test for pairwise comparisons 
and the Kruskal–Wallis test with Bonferroni correction for 
multiple comparisons. The results were presented using 
medians, quartiles, and p-values, with the threshold for sta-
tistical significance set at p < .05.

Ethical Considerations

Ethical approval was obtained from the Ethics Committee of 
Tampere University (approval number 85/2022) and the 
Ethics Committee of Pirkanmaa Hospital District (6/2023). 
Moreover, appropriate permissions for the research were 
sought from the participating organizations, and the data col-
lection methods were designed considering the sensitivity 
and vulnerability of the participants. For ethical reasons 
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related to handling information about patients and family 
members, participation of family members in the study was 
sought only after obtaining the patients’ permission. The 
research adhered to scientific practices, respecting the auton-
omy of the study participants, avoiding harm, safeguarding 
privacy, and ensuring data protection (World Medical 
Association, 2013). Moreover, the participants’ right to self-
determination was respected by emphasizing the voluntary 
nature of participation and the option to withdraw at any 
time. Each participant was provided with information about 
the study and an informed consent form, and it was empha-
sized to the participants that their involvement would not 
affect any current or future care and treatment that they or the 
patient receive. Furthermore, the participants’ privacy and 
data protection were upheld when handling and storing the 
material (Finnish National Board on Research Integrity 
TENK, 2023; General Data Protection Regulation, 2016). 
All data collected during the study will remain confidential. 
To protect anonymity, the results of one individual in the 
dataset who had indicated their gender as “other” were not 
specified or reported separately.

Results

Characteristics of the Sample

A total of 171 family members of 162 patients from 16 spe-
cialized palliative care units participated in the study. Overall, 
147 paper responses and 24 electronic responses were 
received. Most of the family members were women, with 
approximately half below 60 years old. Moreover, 48.8% of 
the participants were patients’ children, and approximately 
one-third were the patients’ spouses or partners. In addition, 
85.5% had at least a secondary education, and nearly half 
had a bachelor’s degree or higher (Table 1). The patients’ 
average age was 75.5 years, and the dominant reason for pal-
liative care was cancer (82.6%). Most of the patients had 

been ill for less than 5 years, and over half were hospitalized 
for less than 2 weeks during the current care period (Table 1). 
While most had been treated in other wards before, the 
majority were new to the current ward.

Family Members’ Psychosocial Support Evaluated 
With the FIS-PS-InPal

The total support evaluated by family members using the FIS-
PS-InPal was close to the optimal value (3 = as much as 
desired), with a median score of 2.96 (quartiles 2.68–3.00; Table 
2). Family members reported the best support in the subscale of 
psycho-emotional support, with a median of 3.00 (quartiles 
2.86–3.00) and 84.8% of responses indicating “as much as 
desired.” The subscale of informational support had the lowest 
scores, with a median of 2.89 (quartiles 2.44–3.00) and 69.6% 
of responses indicating “as much as desired” (Table 2). The dif-
ferences between subscales were also statistically significant, as 
the mean score for informational support was significantly dif-
ferent from the other subscales (p = .000) and the total score  
(p = .010). Similarly, the psycho-emotional support subscale 
was significantly different from the total score (p = .005) and 
the informational support subscale (p = .000; Table 2).

Family members were satisfied with the psycho-emotional 
support they received, particularly appreciating the health care 
professionals’ compassion and attentive listening (Table 2). 
However, the least optimally realized aspect of psycho-emo-
tional support was the occurrence of discussions without fam-
ily members’ request. In addition, family members reported 
that they would have liked health care professionals to further 
encourage them to express their feelings and discuss matters 
related to spirituality or their worldview (Figure 1).

Informational support was the least optimally realized area 
of psychosocial support, with less than 70% of participants 
reporting that the overall informational support met their 
expectations (Table 2). For instance, 37.9% felt underinformed 

Table 2.  Family Members’ Psychosocial Support in Specialized Palliative Inpatient Care.

Subscale n Median (Q1–Q3)a M (SD)

Frequency of answers

Less than 
desiredb

As much 
as desiredc

More than 
desiredd

% (n) % (n) % (n)

FIS-PS-InPal-total 171 2.96 (2.68–3.00) 2.82 (0.44) 14.0 (24) 81.3 (139) 4.7 (8)
Psycho-emotional support 171 3.00 (2.86–3.00) 2.88 (0.44) 11.1 (19) 84.8 (145) 4.1 (7)
Informational support 171 2.89 (2.44–3.00) 2.74 (0.51) 26.3 (45) 69.6 (119) 4.1 (7)
Support Practices 171 3.00 (2.75–3.00) 2.89 (0.50) 13.5 (23) 78.4 (134)   8.2 (14)

Differences between groups
p values with Related-Samples Friedman’s 
Two-Way Analysis of Variance by Ranks

FIS-PS-InPal-total- Psycho-emotional support p=.005
FIS-In-Pal-total- Informational support p=.010
Informational support- Psycho-emotional support p=.000
Informational support-Support Practices p=.000

aQ1 = quartile 25%–Q3 = quartile 75%. b Less than desired = 1–2.499. c As much as desired = 2.5–3.499. d More than desired = 3.5–5.
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about the various support providers available, 31.6% desired 
more details about their loved one’s prognosis, and 29.8% 
wanted better insights into the practices of the department 
treating their loved one (Figure 2).

Overall, family members reported that the implementa-
tion of support practices was nearly optimal (Table 2). 
However, despite this positive feedback, the lowest-rated 
aspect of psychosocial support was the provision of unsolic-
ited information, with only 62.4% of respondents indicating 
they received information “as much as I desired” (Figure 3). 
In addition, 24.6% of family members felt that the consis-
tency of health care professionals was less than they desired 
(Figure 3).

Statistically significant factors related to family members’ 
psychosocial support included the family members’ gender 
and their relation to the patient (Table 1). Men reported 
scores closer to optimal support (3 = as much as desired) in 
every area of measured psychosocial support (FIS-PS-InPal 
total, p = .010; psycho-emotional support, p = .037; infor-
mational support, p = .004; and support practices, p = .049), 
while the median scores for women were lower (Table 1). In 
addition, spouses/partners reported scores statistically sig-
nificantly closer to optimal compared with children (FIS-PS-
InPal total [p = .045] and informational support [p = .006]) 
and parents (FIS-PS-InPal total [p = .029]), whose scores 
were lower (Table 1). There was no statistically significant 

Figure 1.  Family Members Closest to Optimal and Less-Optimally Implemented Areas of Psycho-Emotional Support.

Figure 2.  Family Members Less-Optimally Implemented Areas of Informational Support.
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difference with other background variables and psychosocial 
support of family members (Table 1).

Discussion

In this study, we evaluated family members’ psychosocial 
support in relation to their desire during specialist palliative 
inpatient care using the FIS-PS-InPal instrument. The study’s 
results showed three main findings. First, the average sup-
port evaluated by family members using the FIS-PS-InPal 
was close to the optimal value, indicating that family mem-
bers are adequately supported. Second, among all support 
areas, informational support least met the family members’ 
needs. Third, gender and relationship to the patient were the 
only background variables related to family members’ psy-
chosocial support, with males and spouses/life partners expe-
riencing better support than other groups.

The findings suggest that health care professionals in spe-
cialist palliative care are generally successful in providing 
psychosocial support, particularly psycho-emotional sup-
port. However, proactive communication requires improve-
ment. Over one third of the family members felt that health 
care professionals did not initiate discussions, although they 
desired this proactive approach. Moreover, family members 
often perceive the inpatient unit as an unfamiliar environ-
ment, which creates challenges in asking for the information 
and support they need (Ullrich et al., 2021). Therefore, they 
hope for initiative and active engagement from health care 
professionals in offering support and opportunities for 
discussion, as previous research by Soikkeli-Jalonen et  al. 
(2022) has found. Moreover, active engagement by health 
care professionals is essential for family members (Cheng 

et al., 2022; Zhu et al., 2023). Encouraging health care pro-
fessionals to initiate discussions and more actively address 
family members’ emotional and spiritual needs could 
enhance overall support, as they form an important aspect of 
comprehensive support (Hennessy et  al., 2020; Vizzotto 
et al., 2013).

Informational support was identified as the weakest area 
of psychosocial support, with some individuals being dissat-
isfied with how information was communicated. However, 
compared with earlier studies (Bloomer et  al., 2022; Chua 
et  al., 2020; Huynh et  al., 2023; Soikkeli-Jalonen et  al., 
2022), informational support in Finnish specialist palliative 
care inpatient units was found to be more efficient. Successful 
informational support is crucial, as family members in pallia-
tive hospital care rely heavily on health care professionals 
for information concerning the patient’s condition, treatment 
options, and care (Bloomer et al., 2022; Walker et al., 2023; 
Zhu et al., 2023). This support enables family members to 
understand the progression of the illness and to participate in 
patient care and decision-making (Chua et al., 2020).

Family members reported that they had less information 
about support providers outside the inpatient units and the 
practices of the care unit than they desired. This lack of 
information may create a feeling of being an outsider in the 
inpatient ward. Family members often find the hospital envi-
ronment unfamiliar (Ullrich et al., 2021) and may not know 
how to be present and participate (Saarinen et  al., 2023). 
Health care professionals should thus initiate conversations 
and highlight potential support opportunities for family 
members to improve their comprehensive support (Bloomer 
et al., 2022; Walker et al., 2023). They should recognize that 
discussing support possibilities and broaching the topic 

Figure 3.  Family Members Closest to Optimal and Less-Optimally Implemented Areas of Support Practices.
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should be part of the psychosocial support for family mem-
bers. In addition, 25% of the family members wished that the 
health care professionals who cared for the patient had not 
changed. This finding indicates that a consistent care rela-
tionship between the family members and the personnel in 
palliative care is important for the psychosocial support of 
family members.

In addition, men reported better support in all areas com-
pared with women. It is possible that women either feel they 
need more support or recognize and express their need for sup-
port better than men; alternatively, their support needs may not 
be as well addressed in palliative ward care as those of men. 
However, the number of male and female participants differed 
significantly, with three times more women than men partici-
pating, which may limit the male perspective. As women are 
more often informal caregivers (Lung et al., 2022), this may 
explain their greater participation. Furthermore, spouses and 
partners reported higher satisfaction with psychosocial sup-
port compared with the parents or children of the patients. This 
result may be because spouses and life partners are often clos-
est to the patient and, therefore, are more frequently present at 
the inpatient unit and encounter staff more often. Consequently, 
their opportunities to interact with health care professionals, 
receive support, and obtain information are greater. These dif-
ferences between groups highlight the need for continuous 
improvement in palliative care support systems to ensure that 
all family members’ needs are met (Alam et al., 2020; Oechsle, 
2019). However, the limited number of participants in some 
groups representing different relations to the patient make 
these results primarily indicative.

Recommendations for Future Research

This study evaluated the psychosocial support provided at a 
single point during inpatient treatment, specifically when the 
patient’s condition was temporarily or permanently deterio-
rating, necessitating hospital care. It is plausible that family 
members’ experiences may vary at different stages of the 
treatment period, and the need for support can fluctuate even 
within the same treatment phase (Yıldız et  al., 2024; Zhu 
et al., 2023). Future research could examine the desired and 
perceived realization of support not only during the treatment 
period but also after the patient’s inpatient care has concluded 
or following the patient’s demise. This analysis would help 
determine whether the family members’ perceptions of the 
support they received remain consistent or evolve over time. 
The study also underscores the importance of clear, factual, 
and truthful communication about the patient’s condition, 
treatment, and future, which is essential for understanding the 
reality of the situation and preparing for the possibility of 
death (Walker et  al., 2023). Standardizing communication 
practices and providing guidelines for health care professionals 
can facilitate consistent and satisfactory information sharing 
(Bloomer et al., 2022; Walker et al., 2023).

The FIS-PS-InPal instrument allows participants to 
express their desire for support in an individualized manner, 

enabling the evaluation of the support provided. In this study, 
responses indicated both excessive and insufficient psycho-
social support, suggesting that support should be tailored to 
the individual situations of family members. Notably, the 
same amount of support can be excessive for some while 
insufficient for others. Hence, recognizing and valuing the 
unique circumstances of family members can enhance the 
overall effectiveness of palliative care support systems.

Strengths and Limitations

This study has several limitations, particularly related to the 
study population and data collection and their impact on the 
quality of the findings.

First, the generalizability of the findings to other pallia-
tive care settings may be restricted. The study’s context was 
limited to Finland, and its findings may not be applicable to 
countries with different health care systems.

Second, the selection of participants had some limita-
tions. Participants were recruited through coordinators from 
the wards, and it is possible that not all eligible participants 
were contacted. In addition, the recruitment of family mem-
bers was dependent on patient permission, which may have 
reduced the number of family members willing to partici-
pate. The brief hospitalization periods also posed a challenge 
for recruitment; the wards reported the deteriorating condi-
tion of patients as the main reason for not recruiting family 
members. Patients entering the wards were in relatively poor 
condition, their treatment times were short, and their family 
members were too burdened to participate in the study. 
Therefore, it is possible that the most burdened family mem-
bers, who could benefit the most from an evaluation of their 
support, were excluded.

Third, the data collection process encountered several 
challenges regarding the response rate. Although the collec-
tion period was long, the desired number of responses were 
not obtained. Data collection was conducted using both paper 
and electronic questionnaires, with 24 responses submitted 
electronically. Although the paper format was more popular, 
the electronic option was beneficial, although it did not sig-
nificantly impact the response rate. Furthermore, despite the 
coordinators being tasked with maintaining records of those 
who declined or agreed to participate, these records were not 
documented properly, making it impossible to report the exact 
number of declined invitations and the actual response rate 
for the study.

Fourth, the five-point response scale of the FIS-PS-InPal 
instrument evaluates individual psychosocial support, with 
the middle response option being optimal and both lower 
and higher scores indicating undesirable support. However, 
respondents may misinterpret support levels, and some may 
have chosen higher scores reflecting better-than-expected 
support, indicating a positive experience and creating 
biased results. In addition, three times more women than 
men participated in the study, which may limit the male per-
spective. Moreover, the number of participants representing 
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different relationships with the patient was also uneven. These 
unbalanced participant groups may have biased the interpreta-
tion of the significance of differences between groups when 
evaluating the relationship of background variables.

Conclusion

Generally, family members were adequately supported in spe-
cialized palliative care wards, with average support close to 
the optimal value. Psycho-emotional support and support 
practices appeared to be effective and met the desires of family 
members. However, informational support was identified as 
the weakest area, indicating that efforts should be made to 
improve how information is communicated. Clear, factual, 
and timely information is crucial for family members to under-
stand the patient’s condition and participate in care decisions.

The slight variability in family members’ satisfaction 
with psychosocial support underscores the importance of 
personalized care. By prioritizing individualized support 
and enhancing communication practices, health care pro-
viders can meet the needs of all family members more effi-
ciently. This approach ensures that family members are 
well-informed, actively engaged, and adequately supported 
throughout the care process, thereby improving the overall 
effectiveness of psychosocial support.
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