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Abstract
Background: Community volunteers in palliative care (PC) have a unique position between healthcare professionals, 
community residents with care needs, and informal caregivers, offering complementary care and potentially playing 
a key signposting role. However, they need specific support in recognizing, describing, and communicating patient 
needs effectively, which can be transferred through training. The specific knowledge and skills required to take on this 
signposting role remain unclear.
Aims: To explore (1) experiences of communication and information sharing between community volunteers and 
healthcare professionals and (2) the desired and required knowledge and skills volunteers need to recognize, describe, 
and communicate PC needs to healthcare professionals.
Methods: A qualitative study design was used, conducting focus groups with community volunteers and healthcare 
professionals, and individual semi-structured interviews with community residents with PC needs and informal caregivers. 
Inductive thematic analysis was applied.
Results: Seven focus groups with 15 community volunteers and 20 healthcare professionals, and 10 interviews with 
6 community residents with care needs and 4 informal caregivers were conducted. Findings revealed limited contact 
between volunteers and professionals and a lack of mutual awareness of each other’s involvement, with professionals 
often distrusting volunteers as communication and collaboration partners. Perceived hierarchy made volunteers hesitant 
to communicate with professionals. Communication was typically one-directional, with volunteers sharing patient 
information. There were no established procedures for communication and information sharing. To fulfill their signposting 
role, volunteers need knowledge of PC needs and community resources, and strong relational, communication, and 
observation skills.
Conclusion: Volunteers need extensive skills to take on their signposting role. Training programs could boost volunteers’ 
self-confidence by (1) increasing awareness and understanding of the community volunteer role and signposting function; 
(2) enhancing knowledge of PC, PC needs, and community services; (3) strengthening communication with resident’s 
care needs, informal caregivers, and healthcare professionals. For the sake of patient care, it is important to improve 
communication, relationships, and collaboration between volunteers and professionals.
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Introduction
Palliative care often reaches patients too late, leaving psy-
chological (e.g., low mood, loss of meaning, and loss of 
hope) and social needs (e.g., participation in daily life, 
loneliness, and financial stability) unmet.1,2 From that 
need, community volunteers in palliative care (PC) occupy 
a unique position between healthcare professionals, com-
munity residents with palliative care needs, and informal 
caregivers. They offer care that is complementary to that 
provided by professionals, potentially playing an impor-
tant signposting role for people with PC needs (i.e., identi-
fying and helping to communicate their care needs and 
wishes to healthcare professionals).3 Community volun-
teers can observe and communicate patient needs that may 
be overlooked by other caregivers1–8, such as the needs and 
wishes of the dying person, ranging from simple prefer-
ences and concerns to anxiety, pain, discomfort, and even 
problems in their households. Community volunteers may 
require particular support in terms of knowledge and skills 
to recognize and describe patient needs and wishes and 
communicate them effectively to healthcare professionals. 
Such skills may be transferred through training. However, 
there is currently no literature on what particular knowl-
edge and skills can best support them to optimally fulfill a 
signposting role.

While the primary responsibility for palliative care rests 
with healthcare professionals and family carers, commu-
nity volunteers often play an important complementary 
role within this context.9,10 A substantial number of indi-
viduals receiving palliative care prefer or need to stay at 
home and many do not have an informal caregiver.11 An 
important role can thus be played by volunteers in sup-
porting and caring for patients in a home setting. 
Previous research identifies various volunteer roles in 
palliative care. One prominently described role, which 
focuses on presence, is often described as “being there”3 
or “being with”12 and facilitates relationship building. 
Vanderstichelen et al.,3 described this role as offering 
psychological, social, and existential support to the seri-
ously ill or dying person, focusing on nurturing relation-
ships and addressing nonmedical needs.3,10,12–15 This 
approach, combined with frequent close contact with 
patients, allowed volunteers to form a different kind of 
personal relationship with patients compared to healthcare 
professionals.3 Similarly, Dodd et al. reported that such 
close contact and meaningful conversations enabled vol-
unteers to connect with patients on a personal level, foster-
ing relationship building, trust and open communication. 

Another role aligns more with activity-based support, 
referred to as “liaison”3 or “doing for.”12 Volunteers in this 
role act as a bridge between community residents with care 
needs, their community, and social and healthcare ser-
vices, through which they notice and communicate patient 
needs missed by other caregivers.3,4 Social activities 
undertaken by volunteers can help (re)open a patient’s 
world, allowing them to experience a sense of normalcy 
and engage in daily social life more actively than before.3,12

Volunteers are not just active in specialist palliative 
care services, they are also well integrated in generalist 
palliative care settings (e.g., nursing homes, homecare 
nursing services, and home visiting services).16 Among the 
latter, many volunteers are active as community volun-
teers, visiting people with care needs living at home. Such 
community volunteers can play an important role in con-
tributing to the well-being and comfort of community resi-
dents and their loved ones by offering companionship, 
combating loneliness, and alleviating the burden on infor-
mal and professional caregivers.17 Given these roles and 
the time they spend with community residents, community 
volunteers are well-positioned to observe and identify 
patient needs and wishes that healthcare professionals may 
sometimes miss.2,4,5,8,18

Community volunteers can relay these needs and 
wishes to informal caregivers and healthcare providers, 
ensuring that the community resident’s preferences, needs, 
and concerns are effectively addressed.18 Collaboration 
and information sharing are strongest in settings where 
volunteers work directly alongside nurses.18 However, 
studies show that in community homecare settings, direct 
contact between community volunteers and healthcare 
professionals can be infrequent, sporadic, or nonexistent.18 
Despite the crucial role of community volunteers to col-
laborate with healthcare professionals, communication, 
information exchange, and collaboration between commu-
nity volunteers and healthcare professionals are not com-
mon or taken for granted.

In addition, studies find that volunteers in community 
homecare settings receive little support regarding basic 
palliative care knowledge and communication with 
healthcare professionals.5,8,18 This indicates a gap between 
volunteer practice and support for volunteers in commu-
nity-based homecare, and a potential for higher quality 
and more efficient signposting of palliative care needs by 
these volunteers. However, there is insufficient insight 
into the specific knowledge and skills that community 
volunteers need to recognize, accurately describe, and 
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Figure 1.  Different steps of the IMP.19

IMP, Intervention Mapping Protocol.

appropriately communicate patient needs and wishes to 
healthcare professionals. Closing this gap could result in a 
more efficient identification and signposting of palliative 
care needs by these volunteers, more timely addressing of 
palliative care needs among community residents, poten-
tially faster referrals of residents with palliative care needs, 
and therefore higher quality care and support for people 
with palliative care needs living at home.

To close this gap, it is necessary to determine where the 
support needs of volunteers in their signposting role lie – 
in terms of knowledge, skills, and empowerment – and 
how volunteers can be supported to maximize their poten-
tial and to feel empowered to provide support and effec-
tively communicate care needs to healthcare professionals 
where needed. It is necessary to explore how volunteers 
interact and collaborate with healthcare professionals, 
community residents, and informal caregivers.

Therefore, we aim to explore (1) experiences of com-
munication and information sharing between community 
volunteers and healthcare professionals and (2) the desired 
and required knowledge and skills for volunteers to recog-
nize, describe, and communicate palliative care needs to 
healthcare professionals. Our research questions are:

(1) � How do community volunteers communicate and 
signpost information to healthcare professionals?

(2) � What do community volunteers need in terms of 
knowledge and skills to recognize, describe, and 
communicate palliative care needs?

Methods

Context

This paper is part of a broader research project that aims to 
develop, implement, and evaluate a training program that 
supports community volunteers in their signposting role. 
This project follows the Intervention Mapping Protocol, an 
intervention development approach aimed at creating 
behavioral change (Figure 1).19

The current paper covers step 1: problem statement and 
step 2: program outcomes and objectives, in the develop-
ment of the intended training program. Step 1 is focused 

on determining the need for knowledge and skills of com-
munity volunteers in fulfilling a signposting role for com-
munity residents with palliative care needs, and step 2 is 
about translating these needs into potential training pro-
gram outcomes and objectives.19

Design

We applied a qualitative research design, conducting focus 
groups with community volunteers and healthcare profes-
sionals, and individual semi-structured interviews with 
individuals with palliative care needs and informal car-
egivers. Focus groups were chosen because they stimulate 
the exchange of views and opinions through discussion 
and allow mutual differences or similarities to drive the 
conversation and salient themes to emerge.20 Considering 
the fragile health of individuals with palliative care needs 
and the personal and potentially sensitive nature of the 
topic, individual interviews were considered a more suita-
ble method of information gathering for residents with 
care needs and informal caregivers as they respect their 
individual experiences. The use of semi-structured inter-
views makes it possible to treat these cases discretely and 
allows participants to speak freely. This article follows the 
Consolidated criteria for reporting qualitative research 
(COREQ) guidelines for reporting qualitative research.21 
Supplemental Appendix I shows the application of the 
checklist to this study.

Setting

Samana is a nonprofit association that operates in Flanders 
(the northern part of Belgium). This organization is com-
mitted to supporting community residents with chronic 
diseases in need of care and their informal caregivers.22 
The organization operates independently of professional 
services and, with the help of more than 25,000 volun-
teers, facilitates a range of activities across multiple 
domains, including community work, holiday programs, 
training initiatives, buddy programs, and informal car-
egiver support.22 In the domain of community work, 
groups of volunteers, active in over 1100 local communi-
ties, conduct home visits and organize gatherings for indi-
viduals with chronic illnesses, those in need of care, and 



4	 Palliative Care and Social Practice ﻿

informal caregivers within their neighborhoods.22 Local 
departments of Samana strive for a good match between 
the volunteers and the local residents with chronic and/or 
palliative care needs.

Participants and sample selection

Our participants initially included (1) community volun-
teers who visit people with chronic illness and palliative 
care needs at home in their community (referred to as vol-
unteers throughout the rest of this paper), (2) healthcare 
professionals, and (3) people with palliative care needs liv-
ing at home (referred to as community residents through-
out the rest of this paper). Due to COVID-19 restrictions 
and resulting difficulties in recruiting people with pallia-
tive care needs, (4) informal caregivers were added to our 
target population to get additional perspectives on the 
involvement and contribution of volunteers in their homes 
and care. Targeted healthcare professionals included gen-
eral practitioners, psychologists, nurses, social workers, 
and moral counselors (who provide support addressing 
moral and existential questions). Table 1 provides an over-
view of the inclusion criteria.

Participants of this study were recruited in Flanders, 
Belgium. First, community volunteers were recruited 
through local Samana groups in Flanders, and the recruit-
ment process was facilitated by the educational officer of 
Samana in the province of Oost-Vlaanderen. Second, 

healthcare professionals were recruited through various 
channels in Flanders: (1) general practitioners were 
recruited from local general practitioner networks, (2) psy-
chologists were recruited from dedicated palliative care 
services (i.e., palliative care units, palliative daycare cent-
ers, and palliative homecare teams), (3) homecare nurses 
were recruited from homecare nursing services, (4) social 
workers were recruited from local public centers for soci-
etal well-being and hospitals’ social services, and (5) moral 
counselors were recruited via the palliative homecare 
teams, hospitals, and a liberal humanist association. Third, 
community residents with palliative care needs and infor-
mal caregivers were recruited through the five Flemish 
palliative daycare centers, the six Flemish informal care 
associations, and by snowball sampling through the par-
ticipating Samana community volunteers. The coordina-
tors of these organizations facilitated recruitment for this 
study and contacted potential participants via mail. An 
information letter was sent, detailing the study and request-
ing their participation in the study. The letter also requested 
their consent to share their contact information with the 
researchers, and they were informed about pseudonymiza-
tion and confidentiality regarding participation in the 
study. Contact details of willing participants were then 
shared with the executive investigator, who in turn con-
tacted the participants by phone to plan the focus group or 
interview. Participants signed a written informed consent 
(Supplemental Appendix II) form before participating.

Table 1.  Sample and inclusion criteria.

(1) Community volunteers -  Over 18 years old
-  Active registered member of a local Samana group
-  Has at least 12 months of experience with home visits in the context of volunteer work
-  Speak Dutch

(2) Healthcare professionals -  Are either a general practitioner, psychologist, home nurse, social worker, or moral counselor
- � Were actively involved in the treatment or support of at least three patients with palliative care 

needs in the last 12 months
-  Speak Dutch

(3) Community residents  
with palliative care needs

-  Over 18 years old
- � Have palliative care needs, as appears from registration at a palliative daycare center or have 

obtained the palliative statute*
-  Have received visits from a Samana volunteer
-  Are living at home
-  Speak Dutch

(4) Informal caregivers -  Over 18 years old
- � Were the primary informal caregiver for someone with palliative care needs living at home in the 

last 3 years
- � The person for whom they were the primary informal caregiver was visited by a Samana 

volunteer at some point in their illness trajectory
-  Speak Dutch

*The palliative statute is assigned to individuals receiving palliative care, wherein they are exempt from co-payments associated with general 
practitioner visits. This status is contingent upon specific criteria, encompassing: (1) the presence of an irreversible medical condition exhibiting an 
unfavorable trajectory, characterized by a substantial deterioration in physical and/or mental well-being, (2) the ineffectiveness of therapeutic inter-
ventions and rehabilitative therapies in altering the adverse progression of the condition, (3) a bleak prognosis indicating an imminent demise within 
a relatively brief timeframe, and (4) a pronounced necessity for comprehensive physical, psychological, social, and spiritual support, necessitating a 
protracted and dedicated effort.23
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Data collection

Data was collected between November 2020 and June 
2022. All focus groups took place online due to COVID-
19 restrictions. With the exception of one final focus 
group, all other focus groups were kept internally homoge-
neous with regard to the participant group (community 
volunteers or healthcare professionals) to fully capture the 
perspectives of each participant group. One heterogeneous 
focus group was held to explore differences and interac-
tions between community volunteers and healthcare pro-
fessionals. People with palliative care needs living at home 
and informal caregivers were invited to participate in indi-
vidual semi-structured interviews. All interviews were 
conducted in person, except for one with an informal car-
egiver and one with a person with palliative care needs 
living at home who were interviewed online. No inter-
views involved patient-caregiver pairs. Semi-structured 
interviews were conducted by S.V.S.; focus groups were 
moderated by S.V. and K.C. (See Supplemental Appendix 
III profile sketch of researchers involved). S.V.S., S.V., 
and K.C. made field notes during and shortly after the 
interviews or focus groups. Each participant in the focus 
groups and interviews was asked to fill out a short, written 
questionnaire (Supplemental Appendix IV) to capture their 
demographic characteristics, including sex, age, (current 
or last) occupation, location, and education. Topic guides 
for both interviews and focus groups, consisting of open 
questions and a set of prompts for each question, were 
developed and iteratively reviewed by the research team, 
consisting of sociologists (postdoc S.V., professor K.C., 
professor L.D.), a psychologist PhD researcher (S.V.S.), 
and an adult educational scientist (professor S.D.). All 
topic guides (Supplemental Appendix V) focused on the 
following key topics: volunteer role, relationship between 
volunteer and community resident, collaboration and com-
munication between community volunteers and healthcare 
professionals, and experiences with volunteers. Participants 
were given the option to review their transcripts afterward 
upon request; however, the researchers received no such 
requests. In Supplemental Appendix VI, a reflection by the 
executive researcher (S.V.S.) can be found on the influ-
ence of her background, role, and position during data col-
lection and data analysis.

Data processing

The interviews and focus groups were audiotaped and 
transcribed verbatim. All data were pseudonymized before 
processing, in accordance with the provisions of the law 
on personal data protection (GDPR). Transcripts were pro-
cessed in MS Word and in NVivo, a software package for 
qualitative data analysis.16 The demographic question-
naires were processed in Excel.

Data analysis

This qualitative research is driven by a social construc-
tivist epistemology, recognizing the impact of contextual 
factors on interpersonal actions, viewing reality as 
dynamic and socially constructed, and interpreting 
human realities as shared and co-constructed meanings. 
Inductive qualitative thematic analysis was chosen to 
analyze the data because there is little literature on the 
research topic.24,25 The following iterative coding meth-
ods were used: (1) familiarization of data, (2) generating 
initial codes, (3) combining codes into themes, (4) 
reviewing themes, (5) determining the significance of 
themes, and (6) reporting of findings.24 The analysis 
began with reading the transcripts by two authors (S.V.S., 
S.V.) to gain a global understanding of the content of the 
data. The data were coded by S.V.S. and S.V. and the 
coding framework was discussed on various occasions 
(weekly meetings between S.V.S. and S.V., and project 
group meetings every 6 weeks) and validated by all other 
authors. Generating initial codes includes identifying, 
naming, categorizing, and describing phenomena within 
the texts.24–26 Both coders independently conducted a 
primary analysis of five transcripts (generating initial 
codes) and compared them with each other. S.V.S. then 
combined codes into themes. The identified initial codes 
were refined, merged, reduced, and related to each 
other.24–26 SVS established relationships between the dif-
ferent codes to establish an overarching conceptual 
scheme with provisional themes and subthemes, which 
was discussed, reviewed, and validated by the authors 
(S.V., K.C., L.D., and S.D.). The final agreed-upon cod-
ing scheme was then applied to all transcripts. S.V.S. and 
S.V. independently used the conceptual coding scheme 
on the same interview transcripts to check for the valid-
ity and coherence of the codes and themes. The concep-
tual coding scheme was tested as such for multiple 
transcripts and adjusted where necessary by the project 
group until the researchers arrived at a coding scheme 
that represented each coder’s insights and was consid-
ered valid by the project group. Finally, this coding 
scheme was applied to the transcripts in a final coding 
round. The coding scheme (including main themes and 
subthemes) and associated quotes were structured into a 
table and used to create our final analysis. Data was ana-
lyzed in Dutch and the themes were brought together in 
a structured story in which the most important findings 
are written down. Only selected quotes included in this 
paper were translated into English. Theoretical satura-
tion was defined at the point where new insights no 
longer added relevant changes or new information to the 
identified knowledge and skills of community volun-
teers to recognize, describe, and communicate palliative 
care needs.
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Table 3.  Conceptual scheme.

The conceptual scheme constructed from the data consisted of 3 main themes and 12 subthemes.
(1) � Communication and information sharing between community volunteers and healthcare professionals

a. � Lack of awareness of each other’s presence
b. � Process of communication and information sharing with healthcare professionals

•  Content and direction of shared information
•  Lack of guidelines or procedures for communication with healthcare professionals
•  Uncertainty about follow-up responsibilities

c.  Trust and familiarity with community volunteers
(2)  Required community volunteer knowledge for signposting

a.  Basic knowledge of palliative care needs
b.  Navigating support services in the neighborhood

(3)  Required community volunteer skills for signposting
a.  Observation skills
b.  Conversation skills
c.  Relational skills

Table 2.  Characteristics of participants in focus groups and interviews.

Demographics 7 Focus groups 10 Interviews

Community volunteers Healthcare professionals Community residents with 
palliative care needs

Informal caregivers

N 14 18* 6 4
Gender
  Male 2 4 2 0
  Female 12 14 4 4
Average age 69.4 53.6 75.6 64.5
Retired 14 1 6 2
Amount of visits from volunteers
  1/week 5 3
  2/week 1 1

*Among healthcare professionals: 5 nurses (27.78%), 4 general practitioners (22.22%), 4 moral counselors (22.22%), 2 psychologists (11.11%), 2 
social workers (11.11%), and 1 palliative care network coordinator (5.56%).

Ethical considerations

The research protocol was approved by the Medical Ethics 
Committee of the Ghent university Hospital on November 
10, 2020 (B.U.N.: B6702020000359). The data was coded 
using pseudonyms (Supplemental Appendix VII), main-
taining a link with the participants.

Results
Fourteen community volunteers and 18 healthcare pro-
fessionals took part in a total of seven focus groups. 
Focus groups lasted between 60 and 90 min. Six inter-
views were held with community residents with pallia-
tive care. Four interviews were held with informal 
caregivers. Interviews lasted between 45 and 90 min. The 
recruited informal caregivers had no personal relation-
ship with the participating residents. Table 2 gives an 
overview of the characteristics of participants in focus 
groups and interviews.

Table 3 gives an overview of the conceptual scheme 
that was constructed from the data.

Communication and information sharing 
between community volunteers and healthcare 
professionals

This theme contains three subthemes: (a) lack of aware-
ness of each other’s involvement, (b) process of communi-
cation with professionals, and (c) trust and familiarity.

Lack of awareness of each other’s presence.  Participants 
from each target group (community volunteers, healthcare 
professionals, informal caregivers, and community resi-
dents) indicated that there was hardly any contact or col-
laboration between community volunteers and healthcare 
professionals. A community resident reported: “There is 
zero contact between my general practitioner and my vol-
unteer, including nurses. According to my feeling, there is 
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no collaboration” (IV-CR3). Similarly, an informal car-
egiver said: “The nurses and general practitioner maintain 
frequent contact, but our volunteer is a bit disconnected 
from these parties. While the volunteer is in very close con-
tact with to us, I think there is no contact with healthcare 
professionals” (IV-IC2).

Community volunteers and healthcare professionals 
visited community residents at different times, preventing 
interaction between the two. As one community resident 
indicated: “Everyone visits me at a different time. For 
example, the nurses often come very early in the morning 
or during evening while the volunteer comes in the after-
noon” (IV-CR5). Community volunteers therefore often 
stay under the radar of healthcare professionals. A com-
munity volunteer said: “I don’t know which professionals 
are involved or who visits the patient. I have no idea who 
all is involved in the care process. I haven’t met the other 
people involved” (FG2-CV3).

This lack of awareness between community volunteers 
and healthcare professionals regarding each other’s 
involvement in the eyes of participants led to missed 
opportunities for collaboration. In addition, healthcare 
professionals are often not aware of the volunteers’ roles, 
responsibilities, and potential contributions to the care pro-
cess. A healthcare professional stated: “While performing 
my duties as general practitioner, I have never met a vol-
unteer. In fact, I do not know of their existence, and I don’t 
immediately think of them as potential partners to collabo-
rate with” (MFG-HCP2).

Healthcare professionals reported that they engaged 
with one another during multidisciplinary patient consulta-
tions, fostering awareness of each other’s involvement, 
roles, and tasks, but that volunteers do not participate in 
these consultations: “I see other care providers at multidis-
ciplinary meetings. This way you know who is involved 
and you can also put a face to it. If the patient talks about 
a specific nurse, you also know who it is. Volunteers are 
not present” (FG5-HCP1).

Process of communication and information sharing with health-
care professionals

Content and direction of shared information.  When 
describing information shared between community vol-
unteers and healthcare professionals, participants reported 
information communicated by community volunteers 
to healthcare professionals. This information entailed 
updates regarding changes in the patient’s condition, 
including both physical and emotional aspects, as well as 
the patient’s wishes and needs. A community volunteer 
explained it this way: “I will speak to a general practi-
tioner if I am concerned about the community resident that 
I am visiting. If I suspect that someone can no longer live 
independently, I will discuss this with the doctor” (FG2-
CV2). In the same line, a healthcare professional reported: 
“A volunteer will contact a healthcare professional to 

communicate concerns about the patient’s well-being or 
a change in care needs” (FG6-HCP2). Other information 
that was shared related to community residents’ financial 
difficulties and problems such as neglect, social isolation, 
or conflict among residents personally. Information was 
not reported to be shared by healthcare professionals with 
community volunteers, and healthcare professionals were 
reported as not typically providing feedback or updates 
to community volunteers. This one-way communication 
highlighted a gap in the bidirectional exchange of informa-
tion, as healthcare professionals did not typically provide 
feedback or update volunteers. A community volunteer 
mentioned: “The communication is rather one-sided. For 
example, if I report a concern about someone’s health, I 
do not receive any further updates on the progress or what 
has been done about it” (FG2-CV3).

Community volunteers described how privacy laws and 
regulations impact information sharing between them and 
healthcare professionals. These regulations apply to medi-
cal records or electronic data exchange among healthcare 
professionals. Community volunteers noted that these pri-
vacy rules often prevent healthcare professionals from 
sharing relevant information with them, even though such 
information could be beneficial for the care they provide. 
A community volunteer stated: “The privacy law limits 
general practitioners to give feedback to volunteers 
regarding the people we visit. They are not always allowed 
to share all information with us, even though this would be 
very relevant to us” (FG1-CV2).

Healthcare professionals indicated their commitment 
to confidentiality. They explained that information shared 
in confidence by a community resident with care needs 
cannot be freely disclosed to community volunteers, to 
uphold principles of privacy and confidentiality. The same 
applies to information shared in confidence by a commu-
nity resident with a community volunteer; it does not 
always flow through to the professional due to the confi-
dential content.

Lack of guidelines or procedures for communication with 
healthcare professionals.  Community volunteers reported 
that their organization does not provide guidelines or 
procedures for communication and information sharing 
with healthcare professionals. Instead, volunteers devel-
oped their own strategies for identifying and addressing 
care or support needs. When volunteers observe specific 
needs, they seek approval from residents with care needs 
or informal caregivers before sharing this information with 
healthcare professionals. A community volunteer reported: 
“Before I discuss anything with the general practitioner, I 
always first consult with the resident to get their permis-
sion” (FG2-CV1).

Volunteers indicated it was possible to discuss diffi-
culties and doubts regarding communication with health-
care professionals with other volunteers in their group.  
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A community volunteer explained it as follows: “For sen-
sitive matters such as neglect and hygiene, I will discuss 
this with my core group. Due to the complexity of this mat-
ter, the coordinator of the core group will sometimes take 
over and also report this need or concern to the involved 
healthcare professionals” (FG3-CV3). Volunteers reported 
that the group coordinator and other volunteers advised 
each other on the best ways to communicate identified 
needs. In exceptional cases, the coordinator may take over 
the communication with healthcare professionals or rele-
vant care services.

Uncertainty about follow-up responsibilities.  Both com-
munity volunteers and healthcare professionals agreed 
that when a community volunteer signposted identified 
needs toward a healthcare professional, the responsibility 
for follow-up lies with the healthcare provider or care ser-
vice involved. However, some volunteers noted that the 
boundaries of their own responsibilities are unclear due to 
the absence of a formal role description regarding com-
munication and follow-up. A participating community 
volunteer stated: “When volunteers report something to a 
professional, it stops there for them and it is up to the pro-
fessional to follow up. Of course, this is an unwritten rule, 
so it is not always clear where your responsibility stops” 
(FG1-CV2).

Trust and familiarity with community volunteers.  Community 
volunteers sometimes faced resistance from healthcare 
professionals, mainly due to a lack of trust and awareness 
about each other’s involvement, roles, and responsibilities. 
This lack of awareness extended to not understanding the 
potential value they could have for each other or how they 
might collaborate in the context of patient care. A commu-
nity volunteer stated: “Volunteers often remain under the 
radar and are usually forgotten as an involved and valua-
ble party. We are often not accepted and trusted in the 
input we provide” (MFG-CV1).

Both community volunteers and healthcare profession-
als highlighted the importance of getting to know each 
other and familiarizing themselves with each other’s roles, 
functions, and responsibilities to enhance mutual apprecia-
tion, communication, and collaboration. A healthcare pro-
fessional described it as follows: “It is important that 
volunteers and healthcare providers get to know each 
other. Connections must be sought between both parties. 
This way they can appreciate each other, and potential 
resistance and mistrust will decrease, making cooperation 
possible” (MFG-HCP2).

Community volunteers and healthcare professionals 
noted that the working relationship between them affects 
mutual communication and collaboration. They stressed 
that healthcare professionals’ better understanding of  
volunteers’ roles, functions, and responsibilities is crucial 
for fostering mutual appreciation. Community volunteers 

highlighted that positive relationships or previous success-
ful collaborations with healthcare professionals facilitate 
better communication and information sharing. Two com-
munity volunteers described this positive impact as fol-
lows: “A good relationship with healthcare providers has 
a positive effect. It is easier to report or discuss matters if 
you already know certain healthcare providers and have a 
good contact with them. For example, I have a very good 
relationship with a social worker and I find it easier to 
report certain difficulties or needs of the patient towards 
her” (FG1-CV3), and “Previous positive collaborations 
between volunteers and healthcare professionals can posi-
tively influence the communication process. If a previous 
collaboration went well, it is also easy to contact each 
other again in the future. You can also better estimate what 
you can do for each other” (FG2-CV1).

Required volunteer knowledge for signposting

This theme contains two subthemes: (a) palliative care 
needs and (b) care services in the neighborhood.

Basic knowledge of palliative care needs.  Community volun-
teers, informal caregivers, and healthcare professionals 
highlighted the importance of community volunteers hav-
ing basic knowledge about palliative care needs for com-
munity volunteers to respond and take up their signposting 
role. A community volunteer said: “I think volunteers need 
some training regarding general palliative care. Knowl-
edge about palliative care is necessary to understand what 
palliative care is and what kind of needs palliative patients 
are faced with” (FG2-CV2). In the same line, an informal 
caregiver expressed: “It is important that volunteers are 
aware of the diagnosis of the person they are visiting and 
what the impact is. If they know something about the symp-
toms of a certain disease, the prognosis and the associated 
care needs, that is a plus. If someone is deteriorating more 
and more, it is good to know what someone needs so that 
they can respond better” (IV-IC1). According to healthcare 
professionals, this basic palliative care knowledge included 
knowledge of the different types of palliative care needs, 
the organization of palliative care in Flanders, pain and 
symptom management, advanced care planning, possible 
wishes regarding death and the circumstances of death, 
and grief and loss. A healthcare professional reported: “It 
is important that volunteers have a basic knowledge of the 
organization of palliative care in Flanders and possible 
care needs that may arise in a palliative process. A basic 
knowledge of this will help them to recognize these care 
needs in their volunteers, in the people they visit. These are 
physical, social, emotional and existential care needs” 
(FG4-HCP2). Another healthcare professional reported: 
“It would be interesting if they have some background 
about pain and symptom control, and have some knowl-
edge about possible wishes and circumstances of death. 
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This will also help volunteers to respond appropriately if a 
patient would express their wishes towards them” (FG4-
HCP1). In addition, healthcare professionals indicated that 
a basic understanding of these topics is sufficient but that 
community volunteers are not expected to become experts: 
“It is important that community volunteers develop a basic 
understanding of palliative care and care needs. The inten-
tion is absolutely not for them to become experts in this 
field” (FG5-HCP1).

Navigating support services in the neighborhood.  Both com-
munity volunteers and healthcare professionals suggested 
it was important for volunteers to have a basic knowledge 
of available social and healthcare services in the area of 
the community resident they visited. This knowledge was 
considered valuable in helping community volunteers 
assess what needs to be flagged or what information to 
signpost to healthcare professionals. A community volun-
teer explained: “It would be helpful for us volunteers to 
have access to a list of organizations or healthcare profes-
sionals to contact in case of questions or difficulties. Right 
now, sometimes it is unclear and we lack knowledge about 
who to turn to or what organizations are active in the 
neighborhood” (FG3-CV1). A healthcare professional also 
indicated that this knowledge can contribute to more effec-
tive signposting: “Volunteers should be aware of where to 
signpost identified care needs, without the expectation that 
they possess knowledge of the entire social landscape. 
Having knowledge of key care organizations and facilities 
in the area adds value and facilitates quicker and more 
adequate signposting” (FG6-HCP1).

Required volunteer skills for signposting

This theme contains three subthemes: (a) observational 
skills, (b) conversation skills, and (c) relational skills.

Observational skills.  Healthcare professionals highlighted 
that strong observational skills are a valuable asset for 
community volunteers; volunteers did not report on this 
topic. Professionals noted that due to the significant time 
volunteers spend with community residents, they can 
detect changes in the environment, physical condition, or 
emotional state that other healthcare professionals might 
overlook. These observations can offer valuable insights 
into the quality of life of the residents. A healthcare profes-
sional described it as follows: “A volunteer has time and 
can observe whether a patient is becoming more in need of 
help. Based on observations, an estimate can be made as 
to whether the situation is still livable” (MFG-HCP1). 
Another healthcare professional highlighted that the psy-
chological bond and the time volunteers and residents 
spend together may have a positive impact on observing 
care needs: “Community volunteers are psychologically 
closer to the patient, which can ensure that patients are 

more likely to share sensitivities or difficulties with this 
volunteer. They have time to observe changes in environ-
ment, physical condition and emotional state. This is not 
always possible during a short contact moment with a 
healthcare professional. Volunteers can act as the eyes 
and ears of the experts” (FG6-HCP2).

Conversation skills.  Community volunteers and healthcare 
professionals agreed that good conversation skills, includ-
ing listening and communication abilities, are crucial. 
These skills help volunteers connect with community resi-
dents and their loved ones, build trust, and assess their 
needs.

Healthcare professionals did not specify what these 
conversation skills should include. According to commu-
nity volunteers, effective conversation skills involve active 
listening, understanding the content being communicated, 
and using open-ended questions. They stressed the impor-
tance of being sensitive to what a community resident with 
care needs wishes or hesitates to express and adapting 
communication to the resident’s pace. A community vol-
unteer reported the following: “For me, listening is the 
most important skill a volunteer should have. You must be 
able to listen actively. You have to concentrate and connect 
with the patient’s story. You have to try to understand what 
is being said and be able to respond appropriately, always 
taking into account the patient’s pace” (FG2-CV2). 
Similarly, an informal caregiver said: “It is mainly that lis-
tening, listening is indeed important; it’s a key skill volun-
teers must have. They need to listen carefully and respond 
appropriately to the emotions and concerns we share” 
(IV-IC3).

Community volunteers, healthcare professionals, and 
community residents indicated the importance of asking 
open, non-threatening, and clarifying questions. A com-
munity volunteer said: “A volunteer must be able to ask the 
right questions in a conversation in a non-threatening way. 
By asking the right questions you can find out relevant 
things about someone’s quality of life” (FG3-CV1). A 
community resident stresses the importance of being atten-
tive to what a patient does or does not want to share, he 
described it as follows: “People sometimes don’t know 
what to do or what to ask. They see you as something spe-
cial and think they have to constantly ask how you are 
doing and whether I understand everything. Constantly 
asking ‘How are you?’ and ‘How are you feeling?’. Why 
do they always have to ask that? It’s not going well. I have 
cancer. Sometimes it’s better not to ask questions or just 
ask about what I did today. Sometimes you have to 
approach us as if we are not sick” (IV-CR2).

Finally, healthcare professionals indicated the impor-
tance of exploring care needs during communication with 
community residents. A participating healthcare profes-
sional stated: “A volunteer must be able to further explore 
care needs through communication. By asking open 
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questions and asking additional questions, a volunteer can 
make a better assessment of the care needs of residents.” 
Another healthcare professional stressed the need to offer 
help and care resources respectfully: “As a volunteer you 
must be able to respond appropriately to the complex situ-
ations you find yourself in during home visits. If the com-
munity resident would benefit from extra help according to 
the volunteer, it is important to discuss this in a respectful 
manner” (MFG-HCP1).

Relational skills.  In addition to observational and communi-
cation skills, community volunteers and healthcare profes-
sionals highlighted the importance of relational skills. 
Community volunteers discussed several key relational 
skills, including being present for the person with care 
needs and their loved ones, providing companionship, 
responding empathetically, building trust, connecting with 
the community resident’s living environment and informal 
caregivers, and balancing distance with closeness. A com-
munity volunteer said the following: “A volunteer must 
have an open and non-judgmental attitude towards the 
patient’s story and living environment. In a conversation 
with a patient or informal caregiver, it is important to fol-
low their story and not overload them with your own con-
clusions, personal opinions or assumptions” (FG3-CV1). 
In the same line, an informal caregiver reported: “My hus-
band loved to travel and enjoyed reading. Our volunteer 
knew this and would read to him from books or the news-
paper. They would also look through photo albums of trips 
we had taken and talk for hours. I think it’s very important 
for a volunteer to connect with the interests and living 
environment of those they visit. By doing these things, 
other topics gradually start to be shared like suffering or 
certain concerns about the future” (IV-IC4). In addition, 
the importance of creating a safe environment was dis-
cussed so that community residents with care needs can 
share their stories in a safe context, at their own pace. A 
community volunteer reported: “As a volunteer, it is impor-
tant to connect with the living environment of the commu-
nity resident and create a safe space. You need to be able 
to sense when to bring up certain topics and when to hold 
back. This of course also depends on the level of trust and 
something like that has to grow” (FG2-CV4). A commu-
nity resident also discussed the importance of creating a 
safe environment: “Over time, a sense of trust developed 
between me and my volunteer. She shares things about her-
self, and I share things about myself. That trust wasn’t 
there from the start, it takes time to grow. As a volunteer, 
you should be able to create an atmosphere where it feels 
safe to share and ask things, but that doesn’t happen over 
one night” (IV-CR5). Healthcare professionals indicated 
that it is crucial for community volunteers to manage the 
emotions of community residents with care needs and their 
loved ones effectively, and to respond appropriately. A 
healthcare professional reported: “Community volunteers 

must be able to deal with the emotions and tensions they 
encounter with the patients they visit. Anticipating and 
responding adequately to the behavior and emotions of the 
patient and his family will contribute to a better relation-
ship between both parties” (FG5-HCP2).

Discussion

Main findings

The study highlights significant gaps in communication 
and collaboration between community volunteers and 
healthcare professionals in the care of community resi-
dents with palliative care needs, revealing several key 
areas for improvement and integration. First, communica-
tion or information sharing between community volun-
teers and healthcare professionals is sporadic, infrequent, 
or nonexistent. They often lack awareness of each other’s 
involvement and healthcare professionals are not familiar 
with the role and added value of community volunteers in 
the care process of community residents with palliative 
care needs. Communication tends to be unidirectional, 
from community volunteers to healthcare professionals, 
the latter questioning community volunteers as valuable 
communication partners. Second, our study highlights the 
necessity for community volunteers to understand various 
palliative care needs, have basic knowledge of available 
community resources, and possess strong relational, com-
munication, and observation skills. Finally, community 
volunteers should also pay attention to changes in com-
munity residents’ physical environment or emotional state 
and communicate their role effectively to healthcare pro-
fessionals, seeking to understand how they can collaborate 
to support the individual’s care needs.

Interpretation

Contact between volunteers and healthcare professionals is 
missing, but very much needed.  Due to the perceived hierar-
chy and lack of collaboration, community volunteers face 
multiple barriers in signposting identified needs. These 
findings are consistent with earlier research indicating that 
a disconnect between stakeholders within the healthcare 
system impedes successful signposting.27 Interprofes-
sional collaboration can facilitate smoother collaboration, 
communication, and information sharing.28,29 However, 
based on our findings, prerequisites such as willingness to 
collaborate, communication skills, and mutual trust are 
possibly insufficiently met.

Our study shows that the bridge between community 
volunteers and healthcare professionals to achieve good 
signposting is missing. Inviting community volunteers to 
participate in multidisciplinary consultations when rele-
vant is one option to bring both parties closer, however, 
practical implementation may be difficult due to privacy 
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laws, organizational culture, and internal rules that may 
shun community volunteers altogether.29,30 In addition, 
there is a risk in professionalizing volunteers as their 
unique contribution lies in their non-healthcare provider 
status; something which volunteers have been shown to 
be averse to.30 Our study highlights instead the impor-
tance of providing community volunteers with communi-
cation tools and increasing their self-confidence to 
effectively introduce themselves to healthcare profession-
als and signpost care needs. In addition, it is important to 
create awareness among healthcare professionals about 
the added value of community volunteers and the unique 
contribution they can make. Experiences from specialized 
palliative care can help create this awareness because in 
this context there is already a tradition in which volun-
teers and healthcare professionals work together effec-
tively.31,32 Palliative care networks in Flanders could 
better focus on sharing and promoting positive experi-
ences of healthcare professional–volunteer collaboration, 
especially since there is already a long tradition of coop-
eration within these networks.

Importance of role clarity and discussing this role with health-
care professionals.  We found that community volunteers 
are not always aware of their contribution to palliative care 
and potential signposting roles. Earlier research showed 
that a lack of clarity about the purpose of the volunteer role 
may affect the potential or success of signposting by gen-
erating distrust or uncertainty among patients and health-
care professionals about volunteers’ ability and the 
sustainability of volunteers to undertake a role and func-
tion in general practice.27,32–34 Awareness of the volunteer 
role, its complementarity, and a sense of shared responsi-
bility between healthcare professionals and volunteers can 
contribute to better volunteer-professional collabora-
tion.27,32–34 This complementarity can be better utilized 
when volunteers are visible and known to the healthcare 
professionals in the care network of the community resi-
dents, and by encouraging communication, making task 
agreements, exchanging information, and forming net-
works between volunteers and healthcare profession-
als.19,27–30 Based on the results of this study, to facilitate 
volunteer-professional collaboration, community volun-
teers and healthcare professionals should discuss their 
roles and agree on what they can mean for each other and 
how they can best collaborate and communicate. One 
important study finding in this regard is that the commu-
nity volunteer role boundaries are sometimes unclear. It is 
therefore crucial to define and demarcate the boundaries of 
the community volunteer role on the policy level to pre-
vent professionalization and avoid unnecessary interfer-
ence of community volunteers in the care process. 
Coordinators can negotiate these boundaries with their 
volunteers.

The need for adequate training, supervision, and a community 
of practice.  While attention is sometimes paid to referrals 
in volunteer training modules (e.g., “Compassionate 
Neighbors,”35 “Compassionate Communities Connec-
tors,”36,37 “NavCare/EU Navigate,”38,39 “EASE,”40 or 
“iLIVE”41), signposting is not systematically embedded in 
any palliative care volunteer training or support initiatives. 
Brunton et al.27 demonstrated that signposting can be hin-
dered by a lack of training and skills development. Even 
individuals who are willing to expand their roles may feel 
ill-equipped to accurately assess patients’ needs and effec-
tively direct them to sources of assistance.27,42 In addition, 
respondents of this qualitative study indicated a need for 
supervision to help them take up their signposting role and 
the possibility to exchange experiences and knowledge 
with other volunteers. This is in line with previous 
research,27,43 which highlights the importance of ensuring 
sufficient supervision and training to help those in sign-
posting roles to feel supported.27,42–44 Volunteers desire 
ongoing education and a chance to be connected with oth-
ers who understand the difficulties of their role.35

Research has shown that community volunteers receive 
the least supervision and rate their supervision the lowest 
in comparison to other volunteers in palliative care.8,18 
While community home care is entirely volunteer-run at 
the local level, the lack of supervision or guidance from 
the organization may signal a need for structural support 
and training interventions.8,18 It is therefore appropriate to 
organize fixed supervision moments for community vol-
unteers. This requires the presence, availability, and 
approachability of healthcare professionals and frequent 
contact between them. A community of practice in which 
community volunteers can share their knowledge, exper-
tise, and experiences, and learn from each other can also 
help them deal with the problems and challenges in their 
encounter.

Recommendations for policy, practice, and 
future research

To facilitate collaboration, information sharing, and sign-
posting, it is crucial to assess and evaluate the involvement 
of community volunteers in the care trajectories of patients 
with palliative care needs living at home. To reduce mis-
trust and perceived hierarchy, actions can include intervi-
sion sessions for volunteers to facilitate peer support, 
volunteer role clarification workshops for healthcare pro-
fessionals, communication guidelines to enhance informa-
tion exchange and collaboration, and including volunteers 
in interdisciplinary meetings. Policy can play an active 
role in stimulating and facilitating the structural integra-
tion of community volunteers into multidisciplinary con-
sultation about community residents with palliative or 
chronic care needs. Volunteer coordinators, who have a 
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close relationship with community volunteers or are com-
munity volunteers themselves, can play a key role in defin-
ing the core competencies for community volunteers and 
can facilitate the organization of training while avoiding 
professionalization of volunteers. In addition, community 
development initiatives that support people faced with 
serious illness, family caregiving, death, and loss (e.g., 
Compassionate Community programs) often rely on vol-
unteers and other informal support networks to support 
and connect people with care and support needs to neigh-
borhood resources and health services.45–47 Such initiatives 
should consider both (1) supporting their volunteers in 
developing the knowledge and skills necessary to identify 
and communicate needs among their community mem-
bers, and (2) to raise awareness and recognition among 
healthcare professionals of the presence, role, and value of 
volunteers as care network members. By acknowledging 
volunteers as valuable communication and collaboration 
partners, healthcare professionals are more likely to 
address the needs conveyed by them.

Future research should focus on the development and 
evaluation of a community of practice and a training pro-
gram for community volunteers that focuses on strength-
ening knowledge and skills with regard to their signaling 
function. The self-confidence of community volunteers 
will be enhanced when they are explicitly valued for their 
work when they are provided tools that assist them in 
effective communication and signposting, and having 
channels to exchange experiences with fellow volunteers. 
Future research should also investigate how volunteer-
professional dynamics influence patient-care outcomes, 
more specifically how communication gaps impact 
patients’ quality of care. Given that our results indicated 
one-directional communication from community volun-
teers to healthcare professionals, it may be valuable to 
study how professionals can better involve community 
volunteers in the patient-care trajectory and how they can 
effectively provide feedback to volunteers.

Strengths and limitations

This study is the first, to our knowledge, to systematically 
describe the desired knowledge and skills for community 
volunteers to recognize, describe, and communicate pallia-
tive care needs to healthcare professionals. This study 
complements the existing literature about community vol-
unteering in palliative care and enhances our understand-
ing of communication and information sharing between 
community volunteers and healthcare professionals. The 
strength of the study lies in the inclusion of multi-stake-
holder perspectives. The same core topics emerged from 
interviews and focus groups with all participant groups, 
indicating the relevance and importance of the findings. 
An exception relates to the themes of information sharing 
and collaboration between volunteers and healthcare 

professionals, informal caregivers and community residents 
stated that was not existent, resulting in no input on the con-
tent, the direction of shared information, communication 
guidelines, procedures, or follow-up responsibilities.

First, this study is limited to a unique form of com-
munity volunteering, and we should therefore take care 
in generalizing these insights. Although different forms 
of community-based volunteering can benefit from the 
findings of this study, they should adapt them thought-
fully to their specific contexts. The second limitation 
relates to recruitment. The COVID-19 pandemic had a 
negative impact on the recruitment of residents, informal 
caregivers, and volunteers. Most volunteering activities 
within Samana were canceled during this time, and com-
munity volunteers were prohibited from conducting 
home visits for most of 2020 and 2021 due to COVID-19 
guidelines. Home visits resumed in early 2021, but many 
residents with palliative care needs who had previously 
received home visits have since passed away. When vis-
its restarted, volunteers were matched with new commu-
nity residents, but their experience was too brief to 
include in the study. As a result, additional interviews 
were conducted with informal caregivers to capture the 
perspectives of deceased residents through their 
accounts. Third, next to recruitment challenges, a self-
selection selection bias is likely. Participants were 
recruited through intermediaries (e.g., an educational 
employee at Samana, a homecare nurse at Wit-Gele 
Kruis, and a palliative network coordinator). While this 
was necessary for identifying participants, it limited 
control over the recruitment process, leaving us unaware 
of how many people were contacted, the nonresponse 
rate, or the reasons for nonparticipation. This likely 
resulted in an overrepresentation of highly motivated 
community volunteers, while community residents with 
palliative care needs and informal caregivers with nega-
tive experiences may have been less likely to participate. 
Another limitation regarding recruitment relates to the 
extent to which volunteers perceive the individuals they 
visit as having palliative care needs and are aware of 
their own contribution to palliative care. Consequently, a 
group of volunteers who do not immediately recognize 
themselves in the description of our target group may 
therefore not have been reached. However, these volun-
teers are indeed eligible and may have unique insights 
that were likely missed in this study. An additional limi-
tation due to the COVID-19 pandemic was the necessity 
of conducting focus groups online. While moderators 
ensured each participant participated actively in the dis-
cussions, the virtual format nonetheless may have dis-
couraged more reserved participants from openly sharing 
their experiences, meaning that some relevant insights 
may not have been captured. Despite the researchers’ 
efforts to include the views and experiences of multiple 
stakeholders, the results show an overrepresentation of 
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input from community volunteers and healthcare profes-
sionals, as opposed to community residents and informal 
caregivers. Community residents and informal caregiv-
ers probably found it more difficult to reflect on collabo-
ration, communication, knowledge, and skills. This may 
be because these topics were further removed from their 
own experiences. Face-to-face interviews may also have 
allowed more in-depth exploration of these topics than 
was currently achieved via digital interviews.

Conclusion

To effectively recognize, describe, and communicate 
patient palliative needs and wishes, volunteers require spe-
cific skills and knowledge, which can be acquired through 
training. Based on the findings of this study, a training pro-
gram for volunteers should focus on (1) increasing aware-
ness and knowledge of the community volunteer role and 
the signposting function; (2) increasing knowledge about 
palliative care, palliative care needs, and access to care 
services; (3) strengthening and improving communication 
with community residents (and relatives); and (4) strength-
ening and improving communication with caregivers. The 
next step of this research project is the development of a 
training program in which community volunteers can 
share their knowledge and experiences, and learn from 
each other to better deal with the problems and challenges 
in their volunteer work.
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