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ABSTRACT

The grief literacy movement promotes normalizing and regaining conversations about death,
dying and grief within communities and networks. Enhancing grief literacy enables the public
to identify grief, seek relevant information and adopt appropriate support. Historically families
have been the primary provider of such support, but recently in the Global North these skills
and knowledge have been lost. Families and communities need to be supported to regain
ownership and relearn these skills. An online resource was developed and evaluated to
explore its value in supporting the knowledge, skills and values required to embed grief
literacy in family and friends-based networks. This paper presents findings from qualitative
interviews (n=16) and group interviews (n=7). These rich datasets confirmed the resource to
be an effective mechanism by increasing knowledge and skills to enhance grief literacy and
supporting collective grief, where loss transcends the individual and becomes a social or
cultural experience for the majority who deal with their grief with the support of family and

friends rather than bereavement professionals.

Introduction

Family, friends and social networks are fundamental
to supporting the bereaved (Aoun et al., 2020a; Aoun
et al., 2020b; Aoun, 2020; Abel et al., 2023). Evidence
suggests that all grievers benefit from information
about grief and loss as well as compassionate, non-
judgmental social support (Breen et al., 2022). Such
social support is not the same as purely being in the
presence of others, but is reciprocal, open-minded
and relies on being both seen and heard which allows
recipients to feel safe and cared about (Abel et al,
2023; Van de Kolk, 2015).

Aoun and colleagues’ Public Health Model of
Bereavement Support posits that the majority of
bereaved people (60%) manage their bereavement
solely with the support of family, friends and com-
munities, whilst a further 30% require some additional
support, and only 10% require referral to bereavement
professionals. This model was projected from a large
scale, population-based cross-sectional survey of
bereaved people (Aoun et al., 2018; Aoun et al., 2015);
678 bereaved people responded that their most used
sources of support were those in the informal category

such as family and friends (80-90%). Furthermore, in
comparison to all other sources of support including
professional sources, the family were perceived as the
most helpful with 92% (585) rating them as very/
quite helpful (Aoun et al., 2018).

As others have suggested, identifying what is meant
by family is not a straightforward task, and accounting
for cultural and social variations makes this especially
challenging (Breen et al, 2019; Gubrium and Holstein,
1990). Furthermore, family is not defined by legal
ties, relational bonds or genes and instead is shaped
by social, cultural and temporal influences (Klass et al
1996.) It is also not a static entity but fluid, constantly
evolving and shifting with membership self-defined
by its individuals (Miller 2014). For this reason, we
use Aoun’s model to define family widely to include:
relatives, friends, neighbors and wider social networks.

It has been acknowledged that family context in
bereavement is often over-looked in grief research
(Hay et al., 2021; Ng, 2021; Breen et al, 2019) but
more recently there has been an emergent body of
work that recognizes grief and bereavement are fun-
damentally social or relational (Barboza et al., 2022;
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Taladay-Carter and Kellas, 2024). While this recogni-
tion is valuable in advancing knowledge it remains
constrained by its focus on immediate family/kinship
ties and approaches to professionally delivered grief
therapy (Barboza et al., 2022). Furthermore, most grief
theories focus on individual rather than collective
experience (Stroebe and Schut, 2015). A notable
exception to the predominant theoretical focus on the
individual is the family-level extension to the Dual
Process Model of Coping with Bereavement, in which
Stroebe and Schut (2015) describe family level tasks
influencing loss and restoration orientated processes.
Loss orientation refers to dealing with processing the
stressful aspects of a loss experience and focusing on
the deceased (e.g. memorializing and thinking about
the person who has died), restoration orientation
refers to coping with other losses which manifest as
a result of the bereavement (e.g. financial hardship,
adapting to new routines and roles). Therefore, the
Dual Process Model recognizes that grief is not
straightforward, or time limited, but a fluctuating
experience which reflects the dynamic nature of grief
and the complexities of each person’s journey.
Recognition that oscillation between these two pro-
cesses, rather than a linear path, is usual and an
adaptive way to integrate loss into a new sense of self
and purpose.

This family level extension to the Dual Process
Model was used in combination with Family Sense
of Coherence (Antonovsky and Sourani, 1988) as the
theoretical framework to facilitate family-focused

@ The Theories Combined

support and underpin the development of our online
resource www.familiesandfriendsinbereavement.org.uk
(Campling et al. 2024). Family Sense of Coherence
was developed in response to family stressors over
the course of a lifetime and provides an additional
theoretical foundation for family-focused support
(Antonovsky and Sourani, 1988). We have used it
previously to inform a family support intervention in
the context of life-limiting illness (Duke et al., 2020).
Antonovsky & Sourani demonstrated that successful
coping with family stressors/life events is associated
with adaptation within the family and wider commu-
nity networks. Family Sense of Coherence is charac-
terized by three core constructs (meaningfulness,
comprehensibility and manageability) focused on fam-
ily strengths, resilience and meaning. In the context
of bereavement, we defined these as: meaningfulness
- responding to the death and creating meaning as a
family; comprehensibility - ability to understand and
make sense of the death; and manageability - ability
to utilize available resources to respond to the bereave-
ment. Together the theoretical framework comprehen-
sively describes the processes required as a family, in
both attending to the bereavement and the conse-
quences of the death, in order to make sense, create
meaning and utilize available resources to adapt to
the loss (see Figure 1). Combined, Family Sense of
Coherence theory and the focus offered in the family
level extension to the Dual Process Model, provided
a theoretical framework to guide family orientated
bereavement support.

Attending to Loss:

* Family acceptance of
reality of the loss

* Sharing the pain of grief

within the family

* Adjusting as a family

to the world

without the person
* Relocation of the

person within the family

context

Meaning

Comprehensibility

Attending to Change:
* Acceptance of the
changed family world
* Family distraction and
non-grief related
interaction
* Making changes in
ongoing family life and
relationships
¢ Moving on as a family
with new roles or
evolution of roles

Everyday experience =

fluctuation between attending to
the loss and the change

Adapted from:

Antonovsky, A. and Sourani, T., 1988. Family sense of coherence and family adaptation.

Journal of Marriage and the Family, pp.79-92.

Stroebe, M. and Schut, H., 2015. Family matters in bereavement: Toward an integrative intra-interpersonal coping model.

Perspectives on Psychological Science, 10(6), pp.873-879.

Figure 1. Combined theoretical framework.


http://www.familiesandfriendsinbereavement.org.uk

Empowering communities through grief literacy

In the Global North, the cultures and societies of
Europe and those influenced by European culture,
particularly the United States, Canada, Australia and
New Zealand are often individual, consumerist and
secular focused. Bereavement support has become
professionalized, embedded within clinical and insti-
tutional settings (Taladay-Carter and Kellas, 2024).
Illness and death often occur within institutions and
the community has lost knowledge and skills in how
to support the grief of those left behind (Abel et al.,
2023; Breen et al., 2022; Rumbold and Aoun, 2014).
Consequently, there is a gap in social recognition of
the need for bereavement support and the actual prac-
tice of how to successfully provide this support within
communities (Breen et al., 2022). It has been argued
that the professionalization of grief and loss has cre-
ated bereavement as a problem to be solved rather
than something that is experienced (Rumbold and
Aoun, 2014). Professional services have been criticized
as not acknowledging that they have a role to play
in building communities of support and by assuming
that communities can do this alone (Abel et al., 2023).

To empower communities to recover lost skills and
knowledge and manage bereavement experiences via
social support and community resources, a grief lit-
eracy movement has been proposed to challenge the
professionalization of bereavement. This is a sustain-
able and equity-based solution to bring death and
bereavement back into communities via capacity,
knowledge and skills building (Aoun et al.,, 2019;
Sallnow et al., 2022). Grief literacy has been defined
by (Breen et al., 2022, p.427) building on the work
of Clark, (2003), as “the capacity to access, process and
use knowledge regarding the experience of loss. This
capacity is multidimensional: it comprises knowledge
to facilitate understanding and reflection, skills to
enable action, and values to inspire compassion
and care”.

The definition integrates: knowledge (recognition
of grief, knowing how to find information, and being
aware of warning signs of more complicated issues);
skills (listening, being able to ask questions in a sen-
sitive manner, and being able to help individuals
needing support to find resources): and values (ethics
of care, community and connection, acknowledging
that we live in webs of relationships with responsi-
bilities to each other). Such a definition frames grief
literacy within the context of communities, with an
emphasis on relational and geographical bonds, and
positions grief within social relationships where indi-
viduals have responsibilities to each other, challenging
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prevailing assumptions about autonomy and individ-
uality (Tronto, 2013).

Enabling the grief literacy agenda: an online
resource

To support the grief literacy agenda, a web-resource
was co-produced with people with lived experience
of bereavement, theoretically informed by the family
level extension Dual Process Model and Family Sense
of Coherence. Web-based interventions have been
shown to provide effective and accessible psychosocial
support (Brog et al.,, 2022; Cowpertwait and Clarke,
2013; Dominguez-Rodriguez et al., 2023; Heckendorf
et al., 2022; Knowles et al., 2017; Stroebe et al., 2008).
They enable users to access support when needed
(Hewison et al., 2020), either individually or collec-
tively and with options to download resources increas-
ing the potential effectiveness of bereavement support.
Furthermore, evidence during and since the COVID-19
pandemic has clearly highlighted the need for a family
centered and online approach for bereavement support
(Harrop et al., 2020; Selman et al., 2025). The process
of development of our web resource is described else-
where (Campling et al., 2024). The Families and
Friends in Bereavement website comprises seven pages
outlined in Table 1.

Aim

This study aimed to explore users’ experiences of
engaging with the web-resource. The primary purpose
was to understand how its use informed users’ knowl-

edge, skills and values to support grief and bereave-
ment in family and friends-based networks.

Methods

As part of the wider study, development work for the
web resource included an initial scoping review fol-
lowed by an online survey via questionnaire and vir-
tual co-production workshop with bereaved people
and bereavement professionals (Campling et al., 2024).
This mixed method approach underpinned by
co-production (defined as bringing together experts
by experience and researchers to work together, shar-
ing power and responsibility in an equitable partner-
ship (Hickey et al, 2018) and theoretically informed
by Family Sense of Coherence (Antonovsky and
Sourani, 1988) and the family-level extension to the
Dual Process Model (Stroebe and Schut, 2015) was
used to develop the online resource. In consultation
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Table 1. Description of web-page content.

b (
ABOUT DEALING WITH A SPACE TO FURTHER INFORMATION AND DEVELOPMENT OF THE
GRIEF PRACTICALITIES PAUSE SUPPORT RESOURCE

y 4

Webpage Description of webpage content

Home Introduces the resource: the unique focus on the grief experience of the family rather than the individual and
encourages users to concentrate on family strengths and offers suggestions for things to try.

About Grief Describes the individuality of grief experiences, how to support each other and warning signs for more

complicated issues.
Dealing with practicalities
Some things to try

The practical steps required immediately following a death.
Activities to think about how the person and their social network experience grief, including social network

mapping, sharing memories and questions to help families talk together

A space to pause
Further information and support
Development of the resource

Offers suggestions for taking time out and self-care.
Provides a diverse range of other supporting resources, with a brief description of each.
Describes the theoretical underpinning and the unique experiences of bereavement collected during the COVID

pandemic, which informed the website content.

with people with lived experience of bereavement
(personal and/or professional) and in line with the
international Public Health Model of Bereavement
Support, we defined family as relatives, friends, neigh-
bors or anyone important to the bereaved.

To explore users’ acquisition of knowledge and
skills and related values associated with grief and
bereavement in family, friends and social networks a
qualitative approach was undertaken, using
semi-structured interviews and focus groups.

Ethics approval was gained from the Faculty
Research Ethics Committee at the University of
Southampton (Ethics/ERGO number: 63208).

Sampling and participants

We utilized purposive sampling (Patton, 2014) to
recruit participants, aged 18years or older who were
English speakers and had lived experience within the
previous 24 months of bereavement of a relative,
friend, neighbor or someone defined as important to
them, and/or were bereavement professionals. This
enabled us to collect rich and meaningful data.
Potential participants were invited via multiple routes
that included: the National Bereavement Alliance,
National Institute for Health and Care Research People
in Research website, social media platforms, an invi-
tation included in the Family and Friends in
Bereavement online resource, and the University of
Southampton intranet.

Data collection methods

Semi-structured interviews, lasting up to an hour,
were conducted online using Microsoft Teams, and
with consent, was audio-recorded to facilitate tran-
scription. Individual interviews were conducted by SL

and group interviews by SL and NC (expert qualitative
researchers in the field of death, dying and bereave-
ment) using a semi-structured schedule.

Data analysis

All interviews were transcribed verbatim and ana-
lyzed using an abductive approach (Timmermans
and Tavory, 2022). Initially the data were categorized
by SL applying a deductive framework using Breen
et al’s (2022) conceptualization and components of
grief literacy: knowledge, skills and values (please
refer to the definitions provided above). A series of
data analysis workshops (n=5) between MM, SL and
NC were held to discuss and gain consensus on
categories and then generate inductive codes within
the categories. Drawing on Timmermans & Tavory’s
(2022) abductive aim of analyzing qualitative data
in the light of existing scholarship we considered
the study findings within academic literature on grief
literacy. By doing so, it enabled the abstraction of
relevant experiences to generate new knowledge and
contribute to advancing theoretical understanding.

Results

Interviews were undertaken with 23 participants
including 16 individual interviews and two group
interviews comprising seven bereavement profession-
als. The characteristics of the sample are presented
in Table 2. While participants predominantly focused
on their most significant and recent bereavement,
many also discussed other bereavements (range 1-4).
Although not directly asked about previous bereave-
ment support some interview participants referred to
the resource in light of other sources they had
accessed previously. They reported that previous



Table 2. Characteristics of the sample (n=23).
Male

Female

~

Individual interview
participants (n=16) Sex
Age 20-29
30-39
40-49
50-59
60-69
70-79
Cultural background British 1
European
Latin American
South Asian
Spouse or partner
Parent
Sibling
Other relative
Friend

—_
N

Relationship to the
deceased (total
greater than 16
as includes
multiple
bereavements)
Group interview Sex Female
participants Cultural background British
(n=7 Professional role Consultant clinical
bereavement psychologist
professionals) Bereavement 3
counselors
Family and 1
bereavement
support lead
Bereavement 1
coordinator
Family support 1
worker

_
VMO NONN=N= == NOON =

- NN

information tended to be disparate and valued our
resource which provided information in one place.

In this section evaluation findings are presented
using Breen et al's (2022) components of grief literacy
to illustrate how use of the resource informed users’
knowledge, skills and values in regard to grief and
bereavement.

Knowledge component

From individual and group interviews participants
characterized knowledge acquisition regarding the
heterogeneous and diverse nature of grief, understand-
ing how to seek and acquire information on the prac-
tical tasks that need to be attended to immediately
after a death, and helping to prepare when a death
is expected, as well as initiating sensitive conversa-
tions. This knowledge allowed them to contextualize
their own grief, and the different experiences of family
members, enabling them to support each other with-
out judgment.

...Grief is normal, isn’t it? Well, whatever normal is...

Participants described how using the website, spe-
cifically the ‘about grief’, ‘dealing with practicalities’,
‘further information and support’, and ‘development of
the resource’ webpages enhanced their knowledge and
understanding of grief. Their engagement with these
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aspects of the resource served to affirm and normalize
the range and individuality of grief experiences,
enabling them to acknowledge variation in responses
to bereavement.

...About how you're feeling, you know, that you're not
an outlier and that youre not alone and youre not
the only person... (Bereaved person 1)

...I quite like the kind of normalising that all kinds
of feelings are OK... (Bereaved person 6)

...It just sort of puts it very simply that there are no
rules and there are no—- you know, just—- there’s just
no set pattern, we're all-- were all different and that’s
OK... (Bereaved person 15)

...Importance of information around ‘normal’ -: ‘is
this normal?” (long pause) and we will get referrals
around old conversations, they need to speak to
someone: am I normal?’... (Group 1)

Participants recognized that we mainly reside in a
society that tends to avoid talking about death and
dying and therefore lack learnt histories on which to
draw from, which can lead to an untethered grief
experience. They described how interacting with the
web resource helped to address this gap through the
acquisition of knowledge and its translation into action.

...Helpful in a society that does not talk about grief
- there is a lot of really useful information that
(pause) you don’t need to be grieving to actually be
receptive of. Just being aware and that opens this
other door of actually how much we talk about death
and how much were willing to kind of engage in
these types of conversations... (Bereaved person 14)

Participants welcomed having information in the
resource that challenged the popular notion that grief
has a timeline and defined endpoint. Both bereaved
participants and those with professional experience
valued the acknowledgement within the resource that
the everyday nature of grief fluctuates between attend-
ing to loss and change focused tasks as demonstrated
by our theoretical framework. For some bereaved
participants this was revelatory and provided reassur-
ance and reduced feelings of guilt.

...You don't have to think about grief all the time. Its
important to take a break ...but a lot of people feel a
lot of guilt (sigh) if theyre like not thinking about
how sad they are all the time ... it'’s good to see that
like up there as a recognised: ‘no, this is actually an
essential part of the process... The way like (pause) it’s
not a linear process (sigh). Its not a—- you know, five
stages of grief and like it's not like you have a couple
of months of hell and then youre healed. Things are
going to come up years down the line (pause) and just
to be prepared for that. I mean, I think, yeah, that was
really good to put in... (Bereaved person 4)
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...I was—- looked at the theories combined diagram,
well, youve got here: ‘tending to loss, tending to
change’ and, I suppose, when I was looking at it this
morning, I was thinking: ‘yeah, this—- is true, you
know, adapting to change after someone’s gone...
(Bereaved person 10)

...I always think of it as a bit like an onion skin, if
you like, where there’s the loss in the middle but then
there are all the layers that—- come up around it and
then life just goes on around those layers but it’s still
inside... (Bereaved person 16)

...Step-by-step guidance of just what happens, what
do I need to do first.?

For a number of participants, particularly those
experiencing bereavement for the first time, navigating
the systems and processes required following a death
could be overwhelming, exacerbated by lost collective
knowledge within society. For this reason participants
reported the dealing with practicalities’ page as useful,
often accessing it first. They described it as concise
and straightforward, almost like a checklist covering
what to do when someone has died. This was felt to
be important soon after a death when the ability to
absorb information was often difficult, characterized
by one participant as when “your brain is so like cot-
tage cheese” (Bereaved person 4).

...Its helpful to be channelled because you can spend
weeks probably looking at stuff and then never come
across perhaps something that would be really valu-
able. So, I think, you know, having this here, having
the links to the helpful organisations, having the
practical suggestions, you know: these are the things
you need to do, I think, those are very helpful...
(Bereaved person 1)

In addition, for many the visual appearance and
supportive language of the entire web-resource offered
a calming and therapeutic experience which created
space to absorb and process information, embedding
knowledge.

...If you know somebody’s dying you can prepare...

The value of the web-resource in the time leading
up to a bereavement was identified in helping to pre-
pare, both in terms of the practicalities, knowing what
to expect, and initiating and holding sensitive
conversations.

...I suppose, it’s their first sort of major bereavement
as it were, I think that they may well not really quite
know what-- how they will-- mentally and physically
respond to it so—-, it’s really helpful to have it there
to help in terms of both how you might feel or
equally, if youre with someone whos grieving, how
they might look and how they might seem ... So, I

think, there were certain things there in terms of
thinking about who might support you, who might
you be having conversations with. I thought that that
was, again, very deftly done... (Bereaved person 13)

Skills component

Participants described ways in which the online
resource enhanced their skills to apply the knowledge
gained from using the resource. This included
family-focused activities, permission to take time out
for oneself and suggestions of ways to do so, and
confidence to support others by sharing everyday tasks
such as shopping and cooking.

... There’s some things to try...

The ‘some things to try’ webpage provided practical
suggestions including: social network mapping (to
consider those in the user’s network important to
them using concentric circles or tree diagrams); sug-
gestions for way to share memories together, creating
meaning; suggestions for questions to help families
talk together about the death, make sense of what
happened, and realize existing resources and different
forms of support. Participants felt that the participa-
tory nature of this page enhanced their skills in active
listening and ability to ask questions and initiate
conversations.

...Its just allowing ourselves to have that space to talk
and it-- it can be really difficult and ... kind of start
opening that pandora box and-- it will be worth it,
- it is difficult, it is exhausting, it is—- but, actually,
on the other side, you feel peace, you feel calmer...
(Bereaved person 14)

...You know, even like just humorous moments that
you shared with that person or: “do you remember
when this happened?”, “do you remember when that
happened?”. So, it was just kind of like giving sort of
little prompts and things to-- to think about...
(Bereaved person 15)

As an activity mapping social networks stimulated
a range of perspectives from reflecting on individual
grief, understanding how others within the social net-
work could be grieving, and considering and empa-
thizing about grief in a broader context.

...It made me actually consider ... who would be in
those sort of circles and who would be in that tree.
So I think it’s quite a nice visual thing for people to
look at and to really put their own people into those
situations so they can really consider who is import-
ant to them and who isn’t... (Bereaved person 3)

Actually, this is a really good way of reminding myself
that it's not only me that’s going through this. There’s



other people that are affected by it too because, you
know, when you lose somebody, youre consumed by
like your own grief and then you tend to get lost in
that that I-- yeah, you forget that obviously other
people are also going (laughing) through it around
you. (Bereaved person 7)

Participants liked the way that the examples pro-
vided for the mapping exercise brought the abstract
into the concrete but not to the extent that their grief
was confronting.

...You got that sense that these were real people or
modelled on real people, but you had enough dis-
tance from them that you could learn from their
insights without getting drawn into their-- grief...
(Bereaved person 13)

...It just helps to put you in their shoes. So, I thought
that—- it just humanises it, doesn’t it, and brings it to
life ... (Bereaved person 15)

An additional skill linked to social network map-
ping was the need to protect oneself when grieving
by recognizing that not everyone is capable of holding
your grief or responding appropriately.

...Finding the right people to share, you know, your
feelings with because not everybody is very good at
like holding that space for you and they dont know
how to do that.... everyone because if they cant
really acknowledge you well-- I don't know, like hold
that space for me then I don’t want to let myself be
vulnerable to, I don’t know, navigate their views on
it... (Bereaved person 7)

Questions to help families talk together were devel-
oped around the three core constructs of Family Sense
of Coherence. Using the question prompts we devel-
oped around the three core constructs of Family Sense
of Coherence - meaning, comprehensibility, and man-
ageability - increased participants’ confidence to ini-
tiate conversations, despite the commonplace “fear
about getting it wrong” (Group 1) and causing further
distress.

...I really liked the selection of questions to help fam-
ilies to talk together. I really liked that section espe-
cially the—- the: ‘understanding’ and the: ‘what has
happened’ and the: ‘meaning. I thought that was
really helpful because they’re really starting points for
families to talk to each other about... (Group 2)

...Who are your trusted friends?’ and, you know:
‘lets risk it. Lets have a bit of positive risk-taking,
what would it be like?” And then once they've done
it, it can open up a world but it—- it takes quite a lot
to get there so, what-- you know, what stops people
from talking.? (Group 1)

While some participants found specific questions
emotionally challenging to consider, others felt it was
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important to acknowledge the ‘real’ person and not
misrepresent their memory.

...One of the questions that I changed my mind on
(pause): “is there anything you wished you had or
had not said and why?” So, at—- at first, I think,
when I read that I was like: “oh, that could be really
triggering” like depending on the situation like, I
don't know, I-- I could imagine certain—- in certain
situations you could kind of spiral on that and not in
a good way... But then I was talking to my dad, and
he was saying that he didnt actually say some of the
things that he would have liked to have said...
(Bereaved person 7)

...I thought those questions about, you know: “what
would you have said?”, “what did you say?” and also,
the suggestion that it’s reasonable to think of all the
things that you miss about the person but-- but there
might be a few things you don’t (laughing) miss about
them (long pause) and not to feel guilty, I think,
about that. I thought that was a very important sug-
gestion that—- otherwise, there’s a danger that you try
and make people slightly more perfect than they
are... (Bereaved person 13)

...Creating space in your everyday world...

Participants commented on the originality of the ‘space
to pause’ page and could identify the importance of giv-
ing themselves permission to take time out and away
from grief. While the examples of art and music that
were provided did not suit all, they encouraged users to
consider strategies that might work for them.

...I realized how I keep myself busy like all the time
because I don't want to think about the grief. —- but
it was really nice because it kind of gave you that
time and to realise when you're in any kind of stress-
ful situation it’s tempting to keep going and going. So,
someone coming to this website might be feeling
overwhelmed with their feelings in what they’re read-
ing and then they go to that page and just have the
space to pause and its really lovely ... and I've never
seen that anywhere... (Bereaved person 8)

...You’re there for someone but youre not just talking
about grief...

Participants reported how the ‘about grief’ page,
offered practical suggestions which were helpful, real-
istic and appropriate. Users recognized the value of
ideas to support others, even when they themselves
were not directly affected by the bereavement. The
content helped to challenge and overcome the impo-
tence, and fear of causing distress to the bereaved, by
providing examples of how they might create a safe
space to share emotions together. Understanding that
the underlying intention would come across irrespective
of the exact words used was a key message and encour-
aged participants to take risks and be brave.
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...Like the going shopping together and planning
meals. So, it kind of suggests that youre there for
someone but youre not just talking about grief which
can be quite full on and... not everyone might want
that especially if youre looking at it from a friend
rather than a family member... So it’s really useful
because it can give you sort of prompts... to be more
or less involved depending on the situation... I didn’t
feel (pause) that I had the skills, experience to help
them deal with that but trying to get them to think
about other things, I guess, and think about the future,
I thought that was useful... (Bereaved person 8)

Values component

Findings highlighted the role of the online resource
in recognizing the unique context of the COVID-19
pandemic and giving a voice to the individual expe-
riences of those bereaved during this time. Through
the ‘some things to try’ resources participants described
how they considered the value of who was in their
social networks and who was in their family web of
relationships with potential responsibilities to
each other.

...It changed the shape and nature of it in a way that
I don't think any of us were particularly prepared for...

Participants described how the activities on the
‘some things to try’ page evoked empathy and enhanced
understanding about how and why others might grieve
differently. As the website was developed during the
COVID-19 pandemic it was essential to capture the
experiences of bereavement during this time.
Participants valued the acknowledgement of this
unprecedented global event of mass bereavement and
for some it validated their experiences.

...I thought that was really information I didn’t expect
to see that there but, I think, it was really vital to
have that, its good that I wasn't expecting it because
it kind of helped me to not normalise it but kind of
realise that some of the aspects of fear and frustration
might have been like exacerbated due to the media at
that point... (Bereaved person 8)

...It makes you think that it was a really unusual
time, thats why the grieving process might be
slightly—- or more than slightly different but that it’s
useful to have it... (Bereaved person 13)

...Who is around you to talk about your bereave-
ment... who is there in your social network...?

Having explored the ‘things to try’ activities, par-
ticipants perceived the benefit to themselves and oth-
ers in identifying resources available within their
relationships and their abilities to support others with
connection and care. This was not only recognized

within the family but more broadly within commu-
nities and participants identified that there is still a
gap around how we support each other.

...That amazing sense of networks of family... it was
really nice that you had the three different models
[social network mapping] that mean that you can
empathise with bits of all of them .... I didn’'t neces-
sarily feel any one of them absolutely fitted but it was
nice to basically suggest... we are all different and
theres no standard sense of what family might
mean... however lovely and loving your family is, the
likelihood is that there will be other people that actu-
ally provide you with lots of support and it may come
from places that you dont expect it potentially and
that if you have lots of family or that they aren’t close
to you, that that doesnt mean you can't find sup-
port... (Bereaved person 13)

...The tree (social mapping activity), shows how —-
every family is as unique as our fingerprints because
families are—- all made of different people, aren’t
they? Family to one person means [something] com-
pletely different to the other... (Group 2)

In a society where talking about death and dying
is largely considered taboo, and people fear saying
the wrong thing, the knowledge gained from the sup-
porting each other section on the about grief’ page
gave participants increased confidence and equipped
them with mechanisms to start conversations or be
present for others. Participants identified that a “fear
of getting it wrong” (saying the wrong thing), and
therefore not saying anything, could unwittingly cause
more distress and compromise the ethics of caring
for one another. The mechanisms to initiate conver-
sations provided a starting point for deprofessional-
ising grief, rebuilding community knowledge and
skills, thus increasing social capital. This was charac-
terized in the discussion by bereavement professionals
during a group interview:

There’s a huge fear about what to say and culturally,
were not very good at saying: “dead”, “dying’
“bereaved”, you know. Were not very good really.
We're not very confident with our language... A lot of
our work would be: ‘who is around you to talk about
your bereavement?’ and often, there is a: T do have a
family, but I dont want to burden them, theyre
bereaved themselves, you know: ‘well, who there is in
your social network and social support?” and that
conversation about it being held in a community out-
side and de-professionalising bereavement, I think, is
vital and really, really important... (Group 1)

...Its not just the blood family; it’s everyone you con-
sider family...

The social network mapping activity enabled par-
ticipants to recognize grief as both an individual and
collective experience regardless of family make-up.



The inclusive definition of ‘family’ was valued and
applauded for facilitating users to identify their own
networks, and to include any one important to them
regardless of whether they had relatives.

...I think, one of the problems with grief is it can be
such an isolating experience. You know, you sort of
(pause)-- you know everyone’s got their own individ-
ual relationship with that person and memories and--
and all of that but-- plus for me anyway, I was
worried about: “how is my mum going to cope?”,
“how is my aunt going to cope?” and all of that
and-- so, you kind of-- so, I think, there’s a danger
that you focused on like you and how you feel and
your relationship with the person thats gone but--
but actually, it-- the way to kind of get support to
cope with it is by (pause)-- is by sort of talking to
each other and yeah, I dont think that's been
addressed anywhere else... (Bereaved person 15)

...Some dynamics have changed in a way...

Participants described how following a death, rela-
tionships changed requiring recalibration of roles and
responsibilities within multiple aspects of their lives;
this was characterized by some as a shift in relation-
ship dynamics. This aligned with the theoretical
framework underpinning the resource, validating for
users the time and investment required for this to
happen. The death of a person could create new roles
and responsibilities, including “guardianship of the
family history” (Bereaved person 13).

...So, suddenly going from feeling—- like the child
who have your parents who-- it’s like-- and they will
sort anything out: “it’s fine” - to suddenly being like:
“oh, one’s gone and one’s fragile” and suddenly feeling
like the parent yourself. It’s just the way the dynamics
in a family can change ... how your position in the
family changes and how everything else in your life
may change which isn't, I guess, directly relevant to
the grief but it’s a consequence... (Bereaved person 4)

Discussion

The Families and Friends in Bereavement website was
conceived and developed within a robust theoretical
framework that emphasizes the importance of social
networks in supporting individuals through the grief
process. This resource is designed to empower users
to navigate their grief experience, using accessible
tools and resources that enhance grief literacy, embed-
ding knowledge, skills and values to promote rela-
tional connectedness within their support networks.
The website challenges the professional model of grief
support by placing agency in the hands of bereaved
individuals and their networks, encouraging them to
initiate interpersonal interactions and engage in
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meaning-making processes. In this discussion, we
explore the key outcomes and implications of this
approach, alongside its potential for future
development.

Normalizing bereavement and grief literacy

The website is an online resource intended to help
users normalize their grief experiences and the
embedded knowledge components are pivotal to
achieving this aim. Through the integration of the
two theoretical models, the family level extension to
the Dual Process Model and Family Sense of
Coherence, it offers users a framework that validates
their grief experiences, reassuring them that it is nat-
ural to oscillate between grief and focusing on the
future. This articulation of grief as a dynamic,
non-linear process is crucial for reducing feelings of
isolation, guilt or inadequacy that many individuals
feel in the aftermath of loss. The acknowledgement
that grief does not have to be constant, and that
pauses are both permissible and essential, contributes
significantly to fostering an ethos of self-care. Users
are encouraged to take a break from their grief with-
out guilt, which in turn helps them manage the emo-
tional and practical challenges they face. This aligns
with the Dual Process Model, which emphasizes the
need for bereaved individuals to balance grieving with
the everyday demands of life, facilitating the gradual
process of integrating the loss within their ongoing
life (Ng, 2021).

Importantly, the resource offers a "safe space” for
users to process grief information at their own pace.
A safe and welcoming space is critical, particularly
for individuals who may feel overwhelmed by the
complexities of bereavement and the unfamiliarity of
death-related processes. By providing an introductory,
step-by-step approach, the website normalizes the ini-
tial stages of grief and guides users through difficult
emotions and practical matters. This helps users
regain a sense of control.

Restoration of lost knowledge and social
validation

One of the key strengths of the website is its ability
to restore traditional lost knowledge and skills related
to grief. The resource sets the context for understand-
ing grief, with practical suggestions for supporting
others. It emphasizes the importance of meaning-
making, identity reconstruction, and continuing bonds
with the deceased; these are concepts that are often
neglected in formal grief models but are central to a
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holistic understanding of bereavement (Kellas et al.,
2013, Barboza et al.,, 2022). By offering suggestions
such as network mapping, memory-sharing, and con-
versation prompts, the website provides users with
accessible tools to engage with their social networks
in ways that encourage relational connectedness.

The website’s content addresses the challenge of
social unease and maladaptive responses to grief
(Macdonald, 2019). Many users reported feeling iso-
lated or misunderstood in the aftermath of a loss, as
grief is often met with awkwardness, silence, or avoid-
ance in social settings. By offering explicit prompts
for conversation and memory-sharing, the platform
creates opportunities for individuals to engage with
grief in a way that feels safe and manageable. This
can reduce social anxiety and enhance the bereaved
individual’s ability to share their story and make sense
of their loss and help them support others, thus facil-
itating a process of communal meaning-making
(Kellas, 2021).

While the resource encourages users to share mem-
ories, cultural norms surrounding grief, particularly
the belief in "not speaking ill of the dead" can hinder
honesty and create tension for individuals trying to
process complicated emotions. The suggestions to
encourage open conversations about the deceased
sometimes challenged these deeply ingrained values.
This highlights the complex interplay between personal
grief and cultural or societal expectations, underscor-
ing the importance of context in grief interventions.

Deprofessionalisation and empowering social
networks

An emphasis on deprofessionalising grief support is
a unique feature of the resource. By shifting the work
of grief management from professionals to the
bereaved and their social networks it fosters a sense
of agency among users, encouraging individuals to
become active participants in their own grieving pro-
cess and utilizing their existing resources, rather than
relying on professional support. For example, using
network mapping as a tool to identify strengths within
their networks and empowering them to leverage these
resources in meaningful ways (Aoun, 2020).

Promoting user agency and less reliance on bereave-
ment specialists was met with some resistance from
professional groups. This included, for example,
funeral director associations who while acknowledging
the benefits of normalizing grief and less dependency
on formal types of support, this did not translate into
the active promotion of the Families and Friends in
Bereavement resource.

Family resilience and role reconstruction

Enhancing family resilience by promoting the identi-
fication of strengths within families and social net-
works was a key concept of the online resource.
Resilience is not always characterized by a return to
normalcy, rather the ability to adapt and respond in
the face of adversity (Walsh, 2016). The focus on fam-
ily resilience emphasizes the importance of strength-
ening existing support systems and utilizing available
resources to improve relational sustainability. Being
able to draw on social capital to fortify existing
strengths and repurpose existing resources, enhances
capacity to navigate future adversities (Becvar, 2012,
Walsh, 2016). Such an emphasis on adaptability rather
than recovery aligns with Barboza et al’s (2022) notion
that grief is not something to be "fixed," but rather to
be lived through and integrated into ongoing life. This
includes navigating role and identity transitions, and
the necessity following a loss, for families to recalibrate
and reconstruct their relationships and social positions
(Ng, 2021). Providing a framework for this process, by
building upon the Family Sense of Coherence and its
concepts of meaningfulness, manageability and com-
prehensibility, the Families and Friends in Bereavement
web-resource helps users rechart and rebuild a sense
of self while holding on to the memory of the deceased.
This ongoing life-affirming process is vital for families
as they search for a new normal and try to make sense
of their post-loss identity (Barboza et al., 2022).

Limitations and future direction

We conducted a small scale evaluation of the online
web-resource which demonstrated that users valued
the knowledge, skills and tools it offers and a tem-
poral space to consider this. However, it is too early
to know whether this translates into actions and the
scale of our evaluation limits our understanding of
its longer-term impact. Efforts to expand the reach
of the website were constrained by professional agen-
das and vested commercial interests, which created
barriers to widespread dissemination and adoption.
For example, attempts to involve funeral directors,
who have been identified by the Lancet Commission
(Sallnow et al., 2022) as key to supporting bereaved
individuals, were hindered by commercially vested
interests which included running competing services
leading to a lack of professional conviction and
follow-through.

Despite these limitations, the focus on social net-
works and relational connectedness offers an innovative
and potentially transformative model for grief support,



particularly as it empowers bereaved individuals to
engage in their grief experience on their own terms.

While it is often suggested that online resources
can exclude some populations, evidence suggests that
internet use is increasing both in the United Kingdom
and globally (Office of National Statistics, 2020;
DataReportal, & Meltwater, & We Are Social, 2025).
Based on this, we considered that a web-resource was
appropriate. Furthermore, the resource was designed
with the intention that the tools to enhance knowledge,
skills and values were fully downloadable to be used
either as prompts for individuals to facilitate discussion
or to use collectively.

We envisage that our web-resource could be utilised
in other settings and with groups to enhance collective
knowledge and skills, therefore facilitating a social
and/or cultural experience and response to mourning.
With this in mind, in the future, it would be bene-
ficial to conduct a larger-scale evaluation to better
understand the effectiveness of the resource for diverse
populations and contexts. Increasing engagement and
involvement with professional groups, earlier in the
co-production process could facilitate buy-in and their
readiness to integrate our web-resource with existing
support systems. By addressing these limitations and
expanding its network of support, the Families and
Friends in Bereavement website has the potential to
play a significant role in reshaping grief support, pro-
moting resilience, and fostering meaningful connec-
tions among families and social networks.

Conclusion

The Families and Friends in Bereavement website
represents a novel approach to grief support and
enhances the grief agenda through its emphasis on
the role of social networks, empowering individuals
to take charge of their grief, and normalizing the
bereavement process. While challenges remain, par-
ticularly in terms of scalability and professional
buy-in, the resource offers valuable insights into the
ways in which grief can be better understood, navi-
gated, and supported within the context of family and
social networks. With further development and wider
dissemination, it holds potential to impact the existing
landscape of grief care and supporting individuals in
their ongoing process of loss and recovery.
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