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Glossary

Bereavement — When we talk about being ‘bereaved’, we
are looking at the loss of any person who is significant to
a child.

Childhood — We define ‘childhood’ as up to the age of
25, to allow us to capture the experiences of all infants,
babies, children, young people and young adults and the
long-lasting nature of grief.

Experts by Experience - Individuals with direct first-
hand lived experience, past or present of childhood
bereavement.

Family — When we refer to a ‘family’, we see this as
determined by the young person, including anyone
significant to them beyond their immediate birth
families.

Supporting Adult — We see this as any adult with a

role in supporting a young person, this goes beyond
parents or carers to also include people like teachers and
neighbours.

Get in touch:

If you would like to find out more about the project or to sign up to our
newsletter you can get in touch with the project at:

bereavement@includem.co.uk

You can also find out more via our website:
includem.org/childhood-bereavement/
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Introduction

The National Childhood Bereavement Project was established to realise the
commitments made by Scottish Ministers to improve support for those who are
bereaved during their childhood, as outlined in the Programme for Government
2016/17'.

This interim report provides an update on progress made within the first twelve months of the

project in relation to key deliverables and milestones set by the Scottish Government. This report

also highlights emerging cross-cutting themes from the initial engagement with individuals and
organisations supporting infants, children, young people, and young adults who have been bereaved. It
has been created with and by those with direct lived experience of childhood bereavement, providing
a platform for their views to be meaningfully heard.

The report will set out the draft plans for the final twelve months of the project which is set to conclude

and report back with recommendations to the Scottish Government in March 2022.

When the project was initially commissioned by the Scottish Government in early 2020, the world
looked very different. The COVID-19 pandemic has brought issues of death, dying and bereavement
into sharp focus. While the long-term consequences of the pandemic are still uncertain, we can
already see the profound detrimental impact on the nations wellbeing?.

Our children and young people have suffered major disruptions to their lives at an unprecetended
rate. Research from Childhood Bereavement Network found that grieving infants, children, and young
people have found the pandemic hard to cope with. 80% of widowed parents said their children had
struggled with isolation and loneliness during the pandemic, and a further 79% reported that their
children have had more of a problem with worry and anxiety®. Before the pandemic, at just eight years
old 50% of children were found to have experienced the death of a close family member*.

Despite this evidence of widespread grief, the current picture of childhood bereavement in Scotland
still underestimates its true prevalence and impact. Recent studies in this area do not factor children
being bereaved beyond their immediate families, and the full extent of the COVID-19 pandemic has yet
to be understood.

It is abundantly clear: no child is immune to experiencing the death of someone they love by virtue of
their age. The effect of grief on a rapidly developing infant, child or adolescent brain can have a lasting
impact which Scotland has a duty to mitigate and support. Now more than ever, we need a national
conversation around death which centres the voices of those with lived experience to drive service
innovation. It is, as such, the collective responsibility of the National Childhood Bereavement Project
to outline what is needed to ensure support is available to all infants, babies, children, young people
and young adults who experience a bereavement as and when they require it.

“It is abundantly clear: no child is immune to
experiencing the death of someone they love
by virtue of their age.”

Background

Includem, a charity supporting children, young people, and families to transform their
lives, was appointed as the National Childhood Bereavement coordinator in March
2020°.

Includem brings extensive third sector knowledge and a strong track record of working in
partnership with charities, statutory service providers and local authorities to the role of the

coordinator.

The Scottish Government has outlined commitments to improving bereavement support in Cabinet
meetings with children and young people® and in Government strategy documents including the
National Performance Framework and the Scottish Government's Mental Health Transition and
Recovery plan’. Bereavement support also interacts with broader Scottish Government aspirations
including the Getting It Right for Every Child (GIRFEC) approach for children to grow up Safe,
Healthy, Achieving, Nurtured, Active, Respected, Responsible, Included (SHANARRI).

Similarly, a wide range of professionals and individuals from across the Scottish policy landscape
have dedicated their personal and professional lives to ensuring good bereavement support is
fundamental to our society. This is evident through the development of vital resources such as the
National Bereavement Charter for Scotland® and the delivery of the Seasons for Growth programmes
across Scotland.

The ethos behind the National Childhood Bereavement project is not a new phenomenon to
Scotland. Our work seeks to join up the many discussions, consultations, engagements, and research
that has come before the project and will come after its lifespan to create a country where all children
and young people feel safe, nurtured and loved, complementing and building on existing efforts.
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Timeline of Events



Milestones & Key Deliverables

Milestone one
Provide project plan and timeline for the year with key deliverables

and dates

Milestone two
Research the landscape for bereavement support for children and
young people in Scotland and produce a vision of future support

Milestone four

Map workforce for bereavement and their training providers,
outlining standards to be delivered against

Milestone five
Produce an analysis report and recommendations based on the
analysis of service provision, outlining recommendations to fill the

gaps

Milestone seven

Attendance at relevant networks and events as and when required
includem.org 1.




Phase One

The measures imposed to control the spread of the virus significantly hindered
the beginning of the project as includem were unable to appoint a Project Lead
and many relevant organisations, individuals, and support groups were either
dealing with immediate changes to their own operations or ceased all activities in
response to the pandemic.

To ensure no time was wasted, a team of includem staff completed a stage of desk-
based research. The team included members of the senior management team and
five experienced Project Workers based across a variety of local authority areas.
Through interviews and surveys, the team gathered information about the type of
support that is available, the criteria to access this, and the sustainability of the
service. Where available, the research team also recorded relevant statistics of the
number of children and young people who had received support. Additionally,

we spoke with representatives from health, education, and social work, to

gather information about the current approaches used to support children and
young people who have experienced bereavement. Throughout this stage 105

key stakeholders were identified across Scotland who provided direct support to
children and young people.

The culmination of this work produced a baseline of the current landscape of
bereavement support for an incoming Project Lead to explore further. This
included areas such as disparities in service provision in urban and rural areas,
difficulties in accessing support, variation in available funding strands and the lack
of strategic coordination bereavement support across Scotland.

includem.org
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The National Childhood Bereavement Project aimed to build meaningful participation
opportunities for those who have a professional and/or personal experience of
childhood bereavement in Scotland. To do this, we have actively gathered the views of
children and young people who have been bereaved, the supporting adults in their
lives, and the individuals and organisations working to help them through their grief.

Awareness Raising

Created a podcast episode
. on the impacts of childhood
Accom pl ishments bereavement for Children's Grief

Awareness Week
« Secured a further 12 months of funding

for the project
Featured on BBC Reporting

Scotland
a s e Wo o Hosted four roundtable discussions

across two themes gaining 30 attendees

from across Scotland Established a project newsletter
gaining 75 subscribers from
across Scotland

« Signposted 6 people with lived expe-
rience and 5 individuals working with

bereaved children and young people to Produced a series of Instagram
bereavement support posts in partnership with The

Unheard Group on young people's

. experience of loss
o Attended 12 external online events,

including a parliamentary hustings

Published an article in The Herald

and contributed to a piece in the

» Regularly attending Bereavement Holyrood Magazine
Network Groups in 9 areas: Lothian,

Lanarkshire, Fife, Tayside, Grampian,
Forth Valley, Dumfries & Galloway, Gained over 100,000 impressions

Highland and Glasgow across social media channels
from project related posts
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Our Engagement

We recognise that support for bereaved children and young people cannot be
improved in a silo. Therefore, we have worked across several policy sectors to
guarantee that each and every child grows up in an environment that enables them to
flourish. This is including but not limited to, children and families, care, youth justice,
health, and education.

The aim of our participation strategy is twofold: to bring together as many individuals
working with bereaved children and young people as possible, whether that be
directly or indirectly, to share their insights and reflections, and to develop a
mechanism for involving those with lived experience of bereavement to shape our
recommendations. To realise these ambitions, we have been delivering two strands
of work simultaneously.

In The Media


https://www.heraldscotland.com/news/19234748.agenda-time-transformation-support-childhood-grief/
https://twitter.com/Includem2000/status/1349295051378188288?s=20
https://www.holyrood.com/inside-politics/view,a-lesson-in-death-why-bereavement-should-be-on-the-school-curriculum
https://includem.org/news/includem-appointed-national-childhood-bereavement-coordinator-by-scottish-government/
https://youtu.be/sbseak2dKGw

Timeline of Support Themes

At the National Childhood Bereavement project, we recognise that even the best
outputs can be rendered useless if they are not accessible and relatable to

their target audience. With this in mind, we have designed the project with the
mechanisms in place to enable infants, children, and young people who have

been bereaved to have a continuous influence in how it looks, acts, and feels. This
approach is in line with the ethical participation and co-production blueprint set out
in The Promise® and honours Article 12 of the UNCRC!, to ensure every child has the
right to be heard in matters affecting them and to participate in the life of their family,
community, and society.

From our desk-based research and our early conversations with individuals and
organisations across Scotland, we identified cross-sector trends, common ground,
and gaps in support. In partnership with those working with children and young
people who have been bereaved, we developed six interconnected themes to be
explored.

Through continuous engagement with those with lived experience, we are working

to produce a Timeline of Support to identify the disparities between the support
people receive when they are bereaved, and the support people felt would have been
beneficial to them. To ensure the people we engage with feel heard and respected
at all times, we have designed our participation approach with the aim of creating
a safe environment to allow grief to be explored in a way that is meaningful to each
individual. In supporting people to tell the story that matters to them, they have a
space to remember the person who has died.

In order to gather the views of as many individuals from across the bereavement
landscape as possible, we have hosted a series of broad, challenging, and inclusive
conversations organised around our six identified themes. As of March 2021, the
roundtables for the COVID-19 and Conversations Around Death themes have taken
place. Both themes had two online sessions to explore a set of key questions. For each
theme, there were one or two ‘Key Collaborators’ who are individuals with expertise in
the field and have an existing relationship to the project appointed to jointly plan and
facilitate the discussions.

Across these roundtables, there were 30 attendees from a range of backgrounds
including universities, hospices, charities, educational psychology, local authorities,
schools, youth centres, and health boards. 60% of the attendees had no previous
engagement with the project, becoming aware of the roundtables through social
media or mutual networks.

9 https://www.carereview.scot/wp-content/uploads/2020/02/The-Promise.pdf includem.o rg 19.
10 https://cypcs.org.uk/rights/uncrc/articles/article-12/
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Conversations Around Death

COVID-19

Exploring cultural and community influences on children and
young people's experiences of bereavement

\\\\\\\\\

\\\\\\\\\

Key Collaborator

Session One

What are the ways that society/culture influence
children and young people’s experiences of
bereavement in Scotland?

How can we equip communities to feel confident
supporting young people who've been bereaved?

Session Two

How do we empower young people who've been bereaved to
ask for help and know what to do?

Have you got any examples of a place/community/initiative
set up to support or improve the experiences of young peo-
ple who've been bereaved? What have been the strengths
and/or weaknesses?

Exploring the impact on bereavement services for children and

young people

Key Collaborators

\\\\\\\

\\\\\\\

Session One

What lessons have you learned from adapting your services?

Session Two

What are the differences in experiencing grief before March
2020 and after March 2020?

What are the impacts of grief on individual and family
systems during lockdown?

What are your experiences of how people are able to use
bereavement services during the pandemic?



Year One
Findings

The engagement carried out during year one of the project has allowed us to produce
interim propositions to improve Scotland’s bereavement landscape. These key
findings are summarised under quotes from individuals the project has heard from,
containing information gathered from the last 12 months of one-to-one meetings,
roundtable discussions, events, and network groups.

“Everything in my armoury was taken
away because of the shift to online.”

The coronavirus pandemic has forced our workforce to rapidly adapt to new ways of
working. Those who have continued to provide support throughout have told us the
varying degrees of success their services have had.

At the start of the pandemic practitioners generally assumed that the move to
online support would be preferred by young people as they are considered a more
technologically literate generation. Yet, this has not proved to be the case - with

a consensus across the sector that many young people are feared to be ‘holding
onto’ their grief until face-to-face services are able to resume. There is a sense
across service providers that it’s tougher to build authentic relationships online,
especially when talking about traumatic experiences like bereavements, due to the
inability to pick up on in-person cues that help you better respond to someone’s
needs, like body language. Additionally, certain online sessions with children now
require a supporting adult to be present which can make it harder for young people
to be honest about their feelings. These factors have been further exacerbated by
lockdown restrictions preventing and/or limiting end of life rituals such as limited
capacities at funerals and wakes.

Despite these challenges, many organisations have continued to provide high-
quality support. Services have worked tirelessly to ensure volunteers and staff are
trained up in both face-to-face and virtual delivery. Improvements in joined-up

sector working have increased the number of networking events, encouraged greater
sharing of resources, and improved the ability for those in remote communities to
access support. Some charities have also had success in hosting virtual memorial days
which has allowed families to come together from around the world over Zoom.

To learn from the hurdles services have overcome and to embed the positive work
that has been achieved into our infrastructure, there is a consensus that taking a
blended approach of face-to-face and virtual support post-pandemic is necessary
to accommodate the widest range of needs.



“No one talks about what happens when
you die and how to cope afterwards.”

As a nation, we tend to shy away from talking about death in general. Conversations
about death are avoided around children and young people, which can
inadequately prepare them for the realities of bereavement.

In the ‘Conversations Around Death’ roundtable discussions, we explored the barriers
some adults felt prevented them from talking about bereavement with children. We
heard how some adults feel the need to protect young people from the implications of
death - however, while it is not bad to shelter children from certain things, avoiding
conversations around death completely can have unintended consequences on a
young person’s development. Softening language to explain death to children can
confuse their understanding of bereavement. Using phrases such as “they’ve went to
sleep” can make children scared of going to bed in case they don’t wake up. Referring
to the person who has died as being 'lost' through phrases like "we've lost them" or
"I'm sorry you've lost them" indicates to children that they are something to be found.

Similarly, those directly supporting bereaved children and young people expressed
that the reluctance from adults to talk openly about death with children can deepen
the symptoms of grief because children internalise that it is not something to talk
about - making them feel unable to cope when a significant person in their life dies.

Death, Dying, Grief
& the School Environment

“You can have all the grades and education you want but
when loss comes it instantly changes you - no amount of
intelligence will prepare you for the journey of grief.”

Schools can act as a place of respite from home circumstances in a child’s life.
Thus, it is important to ensure schools are properly equipped to support bereaved
children and young people. For some of the individuals working with bereaved
children and young people we have spoken to, this would ideally require every school
in Scotland to have a universal bereavement policy and procedure in place. For
others, they view updating the Curriculum for Excellence to incorporate elements of
loss, grief, and bereavement into children’s education as an important step forward.
Regardless of the form bereavement education may take, it is crucial that the
multicultural and diverse nature of Scottish citizens is taken into consideration
during the development stage to ensure no one is left out of the conversation.

We will explore this in more detail during our upcoming roundtable discussions
themed around ‘Training & Education’. These discussions will gather teachers,
educational psychologists, charity workers, training providers, and more to map the
best course of action to incorporate death, dying and grief into a school environment.

We will also be working to carry forward the petition to Scottish Parliament on
making bereavement education compulsory in schools by working in partnership
with those involved" . Any recommendations around education will be co-developed
with existing training and education providers such as Seasons for Growth and Child
Bereavement UK to ensure we are working collaboratively, not competitively.

"it is crucial that the multicultural and diverse nature of Scottish
citizens is taken into consideration during the development
stage to ensure no one is left out of the conversation."
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. ° 2
“We're all in the same storm but aren't all in the same boat" OIS LS M L

Some young people may be ready to instantly talk about the person who has died, whereas others

might need weeks, months or even years. Scotland cannot legislate for all forms of grief, nor should

it try to. There is no ‘one size fits all’ when it comes to grief - it is an individual process that will

affect everyone differently. What we should do, however, is put the foundations in place to create an what do you know now that you wish you
environment where all infants, children and young people, both verbal and non-verbal feel safe and knew then?

supported with their grief when they require it.

Through our Timeline of Support work, the young people who have engaged in the project thus far
told us how we can begin to realise this vison.

“l want it to become normalised to speak about death and for less
people to be uncomfortable around the topic so that it’s easier to speak

who were .the sign!ﬁcant about the person who has died”
people in your life?

Rebuilding your life after a bereavement is difficult at any age. But for
young people growing up, the loss of a relationship that will never come to
fruition can be particularly difficult to navigate. There is work to be done
around normalising talking about dying, death and bereavement in daily
what support did you have life to make it easier for young people to feel that they have a safe space
around you? where they can lean on others to process their grief, regardless of how

L i fe I o n g much time has passed or the age they were when they were bereaved.

Additionally, some young people discussed the burdens of having to take
on things like debt and bills after a supporting adult in their lives has died..

[ [ With limited options in place to support young people in these situations,
o n I t I o n they can be pushed into precarity making an already difficult time harder.
Young people told us that having access to grants and financial support

after being bereaved would have helped them stay afloat.

“l wish | had help prior to my mum’s death to help come to terms with
the fact she was going to die”

We have heard stories of young people struggling to adapt to
life without the person who has died, feeling like everything
was happening out of their control. When asked what could, in
part, prepare them for being bereaved, young people told us that
education on the grieving process in schools is key. They said that
this would normalise the experience of being bereaved as it would
be spoken about as a natural part of life. This would educate young
people on how certain behaviours and feelings are symptoms of
grief, making it easier to recognise and support someone going
through a bereavement.

“l wish there was an automatic referral to have someone to speak to after it rather than
having to find it yourself”

Similarily, pre-bereavement support for young person with someone
close to them being diagnosed with an incurable illness is limited
across the country. Some young people told us that they would
benefit from support to deal with anticipatory grief such as peer

When you are bereaved, it can feel as though every aspect of your life changes overnight.
If a young person experiences the death of their primary caregiver, they can find
themselves having to rapidly uproot their home lives. This could mean having to move
house, city or school as well as potentially learning to live with new people. All of these

support groups. what did you feel factors can make an already challenging situation more difficult, especially if you feel
changed? that there is no support around you. Similarly, young people told us that when they were
bereaved it isolated them from others their age because they felt unable to speak to their
friends about what they were going through.

At the time of a bereavement, young people expressed the need for improvements in
signposting to available support. Others we spoke to called for an automatic referral to
put them on the radar of services in case their grief manifests in crisis at a later date.
what would have There was also an emphasis on upskilling those already around the young person, such
helped you? as their friends and teachers, to enable them to feel confident in offering the space to talk
about their grief. They also suggested things like an increased provision of peer support
groups to bring together other young people who have been bereaved, similar to the Let's
Talk About Loss meetup groups.



https://letstalkaboutloss.org/
https://letstalkaboutloss.org/

For the full series visit www.instagram.com/theunheard

includem.org  29.



http://www.instagram.com/theunheardgroup

Year Two

The work completed over the last twelve
months has given us the building blocks
to create a vision of future support for
childhood bereavement.

Throughout year two of the project, we will
continue to roll out our engagement strategy
across Scotland. This will include hosting
the remaining four roundtable discussions
exploring the themes of 'Training &
Education! 'Rebuilding Lives| 'Responses to
Grief', and '"Mapping Support' We will also
engage with as many individuals with lived
experience of childhood bereavement as
possible, to inform and design our Timeline
of Support. This will allow both for greater
depth to our findings and greater clarity on
the recommended actions that will form the
basis of the project’s final report.

The project is also working proactively to
improve service provision when it can now,
rather than waiting until final publication
of the report. This includes breaking

down barriers to accessing support across
Scotland in collaboration with Cruse
Scotland and Child Bereavement UK by
strengthening the signposting website ‘At A
Loss’ 2.

During the final months of the project

we will focus on enhancing public
understanding of childhood bereavement to
prepare Scotland for the recommendations
outlined in our final report.

Thank
You

We would like to thank
the children, young
people, supporting

adults and individuals
from organisations

who have shared parts
of their journey and
are partnering with
us to drive change
together. The first year
achievements of the
National Childhood
Bereavement Project are
a direct result of that
determination to make
a difference for grieving
children and young
people in Scotland
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