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Development of an acceptance—based bereavement
support website to enhance coping and quality of

life after bereavement.
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Bereavement support needs in the UK

* Est. 3.5m people bereaved each year
* 10% need specialist support (Level 3)

* 30% may benefit from extra support (e.g. volunteer

led/Level 2)

* Many adjust well with support from friends and family

* HOWEVER normal grieving was disrupted during
the pandemic.

Ref: Who Needs Bereavement Support? A Population Based Survey of Bereavement Risk and Support Need (Aoun et al. 2015)
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Developing online bereavement support interventions

Gaps 1n the provision of
bereavement support exist

Need 1s greater than can be
met by existing services

Access to support at the right
time

Evidence-based interventions.

mygrief

* Online bereavement support based
on Acceptance and
Commitment Therapy
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ACCEPTANCE AND COMMITMENT THERAPY (ACT)

Aware
Be present
Psychological
flexibility
Open up Engaged
Acknowledge and make room Do what matters

for thoughts and feelings



Development of an online ACT intervention to improve
ability to cope and quality of life after bereavement
Aim
* To develop a programme theory and logic model to illustrate

how an online ACT-based bereavement support resource could lead

to improved outcomes

* 'To design, test and refine a prototype intervention/resource.
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My Griet My Way (MGMW) development

Sources

o1 02

4P

Research Interviews with 9 Two workshops Input from the
literature therapists providing involving 7 staff from research team
bereavement support Morganisations providing and collaborators
using ACT  bereavement support

os I

=

Workshop with
our lived
experience group
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Logic model development: Review of evidence and theory

e A Rapid Review of Literature on Online

ereavement Support

* Scoping review on ACT in palliative care

o nowledge of existing theory

. ther relevant evidence

Chack for updales
p

Review Articie

[
A rapid review of the evidence for online e Autnor) 2024
interventions for bereavement support e IS

sagepu.com/joursls-permissions
DOl 10.1177/02652163241235101
journais sagepub com/home/pm)
. L S Sage
Anne FinucanelZ(%), Anne Cannyl, Ally Pax Arcari Mairl,
Emily Harrop®(3), Lucy E Selman®:), Brooke Swash?,

Donna Wakefield®’(7) and David Gillanders!

Abstract
Background: Grieving is a natural process, and many people adjust with support from family and friends. Around 40% of people would

benefit from additional input. Online | #) cnecktor upasies
acceptability and effectiveness is emgl
Aim: To synthesise evidence on the fi
improve wellbeing, coping and quality
Design: A rapid review of evidence reg]
Methods Appraisal Tool.

PALLIATIVE
MEDICINE

Review Article

Palliative Medicine
2023, Vol. 37(8) 11
 The Authorls) 202

Data sources: English language articl
PsycINFO. Eligible articles examined fi
Results: We screened 2050 articles b
bereavement support was feasible,
Where reported, participant retentior]
reduced isolation; opportunities to p!
meaning-making and remembrance.
online forums.

Conclusion: Online interventions cal
bereaved people. National policies a
online formats.

Acceptance and Commitment Therapy (ACT) for
people with advanced progressive iliness, their
caregivers and staff involved in their care: A
scoping review

Article reuss guidelin
sagepub.com/journal|
DOI: 10.1177/02592.

journals sagepub conl

§ sage

Tilly Gibson Watt!("), David Gillanders?,
Juliet A Spiller’® and Anne M Finucane®®

Keywords
Grief, bereavement, adjustment disor| R
intervention, icine, digital he

People with an advanced progressive iliness and their caregivers frequently experience anxiety, unj
icipatory grief. Traditional to address concerns aim to modify dysfunctional thinking; h

limited in palliative care, 25 often concerns area valid and thought is unrealistic. Acceptance and Commitmy
 mindfulness-based behavioural therapy aimed at promating acceptance and valued living even in difficult circumstan{
onits value in palliative care is emerging.
Aims: To scope the evidence regarding Acceptance and Commitment Therapy for people with advanced progressivd
caregivers and staff involved in their care.
Design: Systematic scoping review using four databases (Medline, Psychinfo, CINAHL and AMED), with relevant Me
keywords from January 1999 to May 2023.
Results: 1,373 papers were identified and 26 were eligible for inclusion. These involved people with advanced prog|
(n=14), informal caregivers (n = 4), palliative care staff {n = 3), bereaved carers (n = 3), and mixed groups {n=2). Interw
(n=15) showed that Acceptance and Commitment Therapy is acceptable and may have positive effects on anxiety
distress, and sleep in palliative care populations. Observational studies (1= 11) revealed positive relationships betwed
and adjustment to loss and physical function.
and Commitment Therapy s d feasible in palliative care, and may improve anxiet]
and distress. Full scale mixed-methed evaluation studies are now needed to demonstrate effectiveness and cost
amongst patients; while further intervention development and feasibility studies are warranted to explore its value
carers and staff.

Conclusion: bl

Keywords
Acceptance and Commitment Therapy, palliative care, caregivers, bereavement, staff, terminally ill, scoping review

ORIGINAL RESEARCH

Bereavement
Joumal of grief and
responses 10 death

Bereavement during the
Covid-19 pandemic in the UK:
What do we know so far?

Emily Hamop Cordiff University, Marie Cutie Paliative

Core Ressaich Cantie, Divis

f Population Medicine
E Selman University of Bristl, Pallative and

End of Life Gere Research Groug, Population Health
Scierces, Bristol Medical School

Keywords: bereavement, grief, pandemics,

infections, services.

The Covid-19 pandemic has been a
devastating mass bereavement event, with
measures to control the virus leadng to
unprecedented changes to end-of-life and
mourning practices. In this review we consider

implications for practice

Improve communication with families at the
end of ife, enabiing visiting and contact with
patients as far as possible and providing better
suppartimmediately after o dedth. This post-

lecth contact should indude information-givin
‘on bereavement services and opportunities to
discuss the death/ patient-care.

Greater rsourcing and expansion of national and

the fences of
people bersaved during the pandemic. We
summaries key findings reported in the first
five publications from our UK-based
Bereavement during COMD-19 study, drawing
comparisons with avalkable evidence fiom
other studies of bereavement during the
pandermic. We summarise these findings
acioss thies main topics: experiences at the
#nd of life and in early bereavement; coping

tegional aduitand child servic
thstiategies o improve awareness of

Community, school and work-t
interventions/guidance shauld strengther
pportive networks and improve grief literccy,
n mmunication skills ccios
society When lockdown estictions are in place,

permittad for the recently bereaved.

and proft duing the pandemic;
and accessto bereavement and mental
hedith senvices. The synthesis demonstrates
the exceptional challenges of pandemic
bereavement, including highlevels of
disruption o end-of-lfe care, dying and
mouming practices as well a5 1 people’s
sodid networks and usual coping
mechanisms We identified considerable
needs for emational, therapeutic and infomal
support among bereaved pecple,

by significant difficulties in

fe greater

tespect and listering 1o those bereaved, i
s e

the UK Commission on Bereavement:
bereavementcommissionorg uk)

receiving and accessing such support. We
provide evidence-bosed recommendations
for improving paople’s experiences of
bereavement and access to supportat ol
levels.
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Logic model development: Qualitative work

willi et ol BMC Palfiative Care (2024) 2359 BMC Palliative Care
hitpsy/dolorg 0.1 186/51 2504-024-01390-x

e Qualitative interviews (N = 9 ACT practitioners)

e : ® |
Practitioner perspectives on the use =) . . .
afsceertanes and commEmERTERIY  Identified problematic grief responses

for bereavement support: a qualitative study e  Mindfulness

Nikolaus Willi", Anna Pancoast’, loanna Drikaki’, Xueying Gu', David Gillanders’ and Anne Finuzana'? . . . .
o * Defusion and perspective taking exercises

Abstract
Background Thera is currently a high demand for bereavement support coupled with inconclusive findings as to (] S h Ik b 1

the efficacy of existing approaches. Acceptance and Commitment Therapy (ACT) aims to improve human functioning enSIt1V1ty W en ta’ 1ng a’ OUt Va' ues
and has shown efficacy across a wide range of conditions. ACT may be a promising means of supporting bereaved
pecple, yet evidence on the use of ACT for bereavement support is lacking. The aim of this study is to explore how . . 3
ACT is currently used for bereavement support and practitioner perspectives of how it helps following bereavement. [ Startlng p Olnt dlffers

Methods Semi-structuned interviews were conducted cnline via MS Teams with practitioners experienced in using
ACT for bereavement support. Data ware analysed thematically guided by a framework approach. . . .
Results Nine partidpants were recruited. Thrae themes were identified: (i} creating psychological space around grief, [ U ﬁll f 1 d h

{ii) using psychological space for value-directed action in the midst of grieving, and (i} adapting ACT for bereavernent S e 1ntegra‘t10n O re a'te t era’ples M
support. Practitionars indicated that ACT improves clients’ relationship with distressing internsl experiences.
Metaphors and mindfulness technigues were used to encourage acceptance of grief responses, taking perspactive
on distressing thoughts and images, and contact with the presant moment. Better relationships with distressing
experiences ware regarded as less psychologically taxing, improving coping and wall-being, while providing the
psychological space to engage in value-directed action. Values exploration, sometimes using metaphors and
oxercises, was seen as supporting the bereaved person to rediscover a sense of purpose and engage in meaningful
activities 2longside their grief Practiticners used ACT flexibly, integrating other interventions, and adapted ACT to the
percaived sensitivities of bereaved pecple, and age-related and developmental factors.

Conclusion ACT is used to support people who have been bereaved to ive effectively with the difficult thoughts
and feelings associated with grieving and fo enable themn to gradually identify, reconnact with, and act in line with
their values aftar loss.

Keywords Acceptance and commitment therapy, ACT, Bereavernent, Grief, Qualitative research, Psychological
adaptation, Caping skills, Coping behaviour, Coping strategies, Psychological well-being
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Logic model development: Key stakeholder engagement

* Meetings with bereavement support organisation staff

e Research team and collaborator meetings

Cruse
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Logic model: Lived experience group

— 5 females and 4 male

— Diverse cultural backgrounds

— Loss of parent, spouse and child
— Expected and traumatic loss

— Time since loss varied

- Single and multiple losses

— Retired, working, care professionals, academia.
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Logic model development

Literature reviews/evidence synthesis
Qualitative data collection

Stakeholder meetings

Research and collaborator team meetings
Lived experience group input

My Grief My Way
Logic model

My Grief My Way
Prototype
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Known Risk Factors
for Higher Grief
Support Needs

SITUATIONAL FACTORS
Financial hardship

Social Isolation
Relationship with health
providers around the loss

LOSS FACTORS
Unexpected death
Death of a child

Loss of support system
Unable to say goodbye /
unfinished business

INDIVIDUAL FACTORS
Complex relationship with the
deceased

Multiple losses

History of psychological
difficulties

Key:
= [nforms

= Influences

Known Indicators of
Higher Grief Support
Needs

OVERWHELMING EMOTIONS
Sadness, anger, anxiety, regret
guilt, shame

LOSS OF MEANING & PURPOSE

Contextual Considerations

TECHWNOLOGY FACTORS
Internet access, Familiarity,
Mavigation, Accessibility

¥

|dentity disruption
Frozen: What do | do now?
Spiritual Crisis

BURDEM OF EXPECTATIONS
From self and others

SELF CRITICISM
About the death or about grieving

TRAUMATIC MEMORIES
Of how the deceased died or
memories involving the deceased

AVOIDANCE

Of emotion, memaories, sensations,

thoughts

PHYSICALITY OF GRIEF
Concentration, sleep, pain, fatigue

ISOLATION & LONELINESS

Intervention Components

REAL STORIES

Mormalising a range of grief
responses, highlighting indicators of
higher grief support needs and how
people respond

SKILLS TRAINING: OPEM. AWARE
& ENGAGED

Videos, audio exercises, imagery,
metaphors, worksheets

ENGAGING & SOOTHING
Colour palette, nature imagery,
poetry, flexibility of choices,
relationship with site

INTEGRATION OF OTHER
APPROACHES

Self compassion, continuing bonds,
dual process, education

1

Volunteer Support

Relationship. emational expression,
active listening, ACT skills delivery
and reinforcement, trouble shooting

Change Mechanisms
NORMALISATION
PROVIDING HOPE

MEANING MAKING

Perspective taking, value / pain
connection, unhooking from unhelpful
stories

EMOTION REGULATION
Expression, comforting, soothing,
distress tolerance

INCREASED PSYCHOLOGICAL
FLEXIBILITY

Enhanced openness to emotions
Stepping back fram thinking
Enhanced awareness of influences
and consequences of responses
Connection with what matters now
Engaging in concrete actions to live
well with grief.

SOCIAL SUPPORT

Support from volunteer listener
Opening up to friends and family
Feel part of a grief community

Qutcomes

INDIVIDUAL SHORT TERM
Emotion tolerance and regulation,
active coping, seeking social support.
Increased wellbeing, increased
psychological flexibility

INDIVIDUAL LOMNG TERM

Engaging in things that matter,
reconnecting with relationships, making
new relationships, Improvements in self
care

BEREAVEMENT SUPPORT
VOLUNTEERS

Enhanced skills and tools
Increased psychological flexibility
Greater confidence

U

]

Impact
INDIVIDUAL
Everyone who would benefit from
bereavement support will have
immediate access to evidence based
advice and support

DRGANISATIONAL

Greater reach, serving more people,
safe, effective and cost effective,
additional service offering

SOCIETAL

Grief support needs become
recognised and validated, greater
openness and awareness

FUNDED BY
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Welcome to My Grief My Way

mygrie

It's an online bereavement support package that you can work through at your own pace. It's aimed at adults who
have lost someone and who recognise that they could use a little bit of help. Click the video below to find out more.

Unexpected Death

My Roal Stories  Understanding Grief v Ideas &

Audio Exercises

Developlng Awareness

Helping you to learm how to be more present and
aware of what Is happening and how you are
deallng with grief
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CORE ELEMENTS Marle

Engaging and accessible: video, language, imagery, poetry (from the heart),

consistent person / relationship with the site
Real people’s stories edited to show common stuck points of grieving
ACT skills training — videos, worksheets, audio
Understanding and normalising a wide range of responses

Specific strategies for selt support — wellbeing, lifestyle, sleep, cooking, exercise
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ip vy &
EXAMPLES OF CONTENT Catis

Real people s stories

EXPECTATIONS OF SELFAND OTHERS

ACT skills training
OPEN SKILLS

° Poetry
START CLOSE IN



https://vimeo.com/888774001
https://vimeo.com/891437668
https://vimeo.com/901106377
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QUANTITATIVE FINDINGS

* Small n (only 27 participants total, 20 provided both pre and post measures)

* Baseline analysis — no difference between those who completed post

questionnaires and those that did not

* Time between pre and post — mode = 49 days (7 weeks) (Range 41 — 111 days)

The University of Edinburgh is a charitable body, registered in Scotland, with registration number SC005336 www.ed.ac.uk
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QUANTITATIVE FINDINGS Curie

Mental
: : : L\ J  wellbeing | 4
ZI Large improvement in wellbeing =N A
Social
V] Small effect size changes on other variables support L AT
ZI Suggests indicator of benefit — ot

The University of Edinburgh is a charitable body, registered in Scotland, with registration number SC005336 www.ed.ac.uk
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OUALITATIVE HEADLINES Conie

“Yes, I think it's very user friendly and I think it's easy to access and I think it quite clearly lays out you know,
where you can find everything.”

“I guess I felt there was people caring for you. So, it did give you that you were caring and that you weren't alone.
It was there whenever you wanted it.”

“Yeah, I realise how strong I am. And how honest I am with myself. Being open with myself about my feelings and,
you know, being aware of the impact of what I'm feeling and how it has an impact on me.”

“From 6-7 weeks ago until now... what an improvement and I think that My Grief, My Way has played a big part
in that, you know.”

The University of Edinburgh is a charitable body, registered in Scotland, with registration number SC005336 www.ed.ac.uk






Some Trends ...
Changing demand for services

* 50% of our clients have been bereaved < 1 year

* Increasing waiting lists
* Dip in volunteer numbers post pandemic

e Triage indicating higher levels of client complexity

» and some assessed as not needing support ...

* Changed preferences for how support delivered
e Helpline (phone) to GriefChat (online text based)

* Higher levels of remote support requested




Our vision is a
compassionate
Scotland in which
the impact of
bereavement and
grief is properly
understood and
supported.




Background — University of Edinburgh

1.1 Background

Grieving is a natural process; typically, 680% of people who are bereaved are at low risk of complex
grief issues and learn to adjust with support from family and friends. For three in ten people,

additional support provided by volunteers or peer support groups is helpful; and for one in ten
people specialist support provided by mental health professionals is needed.!?-2! Despite this need,

access to support is inconsistent.t?!

. THE UNIVERSITY
= of EDINBURGH




Our involvement — Cruse Scotland

e Stakeholder meetings

* |nvolvement of client / bereaved individuals

e Patient & Public Involvement (PPI) group
e Website materials —resources & videos

 \olunteer involvement

* Training
* Website review
* Client support

* No intervention / Low / Moderate support needs
* Self-directed / volunteer-supported

* Feedback




My involvement

* Director of Client Services
* Meet current needs of clients
e Future proofing

 Counsellor - -
 Therapeutic basis - | - W N
* Foundation - grief models
* Research based

* Trainer

* Hopeful for what may lie ahead!

“6. As a counsellor, | can only take you as far as | have been willing to go in
my own life.” Counsellors’ Creed — Author unknown




The future is bright ...

* Embedded in resource materials
*  Website
e Literature
* Support options
* Self directed support
* Resource whilst on waiting list
* ‘Early support’ development
e Volunteer facilitated counselling support

e Volunteer training & development opportunities

e Recruitment & retention






