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* Est. 3.5m people bereaved each year

* 10% need specialist support (level 3) /Ae\lg\

N

Level 2

* 30% may benefit from extra support
(e.g., self directed/volunteer led - level Level 1

1/2)
z//// Level O

* Many adjust well with support from
family and friends, (level 0)

* 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)



* Online bereavement support based on
Acceptance and Commitment
Therapy
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Acceptance and commitment therapy (ACT)

Aware
Be present

Open up Engaged
Acknowledge and make room Do what matters
for thoughts and feelings
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All‘IlSi To develop a programme theory to illustrate how an online ACT-based bereavement

support resource could lead to improved outcomes. To design, test and refine a prototype

intervention/resource.

Steps Taken: Development of a logic model

* Literature review

* Workshops involving staff from organisations providing bereavement support
* Interviews with ACT therapists

* Input from the research team and collaborators

. Workshops with our lived experience group
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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

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

BURDEN 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, memories, sensations,

thoughts

PHYSICALITY OF GRIEF
Concentration, sleep, pain, fatigue

ISOLATION & LONELINESS

Contextual Considerations

TECHNOLOGY FACTORS
Internet access, Familiarity,
Navigation, Accessibility
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Intervention Components

REAL STORIES

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

SKILLS TRAINING: OPEN. 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
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Volunteer Support

Relationship, emotional 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 from 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

Outcomes

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

INDIVIDUAL LONG 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

4
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Impact
INDIVIDUAL
Everyone who would benefit from
bereavement support will have
immediate access to evidence based
advice and support.

ORGANISATIONAL

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




How we try to block out the pain

The feelings that come after loss can be so upsetting and overwhelming that we do whatever we can to deal with
them. Sometimes this involves different ways that we try to block out emotions, memories or thoughts. This can
include things that are not especially unhealthy such as sometimes preferring not to talk about how you are feeling.
Sometimes we can get into habits that in the longer term are not likely to be helpful to us, such as never talking
about how you are feeling, drinking too much, using drugs or overusing prescribed medication, or just staying busy
with work or home tasks. Sometimes the situation that we are in means that in the short term we need a way to shut
down overwhelm. However, in the longer term, it's generally not likely to be effective if we don’t learn how to be
with our feelings.

You Are Here

Anne Finucane
Marwe Curse Senior Research Felow
Unwversty of Ednburgh

David Gillanders
Servor Lecturer
University of Eclnburgh

!

Audio Exercises

Developing Awareness

Helping you to leamn how to be more present and

aware of what Is happening and how you are
deallng with grlef
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Core Elements

Engaging and accessible: Language, imagery, poetry, consistent person/relationship
with the site.

Real people’s stories: To show common sticking points in grief .
ACT skills training: Videos, worksheets, audio.

Increased knowledge: Understand and normalise a wide range of grief
responses.

Specific strategies: For self support — wellbeing, lifestyle, sleep, cooking,
exercise.
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Quantitative findings

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

Warwick Edinburgh Wellbeing

Large improvement

Adult Attitudes to Grief Scale

Small improvement
Coping with grief

Small improvement

Social Support

Small improvement

N N X X X

Psychological Flexibility Small improvement
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Qualitative Headlines

“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.”
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Moving forward

* ESRC Impact acceleration grant:

* My Grief My Way website refinement

* Increase dissemination — national and international
* Support stakeholder adoption

* Training

* Evaluation — google analytics
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Future research

* Increase implementation and adoption
* Test in larger sample
* Adapt for young people, more diverse population

 Examine the role of facilitation

* DClinPsych research project
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