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Reclaiming Yourself Tool: A Psycho-social Writing
sienia. Intervention for Older Adults Bereaved of a Spouse @

with Dementia
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Shelley Peacock; Lorraine Holtslander; Genevieve Thompson; Megan O’Connell; Melanie Bayly; & Kirstian Gibson

Introduction
Bereaved spouses of a person with
dementia have been identified as being in
need of bereavement interventions. The
Reclaiming Yourself tool was developed to
fill a gap in the current interventions
available to bereaved spousal carers.

Phases of tool development

Phase 1
1.Problemdefined (need for writing tool)
2.Supportfromlocal AlzheimerSociety and olderadult
residences
3.Recruitmentthrough Alzheimer Society
advertisements and local social workers
4. Currentbereaveddementia caregivers interviewed
abouttheir experiences during caregiving and
bereavement (audio recorded)
5. Interviews transcribed verbatim, analyzed, and coded
into themes by three independent coders (Braun &

Clarke, 2013)

Phase 2
1. Draft tool developed by team from identified
themes
2. Experts in the field (current professionals,
academics, and bereaved dementia caregivers) asked
to reviewthe tool for validity and provide feedback
3. Three rounds of feedback received; adjustments
made between each round
4. Acceptance by all expertsreceived after three
rounds
5. Final tool professionally printed and bound for use

in Phase 3

Phase 3
1.Recruitmentthrough Alzheimer Societies
advertisements and local social workers
2.Currentbereaved dementia caregivers take partin
three session study overthree months (1 month between
each approximately 1.5-hour session):

Session 1: Explanation of study, informed
consentreceived, completionof 3 measures?
Session 2: Completion of 3 measures *®
Session 3: Completion of 3 measures®
3. Interviews (audio recorded)transcribed verbatim,
analyzed, and coded into themes by three independent
coders (Braun & Clarke, 2013)
4. Measures statistically described

Available: https://research-groups.usask.ca/reclaimingyourself/

A Writing Tool to Help Older Adults Reclaim
Themselves after Caregiving for a Partner with
Dementia
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Reclaiming Yourself Tool
The tool is intended to encourage
reflection, through focused writing, with
the overall goal of assisting bereaved
spouses to find their own unique way of
moving ahead in their grief. There are
exercises included in the tool to help
spouses to reclaim themselves in life.

Section 1 of Tool: Deep Grieving

This section consists of activities that
address the process of deep grieving (e.g.,
feeling empty after a death or feeling
overwhelmed / consumed by sadness).
Activities include:

“»*Expressing Your Emotions
+»Time Out

*»*Create a Support System
*»*Creative Space

Section 2 of Tool: Embracing Self

This section consists of activities that
address the process of reclaiming who you
were before dementia touched your life.
Activities include:

+»Past Enjoyable Activities
*»Recovering Pleasant Activities
+»Getting Creative

+»Creative Space

Section 3 of Tool: Moving Forward

This section consists of activities that
address the process of moving forward.
Activities include:

+»Letting Go of Regrets
My Story Makes Me Stronger
+»Creative Space

Contact
Shelley Peacock, RN, PhD
Associate Professor
College of Nursing,
University of Saskatchewan
Shelley.peacock@usask.ca
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< 6 5 “The most important part of a young onset dementia club is
the community it offers - a place to feel like you belong.”

Young onset dementia (YOD) is defined as dementia diagnosed before the age of 65. YOD
accounts for 2-8% of all dementia cases (World Alzheimer Report, 2015).

What is the problem?

People with YOD often experience personal and social challenges that are different than those of people with dementia
who are diagnosed later in life. These may indude trouble getting a diagnosis, employment or financial struggles and
changing family roles, among others. A lack of knowledge about YOD among health and sedial care providers further
contributes to these challenges.

What did the Alzheimer Society of Canada do?

The Society conducted a YOD Gap Analysis survey in 2016 that induded people with YOD, their families and the providers
who support them. People with YOD and their caregivers said they needed:

s Spparate support groups for people with YOD and their caregivers

* Activities and social programs that are meaningful, fulfilling and suitable to their unique needs

In response, the Society worked with people with lived experience and clinicians to areate a user-friendly resource manual on fadilitating clubs for people
with young onset dementia.

‘ ‘ My YOD group reminds me that | have some strengths to offer, qualities | can
share, experiences that others find interesting. It reminds me that | am still me.”

— Person with dementia
What was the result?

A ™Young Onset Dementia Facilitator's Resource Manual” was developed based on best practices and available
research. The manual provides practical, user-friendly strategies to help community organizations create, implement
and evaluate clubs for people with YOD and their families. It is available in English in French.

Tips for assessing needs and what to offer Program implementation In the manual, you will find: The mam.ra! is available in English at:
* Determining eligibility * Choosing activities « Checklist for implementing a www.alzheimer.cafyoungonset
= Considering the type of dementia = Facilitation/leadership style YOD group The manual is available in French at-
= Goak of the program = Staff and volunteers = Recruftment flyers www.alzheimer.ca/debutprecoce
= Transitioning out of the group » Leadership training « YOD “Strengths and Strategies”
= Meeting the needs of youth/children = Budgeting Irterviews Form
Spedal considerations for planning and Strategies for success * Participant interview questions 3
implementing online/web-based groups » Marketing/outreach = Introductory letter for online/ 1
* Determining the “hub” site or platform * Branding web-based groups i
* Training facilitators * Funding * Referral form H
= Assessing technology level of participants = Community partnerships = Evaluation forms i
= Facilitation and follew-up * Program evaluation S Y e S %
= Collaboration with th i ok il
feeon bt Selfcare tips for facilitators social programs for people with i
Program planning + Importance of self-care YOD is avalllable for viewing at: ;E
= Identifying participants » Individual selicare www.alzheimer.calyoungonset
* Recruitment * Peer and organizational —
= Intake interviews support i o r
= Location and frequency of meetings AlIhE!mer.ﬁfh'Er;‘f}-‘
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Short Form Scoring Algorithm for a Computer-based Cognitive Screening Tool
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» Half of mild to moderate dementia
cases are undiagnosed'2 and many
primary care providers (PCP) lack
training and time to administer
necessary cognitive tests.

.

Mild cognitive impairment (MCI)
is important to diagnose.?

.

Computer Assessment of Memory
and Cognition —  Research
(CAMCI-R)® a computer-based
cognitive test with evidence for
reliability and validity in detection
of MCI 43 - is easily administered
and influences PCPs’ care
decisions.®

The CAMCI-R requires about
25 minutes to administer which
is considered to be too long for
some busy PCPs.”

OBJECTIVE

Develop a short form version of the
CAMCI-R that approximates the
classification accuracy of the full
test.

CAMCI-R Overview

CAMCTI assesses 5 cognitive domains in 7 tasks.
+ Attention. Digit span forward; star selection
task.

* Verbal memory. Verbal recall (immediate,
delayed, recognition).

* Visual memory. Picture repetition task.
* Executive function. Go-no-go task.
*  Working memory. Digit span backward.

¢ ‘Virtual environment’ task. Shopping trip
that assesses following instructions,
recognition, incidental memory, prospective
memory.

Which way?

RESULTS

* Secondary analysis — 887 community dwelling adults with independent
classification of MCI or no cognitive impairment.

Dataset/2 = training and cross-validation.

Estimated logistic regression model with principal components of all CAMCI-
R raw scores in training dataset (‘full test model”).8

Backwards stepwise logistic regression of the estimated log odds of MCI
regressed on the principal components of the CAMCI-R scores, stopped when
the ‘short-form model’ accounted for 95% of the variance of the ‘full test
model.’

Receiver Operator Characteristic (ROC) curves of principal component scores
from ‘full test model” and ‘short form model” with independent dx as criterion

Full and Short Form Median AUC model performance on training and cross-validation data
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Specificity
Full CAMCI-R classification accuracy within the cross-validation sample
area under curve (AUC) = 0.82 [95% confidence interval 0.77 — 0.87]).

Youden’s optimal threshold cut off, sensitivity 0.74 [0.64 — 0.82] and
specificity 0.79 [0.72 — 0.85].

In cross-validation sample, short-form AUC = 0.80 [0.74 — 0.85], at Youden’s
cut off sensitivity = 0.74 [0.64 — 0.82] and specificity = 0.70 [0.63 — 0.77]).

Completion time for the full CAMCI-R is 24.0 minutes. Short form is 9.3
minutes.

* Long- and short-form interpretive
algorithms for CAMCI-R performance
estimate probability that patient
presenting to primary care would be
classified as MCI or not by
independent neuropsychological
evaluation.

¢ CAMCI-R short-form less than half
the duration of the long form without
substantial loss to classification
accuracy.

 If the CAMCI-R short-form were used
to screen 1000 older adults in a
population with an 8.4% baserate of
MCI, predictive values are:
* Of 84 older adults with MCI
* 62 classified correctly (true
positives)
« 22 not identified (false
negatives)
¢ Of 916 older adults without MCI,
¢ 274 incorrectly classified with
MCI (false positives)
* 641 correctly classified with
no cognitive impairment (true
negatives)
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In 2018-2019 the Alzheimer Society supported over 2,400 individuals from 297 communities.
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For additional information contact:

Debra Morgan, PhD, RN

Professor

College of Medicine Chair, Rural Health Delivery

Canadian Centre for Health & Safety in Agriculture (CCHSA)
University of Saskatchewan

104 Clinic Pl, PO Box 23

Saskatoon, SK S7N 274

Telephone: (306) 966-7905
Facsimilie:  (306) 966-8799

Emaik debra.morgan@usask.ca
wwwruraldementiacare.usask.ca



