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Additional file 2. Family carer participants’ characteristics
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Additional file 3. Interview guide for people living with dementia
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Interview guide for people living with dementia
Introduction
Main questions

e Please tell me your name or what you will prefer to be called?
e Tell me more about yourself

Probing questions

o How long have you been living with dementia?
o What do you understand by the word “dementia”?

For research question 1

Main questions

e Have you discussed your future plan with someone? Can you tell me more about it?
Probing questions
What prompted you to discuss about your future? Why?
When did you talk about it?
What did you talk about?
How did you feel about the process of discussing your future?
Did you have someone to support you with the future plan? Who were they?
Did you receive information that help you plan about your future care? From whom?

0 0 00 0O

For research question 2

Main questions

e Can you tell me more about your experience of living with dementia? Does it affect your
daily life? How so?
e Do you think that your future plan will change overtime? How so?

Probing questions

o What will affect those changes? Can you tell me more about it?
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Interview Schedule for family carer of people living with dementia
Introduction

Please tell me your name or what you will prefer to be called?

How long have you been taking care of people with dementia?

How long have they been diagnosed?

What is your relationship to him/her?

What do you understand by the word “dementia”? Can you tell me more?

Do you think that you have enough information about dementia from your healthcare
professionals? Why or why not?

What do you understand by the word “advance care planning” or “anticipatory care planning”?

For research question 1:

e o 0o 0 0 o

Where did you receive information about ACP?

Have you discussed PwD’s future plan with him/her? Can you tell me more about it?

When did you talk about it?

With whom do you discuss it?

What prompted you to discuss their future plan and why?

How did you feel about the process of discussing it? Do you have someone to support you?
What about help and support from your health and social care providers? Do they provide help
and support about discussing future care with the person you care for?

Were other family members included in the process?

For research question 2:

Can you tell me more about the changes of him/her? Does it affect his/her daily life? How so?
How does it affect your relationship with him/her?

Do you think that his/her future plan will change overtime? How so?

Do you think that the future plan is mainly his/her wishes, or yours, or a combination of both?
How so?

What will affect those changes? Can you tell me more about it?
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Thanks for taking part in this study: Advance Care Planning initiation and transformation in home-
dwelling people with dementia

What are the aims of the study?

o Toimprove the effectiveness of Advance Care Planning (ACP) initiation of people
living with dementia by ensuring that their future plans will be put in place at the
right time and shared with the right person

What will happen to the data | have provided?

o They will be stored securely, transcribed and used for the analysis. Your
anonymised direct quotes may be used in research outputs such as publications.
The data will be destroyed following completion of the study.

5 With your permission, | may contact you again for further clarifications or update
the findings to you.

How can | contact the researcher if | have any further questions or if, for any reason, |
wish to withdraw my data once | have left the study?

o You can contact me at T.phenwan@dundee.ac.uk . | will reply within one to two
working days.

Can | obtain a summary of the results of the study?

o You can contact me at T.phenwan@dundee.ac.uk . | will provide a summary of
the findings and send it to you.

This study has raised personal issues that | am not comfortable discussing with the
researcher now —what should | do?

o Ifyou feel you have been adversely affected by taking part in this study, and
would like to speak to an independent support service you are advised to seek
help from

*  Alzheimer Scotland Dementia helpline:
» Telephone: 0808 808 3000, Email: helpline@alzscot.org.

o If you feel uncomfortable discussing any aspect of the study and are not
comfortable to discuss with me, you can contact my supervisor, Professor Judith
Sixsmith, School of Health Sciences, University of Dundee
(Email: sixsmith@dundee.ac.uk) with the following heading:

FOA Judith Sixsmith, concerning study by Tharin Phenwan

Thank you again for your participation

.
Dementia

‘Scatiand
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Pseudonym | Age | Diagnosis (year | Ethnicity Living settlement | Interview ACP initiation and revision
of diagnosis) methods
Christopher | 68 | YoD with AD White Large urban Microsoft Teams | -Completed ACP with great details with
(2009) English family years after the diagnosis; wife is PoA
David 66 | YoD with AD White Accessible rural Microsoft Teams | -Completed ACP with great details with wife
(2018) Scottish and neurologist not long after the diagnosis;
wife is PoOA
Nick 77| Vascular White Other urban Telephone dyad: | -Both did not want to discuss ACP fully
dementia Scottish Nick and Janice -Wife, a retired nurse, is confident that she
(2015) can take care of him
Mary 51 | YoD with AD White Accessible rural Telephone -Completed ACP with dementia link worker
(2018) Scottish | (Highland one year after the diagnosis
mainland) ~Family was informed but was not involved
with the ACP process
Jodie 56 | YoD with White Remote rural Microsoft Teams | -Completed ACP and her will her solicitor
vascular English (Island) and friend right after the diagnosis; friend is
dementia PoA
(2018) ~Family was not informed nor involved with
the ACP process
Jacqueline | 68 |AD White Accessible rural Microsoft Teams | -Already completed ACP with great details
(2015) Scottish (Island) dyad: Donald and | with GP and husband over the years;
Jacqueline husband is PoA
-Extended family was informed but was not
involved with the ACP process
Margreet 82 |AD White Accessible small Telephone ~Think that there is no need to revise ACP;
(2017) British- town son will take care of everything and will
Dutch ‘know’ what to do
Mike 69 |AD White Remote rural Microsoft Teams | -Not ready to discuss ACP yet
(May 2020) Scottish (Highland -Would like to ‘take things as they come’

mainland)
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Pseudonym | Age | Diagnosis (year | Ethnicity Living settlement | Interview ACP initiation and revision
of diagnosis) methods
Ed 67 | bvFTD with PCA | White Large urban Microsoft Teams | -Did not discuss ACP except from moving to
(November English Scotland and put house in England for sale
2020) -Gained new insight on dementia and ACP
during the interview. Will revise ACP
afterwards
James 64 | Yod with AD White Other urban Telephone dyad: | -Both did not want to discuss ACP and
(2017) Scottish James and Linda | would like to ‘plan things as they come’
-Would like children to be involved with
ACP. This came up during the interview and
was a new insight for his wife
Hugh 62 | YoD with PCA White Other urban Email interviews | - Completed ACP and DNACPR with GP and
(2016) Scottish wife right after the diagnosis; wife is his PoA
lan 78 | Vascular White Other urban Microsoft Teams | -Initiated ACP together years before the
dementia English (dyad) diagnosis with solicitor and wife; wife is
(2016) -Joined the POA.
interview with Tal | -Did not plan ACP in detail but wife is
confident to ‘honour his wishes”
Pat 87 | AD(2021) White Other urban Telephone -Initiated ACP with late husband but did not
English revise. Still coping with the diagnosis and
lockdown

AD: Alzheimer’s disease; bvFTD: Behavioural variant Frontotemporal dementia; PCA: Posterior Cortical Atrophy; PoA: Power

of Attorney; YoD: Young onset dementia
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Pseudonym Age | Diagnosis of Ethnicity g settlement | Interview methods | ACP initiation and revision with PwD
(Relationship PwD (year of
with PwD) diagnosis)
Mickey 44 | FTDand AD White Large urban Microsoft Teams -Initiated ACP with PwD. Could not revise that
(Son-father) (2015) English anymore due to PwD’s advanced stage.
“Reflected that they should be more proactive on
ACP
Rose 41 | AD White Accessible rural | Microsoft Teams | -PwD already had a PoA (husband) long before
(Daughter- (2019) Scottish (Highland Island) the diagnosis
mother) -Took care of -Did not fully discuss ACP in detail with PwD
PwD for 15 -Confident that she could take care of her
years+ mother
- HCP was supportive in providing ACP
information but did not feel the need to discuss
AcCP
Fiona 59 |ADandvascular | White Accessible rural | Microsoft Teams -Initiated and revised ACP with PwD and two
(Daughter- dementia Scottish sisters with great details. ACP were co-created as
mother) (2018) shared decisions with PwD after the diagnosis
-Took care of -HCP was supportive in providing ACP
PwD for 20+ year information and documentation
Donna 50 | AD White Accessible rural Microsoft Teams -Did not discuss ACP; PwD refused to discuss ACP
(Daughter- (15 + years) Scottish (Highland when she was lucid. Was PwD's PoA
mother) Took care of mainland) ~Decisions nowadays were made by her and
PwD for 12 year focused on day-to-day basis
~Fell out with siblings due to decisions of care for
PwD
-HCP was not conducive for ACP support
Martha 52 | Vascular White Other urban Microsoft Teams -Initiated and did not revise ACP with PwD. Was
(Daughter- dementiaand AD | Scottish (camera was off PwD’s PoA
father) (10+ years) due to unstable Felt that future decisions would come from her,

internet)

not mother’s
-HCP was not conducive for ACP support
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Pseudonym | Age | Diagnosis of Ethnicity | Living settlement | Interview methods jation and revision with PwD
(Relationship PwD (year of
with PwD) diagnosis)
-ACP was revised towards the end to
accommodate the family
Hamish 58 |AD White Accessible small | Microsoft Teams | -Was PWD' PoA
(Son-mother) (2015) Scottish- | town Father refused to accept help nor discussed
Dutch details of ACP with PwD. Any offer was refused
-HCP was conducive for ACP support but was
rejected by father
Zoe 60 |AD White Accessible small | Microsoft Teams | -Was PwD's PoA
(Daughter- (2012) Scottish | town - Initiated ACP with PwD after the diagnosis
mother) without in-depth details. Had to make and adjust
decisions by herself
-HCP was not conducive for ACP support
‘Anne 78 | Vascular White Accessible small | Microsoft Teams | -Did not discuss ACP in detail when PwD was
(Wife) dementiaand AD | English town lucid -Had to adjust their lfe accordingly by her
(2015) decisions
-HCP was not conducive for ACP support
Graeme 70 [AD White Large Urban Microsoft Teams | -Made PoA before the diagnosis; did not plan
(Husband) (2015) Scottish ACP in detail
Felt confident to make best decisions for PwD.
Decisions nowadays were focused on day-to-day
basis and all made by him
~Attempted to discuss ACP several times but PwD
gt too upset
Jane 56 | ADand FTD White Other Urban Telephone Did not discuss ACP in detail with PwD
(Daughter- (2016) Scottish -PwD wanted to stay at home but was
mother) unattainable due to declining abilities

-PwD moved to a care home a few without any
discussion due to carer burnout

-Brother was PwD’s PoA. Was not involved in
care
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Pseudonym | Age | Diagnosis of Ethnicity | Living settlement | Interview methods | ACP initiation and revision with PwD
(Relationship PwD (year of
with PwD) diagnosis)
lo 61 | AD White Accessible rural | Microsoft Teams | -Did not discuss ACP in detail with PwD
(Daughter- (2012) Scottish (Highland -PwD wanted to stay at home but was
mother) mainland) unattainable due to declining abilities
Gail 58 | AD White Other Urban Microsoft Teams | -Did not discuss ACP in detail with PwD
(Daughter- (2017) Scottish Felt that there were lots of HCP and community
mother) support hence there was no need for ACP
Karen 57 |AD White Accessible rural | Telephone Did not discuss ACP in detail with PwD
(Partner) (2011) Scottish -HCP was not conducive for ACP support
Received no ACP information from HCP
Val 62 |AD White Other Urban Microsoft Teams | -Did not discuss ACP in detail with PwD; felt there
(Daughter- (2016) Scottish was no need to
mother)
Tal 48| Vascular British- Accessible rural | Microsoft Teams | -Completed each other's ACP together
(Wife) dementia Lebanese dyad: lanand Tal | -Discussed ACP years before the diagnosis with
solicitor
-Did not plan ACP in detail but felt confident to
“honour his wishes”
Linda 60 | Yod with AD White Accessible small | Telephone dyad: | -Both did not want to discuss ACP and would like
(Wife) (2015) Scottish town JamesandLinda | to ‘plan things as they come’
-Found ACP information from HCP not helpful
Donald 70 [AD White Accessible rural | Microsoft Teams | -Completed” ACP in etails with PwD and her GP
(Husband) (2015) Scottish (Island) dyad: Donald and | -Family was informed but not involved with ACP
Jacqueline

AD: Alzheimer’s disease; bvFTD: Behavioural variant Frontotemporal dementia; FTD: Frontotemporal dementia;
PCA: Posterior Cortical Atrophy; PoA: Power of Attorney; YoD: Young onset dementia
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Pseudonym | Age | Diagnosis of Living settlement | Interview methods | ACP initiation and revision with PWD

(Relationship PwD (year of

with PwD) diagnosis)

Sarah 65 | Vascular White Other urban Telephone Initiated and did not revise ACP with PwD; PwD

(Partner/ dementiaand AD | Scottish did not want to and could not converse anymore.

“bidey-in’") (3 years) Was PwD's PoA
-Decisions were focused on day-to-day basis

Ryan 65 |YoDwithPCA | White Other urban Microsoft Teams | -Was wife's PoA; initiated ACP that with a

(Husband) and AD English solicitor before the dementia diagnosis

(June 2018) -ACP was lacking in detail; PwD could not engage
in discussion anymore
Decisions were made together and focused on
day-to-day basis
-PwD did not want to live in a care home;
modified the house to accommodate her wish.
-HCP was not conducive for ACP support

Janice 72 | ADandvascular | White Other urban Telephone dyad: | -Did not discuss ACP in detail with PwD.

(Wife) dementia Scottish Janiceand Nick | -Felt confident that she could take care of PwD
~Decisions were made together and focused on
day-to-day basis
-HCP was conducive for providing ACP
information but did not feel the need to engage

River 61 | bvFTD White Remoterural | Telephone Did not fuly discuss ACP in detail with PwD

(Daughter- Scottish- -HCP was not conducive for ACP support

mother) Finnish

Rory 69 | AD White Large urban Microsoft Teams | -Did not discuss ACP in detail with PwD

(Husband) Scottish (Highland and telephone -Decisions were made by him and focused on

mainland) day-to-day basis
-HCP was not conducive for ACP support

Clara 49 [AD White Accessible rural | Microsoft Teams | -PwD was explicit of her wishes. ACP were co-

(Daughter- (2014) Scottish (Highland created with details as shared decisions with

mother) mainland) PwD after the diagnosis





