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Feedback on a Model of Palliative Care for People with
Dementia, living in the Community: A Survey
Targeting healthcare providers, academics, advocacy groups, and management and HSE personnel
Before completing this survey, please take your time reviewing the draft model of care, which was sent
via email, together with the link to this survey.
This survey will then take approximately 15-25 minutes to complete.

Study Information

Thank you for considering participating in this research project. The purpose of this study is to get feedback from a
variety of stakeholders about a proposed model of dementia palliative care for the Irish healthcare system. Should
you choose to participate, you will be asked to complete a survey, which will include questions about the draft model
which will be provided on the first page of the survey.
Participation in this study is completely voluntary; you are under no obligation to participate. We will not be asking for
any identifying details, such as your name, address etc. All information you provide will be confidential and
anonymous.
You maintain the right to withdraw from the study at any stage up to the point of submitting, by simply closing the
browser window. The data you have entered will not be saved. Once you click ‘submit’ at the end of the survey, data
will be collated with that of other participants and can no longer be retracted.
The anonymous data will be stored on the University College Cork OneDrive system and subsequently on the UCC
server. The data will be stored for a minimum of 10 years, at which point it will be destroyed by the Principal
Investigator or her successor. The information you provide may contribute to research publications and/or
conference presentations.
By participating in this study, you will help to shape a model of dementia palliative care which may benefit people
living with dementia in Ireland. We do not anticipate any negative outcomes from participating in this study. However,
the contact details of the researchers are provided below, and you can contact them with any queries or concerns
regarding the research.
This study has obtained ethical approval from the UCC Social Research Ethics Committee.
By clicking “next” you signify your consent to take part in the survey and for your data to be processed as part of the
study’s findings.

Why are we developing this model of dementia palliative care?
Healthcare services which adopt a palliative care approach and/or include Specialist Palliative Care, can help people
with any life-limiting disease, including those with dementia. Detailed organizational models can help to improve the
coordination and delivery of such services.
Our research team, led by the Centre for Gerontology and Rehabilitation at University College Cork, has developed a draft
model of palliative care for people with dementia who are living in their own home or with family in the community. This
draft model was developed through a scoping review, exploratory surveys with healthcare providers, and a detailed
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evaluation of selected existing services. We now want to get feedback from health care providers and other
professionals on this draft model. Based on this feedback, we will make revisions to the model as needed, and will
consider the resources needed to implement the future final model.
Your views on this model are important to us. You may provide us with feedback under the specific questions asked
below and/or alternatively you can provide us with general comments in the spaces provided.

About You
What is your Profession and Discipline (e.g. Nurse Specialist in Dementia; Academic
specialising in Palliative Care)?

*

Irish Hospice Foundation

Please indicate the approximate number of years you have been in this profession. *
36 years

Which setting do you work in (where applicable)? E.g., acute, community, long-term care. *
Our work is involved in each of these settings in a variety of ways.
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Are you currently working with people with dementia? Briefly outline the nature of this
work.

*

We work with people with dementia in a variety of ways including:
We fund the Nurses for Night Care service for people dying with illnesses other than cancer. Nurses for
Night Care enable people with diseases like dementia to receive expert nursing care and support at
night in their own homes in their final days. It also provides reassurance and respite for families and
loved ones caring for someone at home.
Our Bereavement Support Line is a national freephone service that aims to provide a confidential space
for people to speak about their experience or to ask questions relating to the death of someone they
cared about. Loved ones who have cared for a person with dementia will often be callers to this Support
Line.
We work with hospitals (through our Hospice Friendly Hospitals programmes), nursing homes (through
our CEOL programme - Compassionate End of Life Care) and bereavement networks to support and
embed education and training in end-of-life and bereavement care. We ensure our training is based on
evidence, provides opportunity for reflection, is relevant to practice and is appropriately accredited.
Think Ahead - Our advance care planning resources are a useful way for people with dementia to
discuss and record their wishes and preferences in the event of an emergency, serious illness or after
death.

We would like to ask you some questions about the draft model of palliative care which the
research team has developed. This is not a final version so your feedback will help to
influence the final model. Please look back at the model provided with this survey before
answering these questions. We value all feedback and opinions.
Overall, how would you rate this model for palliative care for people with dementia? *
1
Very Poor

2

3

4

5
Very Good

Please explain your answer.
•
The model is really well organised and laid out – it reads very well and clearly.
•
It is concisely written and very much tailored to ensure that the person with dementia is at the
centre.
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Overall, how useful do you think this model is to improve the experience/outcomes of
people with dementia and their families?
1

2

3

4

*

5

Not at all useful

Very useful

Please explain your answer.
Palliative care has long been overlooked and neglected in the context of dementia - this model will be a
very significant step towards addressing and improving people's experiences in this regard.

Overall, how useful do you think this model is for service providers? *
1

2

3

4

5

Not at all useful

Very useful

Please explain your answer.
The model is extremely helpful to guide and support people through their journey with dementia. We
have made some more specific comments that relate more specifically to the point about service
providers under each of the components further below in Q23 - other comments.

Overall, how feasible do you think it would be to introduce this model in your setting? *
1
Not at all feasible

2

3

4

5
Very feasible
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Please explain your answer.
Although our work is not directly involved in service delivery a large amount of our attention is focused
on developing and delivering resources that support staff in the delivery of quality end-of-life and
bereavement care. This model will be a useful guide to steer this work as we develop it further,
particularly as we shift attention to the delivery of palliative care in the community.

What resources do you have in your current services that might facilitate implementation of
the model?
There are a number of resources that IHF would have to support the implementation of the model and
we would be happy to discuss how to make best use of these as the implementation is rolled out.
These resources would include:
* Primary Palliative Care - we have an established work programme in this area which includes working
with the ICGP on a certificate course in Palliative Care for GPs which is supported by the HSE.
* Our Palliative Care for All programme provides information and resources for those working with
people with life-limiting conditions including guidance documents to improve palliative care for people
with dementia.
* Think Ahead - our planning and resource tools are available to support and enable the person with their
healthcare professional to outline their wishes for their future care.
* Bereavement Support Line (outlined above)
* Grief in the workplace programme - we have a number of modules that aim to provide suggestions
which can help staff working in care settings to deal with the unique personal and professional grief
challenges that can arise for them.
* We host bereavement workshops throughout the year and also a number of professionally education
programmes on grief and loss.

Which components of the model would be more of a struggle to implement in your setting?
Please explain.
As we are not delivering care in one particular setting but rather we would support the implementation
of the model throughout our various programmes this is not an entirely appropriate question for us.

What extra resources might you need to facilitate the implementation of the model?
The logic model and the associated outline of the various components are very helpful but a longer
document to accompany and further explain things will be required.
Also discussion webinars on issues the model raise for the different professions and targeted
information for various significant groups (not least people with dementia themselves) may need to be
developed as a follow up to the implementation roll out.
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What are the three aspects of the model that you like best? Please explain your reasoning
for each.
1. The logic model layout and description is very effective
2. Overall the model is explained succinctly and clearly
3. The emphasis on integration and inclusion of the person with dementia and those that love and care
for them in the delivery of the model

What are the three aspects of the model that you least like? Please explain your reasoning
for each.
1. Needs to be a stronger emphasis on the role and input of family carers throughout the model - e.g. to
whom does this model apply to on front page, no mention of families here
2. There needs to be careful consideration given to the widespread use of acronyms throughout,
particularly ones that are used without explanation. If acronyms are to be used throughout there should
be a glossary at the front or back clearly explaining ALL of them.
3. Some observations on the logic model with regard to the inputs box – there is no mention of budgets,
does this imply that this work must be delivered with no associated budgets attached? Also we believe
that family carers will also require education (as staff are noted in the inputs). Family carers/supporters
are a critical and valuable input in the delivery of care for a person with dementia and this should be
recognised in the inputs.

Are there any things in the model that you didn’t expect to see there?
We welcome the inclusion of the patient passport and this is something we would like to learn more
about. Is this something that will be developed (or is possibly already in development) to support the
implementation of the model?

Are there any things in the model that you expected to see there, that weren’t there?
The model needs to reference, where relevant the upcoming commencement of the Assisted Decision
Making Capacity (Act) 2015 as this will have massive ramifications in terms of the delivery of care for
the person with dementia. This will be of particular note in the advance care planning parts.
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What would you change about the model? List anything you would remove, add, put more
focus on, put less focus on.
We have noted some particular points in relation to the Logic model and Components of Care that relate
to the whole area of bereavement care which may be useful to consider amending and/or adding.
Component 5 - Care for carer – suggest switching ‘Bereavement Care’ to two headings - ‘Pre-death grief
care’ and ‘Post-death bereavement care’.
The justification for this would be that grief through the dementia journey is a predictor of grief post
death so it merits special attention.
Intermediate Outcomes/Care for Carer - suggest adding:
‘Enhanced psychosocial and grief coping’
Long term outcomes suggest adding as second last outcome:
'Enhanced/improved bereavement care’
Component 1/ Comprehensive Care that covers all dementia needs from diagnosis onwards
Bullet 4/sub bullet 2 - suggest amended wording below:
Psychological and emotional support is critical. PwD might particularly need emotional and grief
support around the time of diagnosis and in early-stage disease. Families might need more emotional
and grief support as the disease progresses or at times of transition to higher care needs and
bereavement care after death.
What the service might look like - suggest amended wording below:
Access to counselling and bereavement support services for the person/dyad including anticipatory
grief and ambiguous loss support, assessments and treatment for prolonged grief disorder if required.
Glossary - suggested changes
Anticipatory grief: Anticipatory loss refers to losses which we anticipate will happen in the future in the
context of a life-limiting illness, it is the process of mourning and grieving in advance of the death of a
significant person.
Ambiguous Loss: Ambiguous loss occurs when the person with dementia is physically present but
psychologically or emotionally altered in some way
Both Referenced in:
https://hospicefoundation.ie/wp-content/uploads/2021/03/Loss-and-grief-in-dementia.pdf

Was there anything in the model that was hard to understand as a term or as a concept?
There needs to be a consistency of terms used e.g. general palliative care or generalist palliative care –
consistent use and then explanation of same term in glossary as this avoids confusion.
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Was there any section that was hard to follow?
No but we have made specific points about each of the components in the next question.

Overall Feedback on the Model
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If you have any other comments on how to improve this model of care, please provide them
here:

Component 1: Comprehensive Care that covers all dementia needs from diagnosis onwards
A formal tool to assess palliative care symptoms specifically in a PwD should be considered. Questions
to consider in this regard would include:
•
By whom and which tool should be used by which assessor?
•
More clarity could be useful here but like you said – maybe it’s intentional vagueness?
Will each community get the same level of comprehensive care?
•
What about people living with multiple diagnoses such as dementia plus co morbidities or
addictions, etc. People living in homeless settings, people without loved ones around them, etc.
It is very strong that the comprehensiveness of care encouraged a collaborative approach between
clinical and non-clinical support from the beginning of diagnosis. However, more specific information is
needed in relation to ensuring that non-clinical carers have a consistent level of upskilling or training
related to providing care and that this can be accessible to people who are wanting to provide care to
their loved one.
Again, special attention should be paid to the carers that may fall through the cracks of this component
and identify why this might be so and take steps to alleviate this.
How can equity be ensured regarding access to carer support and training? ALONE is mentioned as a
resource as well as assistive technologies but what about the barriers such as wait lists and
accommodation settings that do not allow for assisted technologies to be installed? How can these
barriers be overcome and can this model of care address that?
Component 2: Person Centred Practice and Care (PCC) that tailors the person’s care to their interests,
abilities, history, personality.
Home support is provided as an intrinsic part of the service [local service agreement] and includes i)
home care to support a person to continue to live a meaningful life [e.g., companionship, or support with
meaningful/enjoyable activities] and ii) home care for practical care needs (often more physical) that is
responsive and flexible and continues/ is augmented to include EOL care if required.
•
How is this going to be measured and ensured?
•
What about shortages of home support in different areas?
•
Will this home support for end-of-life and palliative care be funded through a specific stream to
reflect the urgency of need?
Component 3: Integrated care that links people with services that work seamlessly together
•
Query use of word “primary complaint” better to say primary diagnosis (under the key principles)
•
Second last bullet point should say including “the PwD” in ACP and EOL wishes. Also note - try to
lose or explain the acronyms where possible.
Component 4: Accessible care that ensures a basic level of support to everyone regardless of location,
time, illness, ability
Does there need to be a stronger emphasis on the role of GP care, especially in terms of out of hours
services? The GPs seems to be largely overlooked in this component where there may be huge potential
to utilise them effectively.
Although there is reference to training for staff, there possibly needs to be a stronger or more specific
reference to the training needed throughout (or else there is a stronger reference to the competency
framework which is mentioned in competency 4).
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Component 5: Care for Carer/Supporter ensures that family members are enabled to support the PwD
and that their own needs are met
***See also points on bereavement care with regard to the logic model etc.
Self -care for family carers/supporters needs to be included somewhere.
Bullet 2 - this point may need to be amended or rephrased in the context of the Assisted Decision
Making Act (to be commenced in June 2022) in that a PwD must appointed the (carer/supporter) as a
nominated decision supporter.
Bullet 4: To the points previously made on bereavement, wording could include:
Families might need more emotional and grief support as the disease progresses or at times of
transition to higher care needs.
Component 6: End-of-Life Care ensures a dignified death in the person’s preferred place with limited
suffering
We would like to see more emphasis being placed on the need for facilities to allow for (as a right) for
Carers/Families to be with the PwD throughout the journey and in particular as they approach end of life.
Although, night nurses are mentioned in the last line of what the service would look like we would like to
see more emphasis and expansion on the role of night nursing for people with dementia, particularly as
their needs grow more complex in their end-of-life care. More access to nursing at home, particularly at
night, will enable and support families to keep their loved ones at home.

Thank you for taking the time to give your feedback on this model of care.
Thank you for completing this survey. If you have any further comments, or would like to learn more about this
project, then please contact the research team (details below). Visit www.pallcare4dementia.com to keep up to date
with the project or follow us on twitter @PallC4Dementia.
Prof Suzanne Timmons
Principal Investigator
s.timmons@ucc.ie

Dr Siobhán Fox
Postdoctoral Researcher
s.fox@ucc.ie

Dr Emma O’ Shea
Postdoctoral Researcher
emma.oshea@ucc.ie

This form was created inside of University College Cork.
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