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The National Dementia Office, HSE, in conjunction with the Centre for Economic and Social
Research on Dementia (NUI Galway) and the Dementia Services Information and Development
Centre (DSiDC), is developing a Model of Care for Dementia in Ireland. The model focuses on
developing care pathways and sets out a series of targets and practice recommendations to
meet the needs of people living with dementia.

Model of Care for Dementia in Ireland
Consultation Feedback Form
Consultation opening date: This consultation opens on the 17th of August 2021
Consultation closing date: The deadline for comments is 21st of September 2021.

During the consultation period, the draft Model of Care and the feedback form will
be available from: www.dementiapathways.ie

Comments via email should be sent to: dementia.office@hse.ie

Notes:
1. Feedback received may be edited and/or summarised.
2. This consultation is conducted in line with requirements of the Freedom of Information (FOI) Act.
3. Anonymous submissions will not be considered.
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Introduction
We would like to hear your views on the draft Model of Care for Dementia in Ireland.
All comments received from organisations and individuals will be reviewed and used to inform the final
Model of Care document.

Scope of draft model
The aim of the Dementia Model of Care is to improve care services and clinical responses to meet the
needs of people living with dementia and their carers/supporters/family members, from identification of
symptoms/signs, through to assessment, diagnosis, disclosure, care planning and post-diagnostic support.
The model is of relevance to a range of professionals and organisations who engage in the assessment and
diagnosis of people with suspected dementia, and the delivery of post-diagnostic supports, as well as those
who are living with the condition and those who advocate for them.
The model sets out 32 targets and a series of practice recommendations to inform and guide diagnostic and
post-diagnostic service development and to inform care and treatment across care settings.
The model is being developed as part of the implementation of the National Dementia Strategy (2014).

How to submit your feedback
· All feedback must be submitted on this form if it is to be considered.
· Identify clearly the section that feedback relates to by using the page, section and /or line number.
· Each comment should be in a separate box; add in extra boxes as needed.
· You must explain the rationale for your comment, which should be written clearly and concisely.
· Submit the form as a word document via email.
· Use full terms for abbreviations on first use.
· If you refer to sources of evidence, please detail the reference (with weblink if available).

Please ensure you complete your details on the next page
**Organisations should submit one collated response**
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Your details
Name and title of person completing Avril Easton
form
Advocacy Manager
Are you commenting ….? (tick box)

As an individual ☐
On behalf of an organisation ☐
■

Organisation Name (if relevant)

Irish Hospice Foundation

Contact Name (if different to above)

Contact Telephone Number
Contact Email Address
Date of feedback

01 679 3188
avril.easton@hospicefoundation.ie

22.09.21

Please comment on the following:
1. User friendliness (please be advised that a lay summary of the final model of care is being
developed and that the model of care will be available in an electronic version to allow easy navigation
to relevant sections)

a) Is the draft model easy to read?
Yes the draft model is easy and accessible to read (once sufficient time is allowed).
One point that we would like to be considered for inclusion in the summary report, if at all possible, is to reference
the role that Advance Care Planning and Palliative Care play in the journey with dementia as it currently does not
mention these. We would like these important aspects of a person with dementia's journey recognised in the
summary report as most people will only read this.
This could be included in section 4 of the summary document under "Care Planning" and also mentioned in the
model of care (Integration and timeliness?)
Palliative care is applicable for people of any age and may be integrated at any point in the disease trajectory from
diagnosis through the continuum of care to bereavement.

Page | 3

Draft Model of Care for Dementia in Ireland: Consultation Form

August 2021

b) Do you think the report will be easy to use in practice?

2. Content
a) Does the content cover the stated scope of the draft model?
Irish Hospice Foundation is pleased to note the strong references and integration of the
role of palliative care in the draft model. We are also pleased to note that end-of-life care
and Advanced Care Planning, including Think Ahead as a planning tool, are also
included in the draft model.
These are the particular areas of scope in the draft model that we would be most
concerned about.

b) Does the draft model adequately consider gaps in current service provision?
Not necessarily a gap in service provision but rather one that we would like to be highlighted in the draft mode is thel Irish Hospice Foundation's Nurses for Night Care service.
Nurses for Night Care is a free service that provides night nursing care, in the final days, for people with conditions other than cancer who wish to die at home. It can be accessed
through the local community Specialist Palliative Care team. Nurses for Night Care is delivered through a partnership between Irish Hospice Foundation and Irish Cancer
Society. We note that although the Specialist Palliative Care team role is referenced in the draft model, the Nurses for Night Care play a particularly important role for people with
dementia at end of life and one that we would like to see highlighted in the draft model. For more information see:
https://hospicefoundation.ie/our-supports-services/healthcare-hub/nurses-for-night-care/
We also feel that bereavement support is a gap in service provision and is only mentioned in relation to palliative care. For some, grief is more complex and can affect a persons
physical and mental health. It is vital that anyone who is experiencing complex and problematic grief, such as some of those experienced during COVID-19, are identified and
have access to appropriate treatment. We would also like the draft model to acknowledge the significant role of anticipatory grief in a person with dementia and their families
journey with dementia. See part D for more on this.

c) Are the Targets relevant to the stated scope and to clinical practice?
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d) In your view, does the draft model consider the concerns and needs of those living with
dementia?
One need of people with dementia and their loved ones that we consider to require
more attention in this model is anticipatory grief. Particularly as a family carer you may
experience significant grief as the dementia progresses. Some evidence suggests that
carers who experience anticipatory grief may cope better with grief after the person
dies, though this may still be painful. For some people, anticipatory grief may also
increase the possibility of becoming depressed. The needs and supports particularly in
relation to anticipatory grief should be considered as forming part of the model of care
for dementia in Ireland.

3. Implementation
a) Do any targets and/or practice recommendations change current practice substantially? If so,
do you consider that the reasons given in the draft model explain why the change is necessary?

b) Which areas do you think may be difficult to put into practice? Please explain why.
Target 23 - CARE PLANNING AND IMMEDIATE POST-DIAGNOSTIC SUPPORT
The diagnosing/disclosing service will refer the person on to appropriate post-diagnostic support in the community,
e.g. Public Health Nurse, Community Dementia Clinical Nurse Specialist, local community and voluntary supports.
For residents living with dementia in nursing homes accessing primary and community services is very difficult and
often impossible.
As they are residents in nursing homes it if often assumed that the Nursing Home will provide the additional care
needed which may not the case. They are often declined services i.e. OT, Speech & Language Therapist, Physio etc.
How will the person and staff in nursing homes be linked into appropriate post-diagnostic supports in the community?

c) What would help users to implement the model? (For example, useful checklists, patient
information leaflets etc.)
Information exchange at the right time and in the right way, this must be an ongoing
process for the person and their family.
In terms of making it easier for people, it would be great to add a little bit more detail to
the summary document.
Also consider having fact sheets on the different areas covered by the draft model for
ease of reference.
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Any Other Feedback
General comments
The draft model is very well written and thoughtful consideration has clearly gone into
it. One final point - when it is being designed is that it could do with a bit of colour, as
this makes it a much easier read e.g. Model of Palliative Care colour coding for ease of
navigation.
Staff support and training needs to be prioritised to support people living with dementia
in their homes and in residential care facilities.

Specific comments
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Page number: 93

August 2021

Line number: Bottom of page

"Recommend using the Think Ahead document, or something similar, to support decision making."
Consider adding the following text:
Think Ahead is tool used to support decision making around a person's future care should a person become
unable to express their wishes.
Not everybody would necessarily knows what Think Ahead is.

Supporting information
https://hospicefoundation.ie/i-need-help/i-want-to-plan-ahead/think-ahead/

Comment 2

Page number:

Line number:

Page number:

Line number:

Supporting information

Comment 3

Supporting information
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Comment 4

Page number:

Line number:

Page number:

Line number:

Page number:

Line number:

Supporting information

Comment 5

Supporting information

Comment 6

Supporting information
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Supporting information

Further comments…
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