CONSULTATION ON CODE OF PRACTICE seirbhis facaiochta
FOR DESIGNATED HEALTHCARE Z'e“;:;']’jjgpoff ervice
REPRESENTATIVES —

The present questionnaire relates to the code of practice for designated healthcare representatives.

The purpose of this code of practice is to provide guidance for those persons who will have statutory
obligations in relation to “advance healthcare directives” under the Assisted Decision-Making (Capacity) Act
2015. Any person aged 18 or older with decision-making capacity can make an advance healthcare directive,
sometimes also known as a “living will”, that will cover the type and extent of medical or surgical treatment
they want in the future if they ever lack the capacity to make healthcare decisions for themselves.

A “designated healthcare representative” is somebody whom the person who makes the advance
healthcare directive chooses to ensure that the terms of the directive are complied with. That designated
healthcare representative will be required to provide direction to healthcare professionals and take steps to
ensure full respect for the will and preferences of the person who made the directive.

Information on eligibility for appointment as a designated healthcare representative, guidance on how to
make an advance healthcare directive, and further guidance for designated healthcare representatives can
be found on the Decision Support Service website: www.decisionsupportservice.ie

In this questionnaire we ask questions such as whether the code of practice in general and its various
sections are easy to understand, helpful and comprehensive or, if not, how they could be improved. We
would also like to find out what, if any, changes the code will bring about to work practices. All responses
received will be taken into consideration in the formulation of the final text of the code of practice.

We look forward to receiving your comments.
This form can be emailed to dss@mhcirl.ie or posted to

Codes of Practice Consultation Phase 1
Decision Support Service

Mental Health Commission

Waterloo Exchange

Waterloo Road

Dublin 4

D04 E5W7

1. ABOUT YOU

In this section we would like to learn a little about your reasons for participating in this consultation. This will
help us to be more focused in how we deliver our services

1(a) Please select one of the following options (response required):

| am providing feedback as an individual
® | am providing feedback on behalf of an organisation.

If you are providing feedback on behalf of an organisation, please provide the name of the organisation (and/
or section within a large organisation) on behalf of which you are responding in the text box below

On behalf of St Patrick's Mental Health Services
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1(b) Please select one or more of the following options. If none describes
your situation, please select “other” and provide details in the text box

| provide/work in a service that provides healthcare services
| work in a service that supports people who have decision-making capacity challenges

| interact in a professional capacity (frequently or occasionally) with people who have decision-making
capacity challenges

| am a family member or carer of a person who has decision-making capacity challenges
| am a person who has decision-making capacity challenges
| am likely to be appointed as a designated healthcare representative

Other

1(c) How did you hear about this consultation. Please tick all that apply

Social media - LinkedIn Newsletter -Mental Health Commission
Social media - Twitter Newsletter - Decision Support Service
Social media - Other Newsletter - Other
Website - Mental Health Commission Newspaper

v Website - Decision Support Service Other

Website - Other

If you selected “other” in relation to any of the answers above please provide further details in the text
box below . This will help us to better understand the most useful ways to reach our audiences for future
engagement and consultation.

1(d) On a scale of 1to 5, please indicate how familiar you are with the
Assisted Decision Making (Capacity) Act 2015

Not at all

familiar Expert
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2. ABOUT THIS CODE OF PRACTICE

In this section we would like to obtain your overall opinion on this code. You will have an opportunity to
comment on specific areas of the code in the next section. It may be helpful to have the code open while
answering questions. You can access the code on the webpage https://decisionsupportservice.ie/public-
consultation/public-consultation-phase-1/consultation-code-practice-designated-healthcare-representatives.
When providing feedback please bear in mind that the final code of practice must reflect the contents of the
Act. The draft code includes a number of anticipated amendments to the Act.

*2(a) Please indicate your level of agreement with the following
statements (response required)

Strongly Disagree Not sure Agree Strongly
disagree agree

The language used in this code of
practice is clear and easy to (]
understand

The structure of this code of
practice is easy to follow

The content of this code of
practice is consistent with the ()
Act

This code provides sufficient
clarity on the role of designated

healthcare representatives in
relation to the Act

2(b) Having read this code of practice, do you foresee having to make
changes to your work practices?

Yes No Not sure Not applicable

If yes or not sure, please outline what these changes may include

Please note the above ratings for 2 (a) are based on an assessment of the code of practice as insufficiently accessible
in its current format. The function of the code of practice to support application of the law may be limited by this. This
is expanded on below in response to 2 (c).

2(c) If applicable, please indicate in the text box below what is needed to
support the implementation of this code in the service in which you work

SPMHS would suggest that the overall accessibility of all the Codes should be improved to support implementation of
this code in healthcare and other relevent services. These are very important resources, and usability must be
considered. Reference to Plain English principles is made within the code, but it is unclear where this is applied within
the formatting of the document or the language used. SPMHS would suggest that this may be especially relevant to
the Code of Practice for Designated Healthcare Representatives which it is understood will apply to the general public.
SPMHS would advise that consultation with the National Adult Literacy Agency would be extremely beneficial.
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3. SELECTED SECTIONS OF THE CODE OF PRACTICE

Please consider the following questions for each section within this code of practice on which you wish to
provide feedback:

¢ Are the issues covered in the section clear and easy to understand?
* Should any additional issues be included?

¢ Should anything be excluded?

* What would help to improve the section?

It may be helpful to have a copy of the code open while answering questions. You can click on the contents
page at the beginning of the document in order to go directly to a specific part of the code. You can access
the code on the webpage https://decisionsupportservice.ie/public-consultation/public-consultation-phase-1
consultation-code-practice-designated-healthcare-representatives. When providing feedback please bear in
mind that the final code of practice must reflect the contents of the Act. The draft code includes a number
of anticipated amendments to the Act.

CHAPTER 1: INTRODUCTION AND OVERVIEW
1.1 Introduction to a designated healthcare representative

Does this section require any amendments?

® Yes No

If yes, please briefly outline suggested amendments

It may be helpful to reword the title of this section to ‘What is a Designated Healthcare Representative?' and 'Who
can become a Designated Healthcare Representative?".

1.2 Purpose of this code of practice

Does this section require any amendments?

® Yes No

If yes, please briefly outline suggested amendments

SPMHS would suggest that the significance of the codes of practice to human rights, and human rights-based
approaches to care, should be centred prominently. The UN Convention on the Rights of Persons with Disabilities
(UNCRPD) is not referenced at all. While it is acknowledged the UNCRPD has not been incorporated into domestic
law, preparing for ratification by the State of the Convention was a key driver of the legislation, and the principles
contained within Article 12 of the Convention are important to note with the intended audience for the codes to
provide the rationale for the law, and the approach espoused therein. Similarly, while the guiding principles of the Act
are outlined within the draft code, the origin and basis of these principles as being rooted in human rights principles
are not noted.
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CHAPTER 2: YOUR FUNCTIONS AND DUTIES

Does this section require any amendments?

® Yes No

If yes, please briefly outline suggested amendments

Re. Section 2.3 - Following your appointment as designated healthcare representative
SPMHS would suggest this section will likely be regularly consulted and could be made clearer or spotlighted within
the document. For example, it could be retitled - * What to do once you become a designated healthcare

representative’

Re. Section 2.4

The following is not easily understood, perhaps an example could be provided - "You may be consulted by a
healthcare professional who is seeking to resolve any ambiguity about the validity or ambiguity of an advance
healthcare directive."

CHAPTER 3: COMPLAINTS AND INVESTIGATIONS

Does this section require any amendments?

Yes ® No

If yes, please briefly outline suggested amendments

4. FINAL REMARKS

If you wish to provide any additional feedback on this code of practice, please do so in the text box below

SPMHS welcomes the progress on the drafting of these important codes of practice and recognises the complexity of
undertaking this task, and commends the work of the drafters in this regard.

As noted above, SPMHS would suggest that the accessibility of the code of practice in its current form is not sufficient.
A reference to use of Plain English is made in the document but it is not clear where literacy-friendly principles have
been applied in language or formatting. If this code of practice is intended for any member of the public who may find
themselves in a designated healthcare representative role, SPMHS would strongly recommend that the National Adult
Literacy are consulted before this document is finalised.

Thank you for responding to this consultation!
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	q321: Re. Section 2.3 - Following your appointment as designated healthcare representative

SPMHS would suggest this section will likely be regularly consulted and could be made clearer or spotlighted within the document. For example, it could be retitled - ‘What to do once you become a designated healthcare representative’



Re. Section 2.4

The following is not easily understood, perhaps an example could be provided - "You may be consulted by a healthcare professional who is seeking to resolve any ambiguity about the validity or ambiguity of an advance healthcare directive."



Re. Section 2.4.3 Where the relevant person has capacity to make the decision 

The following seems a particularly important point and perhaps could be spotlighted within the document -

"An advance healthcare directive is only applicable when the directive-maker lacks capacity to give or refuse consent to the treatment covered by the advance healthcare directive."



More explanation of the following may be necessary, or where a DHR can get more information about this could be provided - "It may be necessary to make an application to court for a declaration as to whether the advance healthcare directive is applicable. If the application concerns life-sustaining treatment, then the application must be made to the High Court."



Re. Section 2.4.5 The below does not mention how these suggestions relate to the content of the AHD and could be confusing as regards the authority/ scope of the DHR role: 

"In practice, this means you must try to find out what the directive-maker’s wishes were about the issue or decision in the past and think about how this affects the decision now. You must use what you know about the directive-maker to work out what you think their wishes would be if they were able to make the decision now themselves."



This may be perceived as somewhat at odds with the scope of the role as described earlier – 

(Section 2.4)

"For so long as the directive-maker lacks capacity you, as the designated healthcare representative, have the authority to ensure that the terms of the advance healthcare directive are complied with. Depending on the terms of the advance healthcare directive, this may include engaging with the directive-maker’s treatment providers and, • advising and interpreting what the directive-maker’s will and preferences are with regard to treatment decisions by reference to the relevant advance healthcare directive • consenting to or refusing a particular healthcare treatment, up to and including life-sustaining treatment, based on the known will and preferences of the directivemaker by reference to the relevant advance healthcare directive. You do not have powers beyond those which are specified in the relevant advance healthcare directive. You may not delegate your powers to another person."



Section 2.4.5

This seems an important point and could be explained in clearer and simpler terms -

"A designated healthcare representative who acts in good faith and according to what they believe at the time to be the will and preferences of the directive-maker by reference to the advance healthcare directive is not subject to civil or criminal liability."



Section 2.4.6 Subject matter experts – This should be explained with an example given.



2.5.2 What and when you need to record - It may be helpful to provide a record template as an appendix within this Code of Practice.
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	q38: SPMHS welcomes the progress on the drafting of these important codes of practice and recognises the complexity of undertaking this task, and commends the work of the drafters in this regard.



As noted above, SPMHS would suggest that the accessibility of the code of practice in its current form is not sufficient. A reference to use of Plain English is made in the document but it is not clear where literacy-friendly principles have been applied in language or formatting. If this code of practice is intended for any member of the public who may find themselves in a designated healthcare representative role, SPMHS would strongly recommend that the National Adult Literacy are consulted before this document is finalised.


