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Introduction

The National Advocacy Service for People with Disabilities (NAS) is an independent, free and
confidential service, funded and supported by the Citizens Information Board. NAS provides
representative advocacy to people with disabilities, to ensure that their will and preferences
are heard in decisions that affect their lives, in areas that include social services, health,
accommodation, personal finances, legal issues and family and relationships.

NAS has a particular remit to work with people with disabilities who; live in residential
services, live in inappropriate accommodation, attend day services, have communication
differences, have limited natural supports or are isolated from their communities.

NAS has a team of professional advocates working around the country. NAS advocates
regularly work with people who experience mental health difficulties and who may be
subject to the provisions of Mental Health legislation. This includes voluntary and
involuntary patients and also those accessing community based mental health services. This
submission is based on the combined experiences of our advocates who work directly with
adults who experience mental health difficulties.

NAS also developed and hosts the Patient Advocacy Service, which was commissioned by
the Department of Health. The Patient Advocacy Service is an independent, free and
confidential service that provides information and support to people who want to make a
complaint about an experience they have had in a HSE-funded public acute hospital.

There is a commitment in the Programme for Government to “Examine extending the
Patient Advocacy Service to support those accessing public mental health services.”?!

NAS welcomes the opportunity to make a submission to the public consultation on draft
legislation to update the Mental Health Act 2001. This is a critical step in progressing
Ireland’s compliance with the UN Convention on the Rights of Persons with Disabilities
(UNCRPD).

L https://www.gov.ie/en/publication/7e05d-programme-for-government-our-shared-future/



1. Changes to definitions in the Act

NAS agrees that mental illness is a more appropriate term to use than mental
disorder (Recommendation 3).

NAS accepts the amended definition of mental illness (Recommendation 6).

It is positive to see the terms significant ‘Intellectual Disability’ and ‘severe
dementia’ being removed in compliance with United Nations Convention of the
Rights of Persons with Disabilities and the European Convention on Human
Rights.

2. Inclusion of guiding principles

NAS agrees that separate guiding principles should be included in the Act for
adults and children (Recommendation 113).

NAS welcomes the shift in emphasis away from a paternalistic interpretation of
mental health to one that allows for the presumption of capacity, personal
autonomy and one which emphasises the right to choice.

NAS welcomes the shift away from a ‘best interests’ approach and agrees that
this should not be the favoured approach when a person’s wishes cannot be
ascertained.

NAS agrees with the move to the ‘will and preference’ paradigm, which will bring
the legislation in line with Article 12 of the UNCRPD. While it is positive that the
previous will and preference of the person is given particular relevance by the
expert group, emphasising this (in particular those expressed in written form)
may be a barrier to people who communicate differently and is not in keeping
with the Equal Status Act 2000, as it may be discriminatory. The role of an
independent advocate can bridge this gap so that the person’s will and
preference is recorded through their preferred method of communication.
Access to advocacy should be included for those who may require support to
articulate their will and preference to others.

NAS welcomes that human rights are being incorporated into the guiding
principles (Recommendation 1).

The implementation of a guiding principle for persons with Dual Diagnosis
should also be considered. People who have more than one disability type often
find it more challenging to access services as it can be unclear which part of the
health system has responsibility for providing them with services.

The list of guiding principles recommended in the Expert Group report
(Recommendation 2) is not as comprehensive as those listed in the Assisted
Decision Making (Capacity) Act 2015. For example, a person’s right to privacy,
which is listed as a guiding principle in the Assisted Decision Making (Capacity)
Act 2015 is not included in the proposed list of guiding principles in the expert
group report.

Placing emphasis on the least restrictive options and on bodily integrity as
guiding principles is well received and in line with the UNCRPD.



It is not possible to give informed consent without adequate information.
Therefore, a person’s right to information should also be included as a guiding
principle.

NAS welcomes the emphasis on the right of the person to make unwise
decisions.

NAS welcomes reference to Personal recovery principles. This supports a person
centred approach to an individual's recovery, recognising that each person’s
mental health experience is unique to them, as is their recovery plan.

3. Changes to the criteria for detention

NAS agrees with the criticism regarding people with intellectual disability who do
not have a mental illness being detained in psychiatric facilities. There are far too
many people residing in mental health facilities who have an intellectual
disability, but do not require treatment for a mental illness (Recommendation
16). Many of these individuals end up remaining in mental health facilities for
considerable periods of time which is a contributory factor in having a poor
quality of life.

NAS welcomes a move towards a functional approach to capacity, where lack of
capacity on admission does not mean that further decisions relating to the
person’s treatment should not be discussed with them and put to them as and
when these decisions arise.

However, NAS also believes that further emphasis on functional capacity
assessments is required. It needs to further detail that decisions are time specific
and issue specific and while a person may be unable to make some decisions at
one moment in time, they may be able to make others.

NAS welcomes the expansion of the definition of treatment to include that ‘the
provision of safety and/or a safe environment alone does not constitute
treatment’ (Recommendation 11).

“The Expert Group now recommends that the principle of reciprocity should
apply in all scenarios where a person is being detained under the Act and that if
all treatment is refused by a person with capacity (see also the section on
Advance Healthcare Directives in this regard) then the person should be
discharged.” NAS queries if the reference to treatment here includes access to a
full multi-disciplinary team. A clearer definition of treatment should be included.
A person can only refuse what is offered and dependent on where and when a
person is admitted, they may only be offered pharmaceutical treatment - many
centres have limited therapeutic inputs including — psychology, social work and
Occupational Therapy services.

4. Enhanced role for Authorised Officers

The role of an Authorised Officer in conjunction with independent advocate
needs further exploration. It is positive to see a focus on the least restrictive
treatment in the community (Recommendation 34), however greater
consideration needs to be afforded to the possibility of bias and also the consent
of the person to consult with third parties, such as families/carers. The role of



independent advocacy should be included in this process to build trust, support
to obtain the person’s consent and work with the person to forge positive
relationships with them and with third parties including AO, supporting their
understanding of options/circumstances/process (Recommendation 35).

e Ensuring people have a statutory right to advocacy is intrinsic to protecting their
rights and ensuring their voice, will and preference is represented. Should a right
to independent advocacy be included in the Act then consideration will need to
be given to:-

= How that right is realised

= Standards in advocacy — what do we mean by advocacy, who can provide
such a service

= What happens if a person is not supported to access advocacy?

= Access to resources for advocacy organisations

e Clearer guidance on which mental health professionals can apply for the role of
Authorised Officer needs to be included.

e The importance of providing adequate funding and ongoing training for
increased Authorised Officer roles needs further emphasis.

5. Interdisciplinary approach to care and treatment

o NAS believes that advocacy supports should be explicitly mentioned and
outlined. An onus should be placed on ensuring advocacy is available and
accessible, ideally on a statutory entitlement basis to uphold rights.

e Information should be provided on the different the types and models of
advocacy which are available. Statutory provision should be made for
advocacy which provides for:-

o Statutory right to access to advocacy

o statutory regulation of advocacy to include advocacy standards, who
provides advocacy, information for the public on what good advocacy
looks like and how to access

e Aninterdisciplinary approach is welcomed as it allows for a more holistic
model of support for people rather than having a purely medical / psychiatric
focus.

6. Changes to time limits

o NAS agrees strongly with reduction of the third renewal order from 12 months
to 6 months. 6 months is still a long period of time and further safeguards for
the person should be outlined (Recommendation 67).

e Consideration should be afforded to how renewal orders and tribunal hearings
will be conducted with current staffing levels.

e NAS welcomes an increased focus on the individual and their needs.

7. Enhancing safeguards for individuals (including seclusion and restraint)

e NAS believes that a person who is involuntarily detained should be offered
advocacy support as a safeguard. This should be a matter of normal practice and



a range of advocacy support options should be given to the person. Entitlement
to advocacy should be on a statutory basis, particularly for those detained under
the Mental Health Act (as is the case in other jurisdictions, such as England and
Wales).

Mental health tribunals

e NAS agrees with the changes suggested for Mental Health Tribunals
(Recommendation 50 — 65).

e |tis positive to see the views of the person and psychosocial reports by other
member of MDT being introduced as part of a review.

e NAS see it as a positive step to have tribunals renamed as ‘Mental Health Review
Boards.’

e |tisimportant to have the Consultant Psychiatrist responsible for the care and
treatment of the individual subject to attendance at the tribunal, they should
have to attend (rather than the current wording of they attend if the Board
request them to).

e Accessible information on the review board process should be a mandatory
entitlement for the person.

e There needs to be a statutory right for the person to have an advocate attend a
tribunal with them if they so choose, in order for support to be meaningful. In
addition, the tribunal/review board documentation should be made available to
the advocate as a matter of course. There should be a specific timeframe for
information requests to be responded to and in the absence of this, it should
arguably not be possible to proceed to a hearing, as the person has not been
afforded due process or reasonable accommodation in line with the Disability
Act 2005.

e “In relation to the patient’s advocate, the Expert Group agreed that the person
subject to detention has the right to nominate another person, who may be a
peer advocate, family member, carer or friend, to support them in all matters
concerned with the review of their detention. This is in addition to the provision
of a legal representative. It should be a matter for the Review Board to decide
who should attend the Review Board hearing, however the patient should always
have the right to attend and to nominate an advocate to attend with them as
well as their legal representative.”

Should the legislation be amended in this way, further amendments will be required

regarding advocacy in particular:-

e Definition of an advocate should be clear and unambiguous

e Access to advocacy should be enshrined as a right

e Advocacy providers will need to demonstrate compliance with
standards, training, supervision and oversight of advocates

e Advocacy services will need to be adequately resourced to meet these
requirements



e This is line with the commitment in the Programme for Government?
to “Examine extending the Patient Advocacy Service to support
those accessing public mental health services.” (The Patient Advocacy
Service is provided by the National Advocacy Service for People with
Disabilities.)

9. Change of status from voluntary to involuntary

e NAS believes that due to the complexity of this area that the offer of advocacy
support should be a statutory right that is afforded to every person whose status
could change from voluntary to involuntary, as an additional safeguard of their
rights and voice.

e NAS believes that it is positive that the complex issues around this area were
noted. It welcomes the greater safeguards being put in place for involuntary
patients (Recommendation 74).

e |tis also positive to see mention and recognition of institutional influence and
how this can impact a person.

e NAS agrees that the same criteria for involuntary admission needs to be reached
for a person who is already in an approved centre undergoing treatment on a
voluntary basis if their status as a voluntary patient is to be changed to
involuntary, in order to adequately uphold their rights.

10. Capacity and advance healthcare directives

e NAS suggests a change to the wording ‘(1) A person lacks the capacity to
make a decision if he or she is unable’—to: ‘a person is presumed to have
capacity unless/until the contrary is proven.’

e There is a need for greater focus on a presumption of capacity, rather than
starting with questioning capacity, which is not in keeping with a functional
approach to capacity.

o NAS would question if the ability to override the decision of an appointed
decision making representative undermines the role of the decision-making
representative. It is possible that this could have repercussions for other
decisions required in the course of the person’s treatment in hospital.
(Recommendation 24)

e Inrelation to the recommendation for intermediate patient, NAS strongly
agrees that a detailed set of guidelines would be required and more clarity
on how this is a beneficial option for a person and to ensure there are no
unintended consequences. (Recommendation 26)

e |tis essential that Advanced Healthcare Directives can apply to mental health
in the same way as they do to general health and NAS strongly agrees with
this recommendation (Recommendation 126). Research shows that advance
healthcare directives can reduce involuntary admissions and promote
recovery.

2 https://www.gov.ie/en/publication/7e05d-programme-for-government-our-shared-future/



e NAS strongly believes that a person’s choice around their treatment that is
set out in an Advance Healthcare Directive, should hold and should not be
overridden by the Mental Health Act, as it would be contrary to international
human rights standards, including the UN Convention on the Rights of
Persons with Disabilities.

e Inregard to Electro-Convulsive Therapy, a person who when well makes an
informed decision and conveys their will and preference and documents it in
an Advance Healthcare Directive should have their decision respected and
upheld.

e NAS believes that if on admission a view is formed that a person requires a
capacity assessment, there needs to be emphasis on ensuring all necessary
supports are put in place in the first instance to fully support the person’s
understanding and this should be well documented. This can include
providing accessible information, sign language, other supports etc.
Otherwise, it is possible that capacity assessments will become standard
practice, as opposed to a presumption of capacity. This would not be in line
with the principles of the Assisted Decision Making (Capacity) Act 2015 and
in line with HSE consent policy (Recommendation 17).

e |tis welcomed that the recognition and consideration of ‘institutional
influence’ was included, ensuring statutory access to independent advocacy
would go some way towards addressing this, ensuring the person has access
to someone outside of family/institution to ensure their will and preferences
are at the centre of all decision making.

11. Consent to treatment

e This section should explicitly reference access to advocacy supports also.

e NAS welcomes all clarifications made on matters of consent by a person and
believe that the recommendations strengthen the voice and choice of the
person with regard to medication.

e With regard to a decision-making representative (under Assisted Decision
Making (Capacity) Act 2015) being able to consent to Electro Convulsive Therapy
— clear guidelines on requiring the documentation of how the decision-making
representative established the person’s will and preference is essential here to
ensure any decision taken is person-centred (Recommendation 90).

e Regarding psychotropic medication, more emphasis is needed on an obligation
to promote informed consent via the provision of information e.g. on side
effects, the purpose of intervention, as well as the benefits and risks. More
emphasis on a fuller range of available options being afforded to a person.
References to HSE Consent Policy should be included here (Recommendation
97). All information must be provided using simple, clear language and avoid
complicated medical terminology. Where English is not a person’s first language
a professional Interpreter must be provided and family not relied upon to
support communication.

e |tisimportant to include the need to ensure that the person is not under any
duress to make a particular decision. Additionally, the person must be afforded
adequate time and support to understand information and make a decision.



With reference to the ADM, NAS would concur with the expert group’s
recommendations that the right of voluntary patients to refuse treatment be
restated, that involuntary patients who have capacity should be able to refuse
treatment and states that decision-making supports should be available to all
those who need them.

12. Information and individual care/recovery planning

NAS welcomes the placing of care plans on a statutory basis. This will be
important for the provision of individualised care. A strong emphasis must be
placed on the need to include the person to the greatest extent possible in the
preparation of such plans and for the regular review of plans. Whilst there is
reference to such inclusion — there is less detail on documenting proof of the
person’s involvement in care planning and this should be enhanced. It is also
important that discharge plans should form part of these individualised care
plans. The person should be kept fully informed of any relevant changes or
developments to their plan, as and when they occur.

NAS believes that a person should be provided with information on various
advocacy services available (not just peer advocacy, but professional advocacy
services which adhere to Codes of Practice and which are fully supervised and
standardised) during this process.

While an individual can invite a chosen advocate to a discharge planning
meeting, this is on the assumption the individual is aware of such a role; ideally
in mental health teams there should be an emphasis on promoting relevant local
independent advocacy services, so that the individual is fully informed and
aware of the availability of such a service. For example, in Disability Residential
services, HIQA would review the promotion of advocacy within that service and
availability of information to residents; a similar duty on mental health services
(included in approved centre regulations) would encourage greater awareness
and referral pathways to advocacy services.

Patients need to be fully informed of all of their rights, including information on
treatment, medication, their right to consent or refuse treatment and/or
medication, complaint processes, their right to leave the approved centre at any
time and their right to access advocacy services. The Act should make a person’s
right to such information mandatory.

Further detail on what follow up will occur if recovery plans are not in place
should be set out. Note that Mental Health Reform have consistently found that
a high percentage of people report that they do not have individualised care
plans in place when in the community.

There needs to be clearer obligations set out to display a person’s rights
throughout Mental health facilities, using different forms of communication to
make the information as accessible as possible to as wide an audience as
possible.

Mental Health care facilities should have user forums as standard. They should
regularly seek feedback from such forums on how to improve the service user
experience.



The expert group has recommended that each person is fully informed of their
rights as a patient. It is important that all information given to people regarding
their rights is provided in an appropriate accessible format.

13. Inspection, regulation and registration of mental health services

NAS welcomes the inspection and regulation of Mental Health Services
(Recommendation 124). NAS also welcomes the increased powers given to
Mental Health Commission to inspect 24 hour staffed community residences and
community services.

Any regulations or standards developed need to have a strong emphasis on
consultation/listening to the voice of the person and to ensure inspection is
aimed at examining the person’s experiences (Recommendation 125) and any
outcome measurement must focus on people’s experiences.

The expert group has recommended inspecting approved centres on a three-
year cycle. More frequent risk based inspections i.e. annually or every two years
may provide greater transparency and highlight any possible issues of concern in
a timely manner.

14. Provisions related to children

The Expert Group has recommended that children of the age of 16 and17 should
be presumed to have capacity to consent or to refuse admission and treatment
and that advocacy services should be made available to them and their families.
NAS notes that there is currently no advocacy service for children who are
not/have not been in care. Such advocacy services needed to be progressed as a
matter of urgency (Recommendation 121) to safeguard children’s rights.
Further detailed consideration of how children aged 16 and 17 should be
presumed to have capacity to consent to treatment may be seen under the law
and any issues with guardianship etc. ought to be addressed in greater detail
(Recommendation 114).

15. Provisions related to the Mental Health Commission

NAS agrees with the provisions relating to the Mental Health Commission.



