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Final Update – August 16, 2021

Kia ora koutou
This morning the Board and others welcomed Peter Reynolds to the position of Chief Executive, and I wish him every success in the role. – his contact details are:
peter@nzdsn.org.nz 
[bookmark: _GoBack]Mobile: 0275346472
Here are some reminders and information:
1. Flexible Disability Support (FDS) – NZDSN is now waiting for feedback from the Ministry of Health following a series of meetings and workshops on this topic. Information will be shared once it is available.
2. Residential Pricing Model – an initial strategic meeting was held with the Ministry last week. Further information will be shared with members as it becomes available.
3. Registration for the 2022 Christchurch IIMHL & IIDL Leadership Exchange is now open! This five-day event will take place the week of 28th February with the Matches being hosted across New Zealand and Australia on Monday 28th February and Tuesday 1st March. The Matches will be followed by the Network Meeting, which commences with a pōwhiri at the Te Pae Conference Centre in Christchurch, New Zealand at 5.00pm on Wednesday 2nd March, and continues with the Network Meeting sessions on Thursday 3rd and Friday 4th March. Go to the IIDL website for more information.
4. Training and Workforce Development Fund – another reminder - The Training Fund is available to staff members of organisations contracted by the MSD National Office to provide employment, participation, and inclusion services for people with disabilities. NZDSN administers this fund on behalf of MSD. People can apply for assistance from this fund throughout the year. Click here for further information.
5. The next Board meeting is this week on Thursday August 19 in Christchurch.
6. End of Life Choice Act – I have recently met with the Ministry of Health team on this issue. They have provided me with the following information and asked that I share it with you. 
The End-of-Life Choice Act 2019 Implementation
· Assisted dying will be legal in New Zealand from 7 November 2021, which is a year after the 2020 referendum results on the End-of-Life Choice Act 2019 (the Act) were announced.
· The introduction of assisted dying means that a person with a terminal illness who meets the eligibility criteria can request medication to relieve their suffering and end their life.
· The Act sets out the legal framework and a high-level process for accessing assisted dying, including strict eligibility criteria and safeguards.
· A person cannot receive assisted dying solely because they are suffering from a mental disorder or mental illness, have a disability, or are of advanced age.
· Assisted dying is not a replacement for palliative care or health care services more generally. It provides another option for people with a terminal illness in certain circumstances.
· The Ministry of Health will be responsible for the Act and has an implementation programme underway to implement the assisted dying service. 
· The service will become part of the existing health and disability system and there will be continuous quality improvement activities. It will be important to ensure the service puts people and their whānau at the centre, uses effective safeguards, and is accessible to those who meet the criteria under the Act.
· Assisted dying remains illegal until 7 November 2021.
Further information about the Act and the implementation work programme can be found on the Ministry of Health’s website: https://www.health.govt.nz/our-work/regulation-health-and-disability-system/end-life-choice-act-implementation
You can also sign up for the Ministry’s newsletter about the implementation for regular updates: https://www.health.govt.nz/our-work/regulation-health-and-disability-system/end-life-choice-act-implementation/end-life-choice-act-implementation-updates
Information and guidance for the health and disability sector
· Health and disability service providers are encouraged to start planning and preparing for when assisted dying services become available. 
· The Ministry is creating a range of resources to support health professionals and health and disability service providers to prepare for when assisted dying becomes available.
· Attached are four information sheets that may be of particular interest to disability workforce and providers. These are a general information sheet about the Act and assisted dying for health professionals, plus an information sheet, a checklist, and a set of scenarios for health service providers to help support planning and preparations.




   
· Further information, guidance and training resources can be found in Learn Online, including recordings of webinars about various aspects of the assisted dying implementation. https://learnonline.health.nz/enrol/index.php?id=470
· People working in the health and disability sector can log in or make an account to access these resources by following the instructions. 
· You can find The End-of-Life Choice Act 2019: Overview e-learning module about assisted dying in Learn Online. https://learnonline.health.nz/course/view.php?id=444 Health practitioners and others in the health workforce are strongly encouraged to complete this module. It can be completed as an individual, or it can also be used by health service providers as part of team or group learning tools.
· The Ministry is currently developing a presentation that is aimed at the unregulated workforce that can be used to provide support learning about assisted dying in team or group settings. This will be available soon in Learn Online. 
· The Ministry of Health is also developing guidance to support health and disability service providers create policies that may be needed if someone in their care requests assisted dying from 7 November 2021. Providers will be able to tailor this guidance to their own context and level of involvement in providing assisted dying services. 
· Health practitioners who are interested in providing assisted dying services, or people in the health and disability sector who are working on planning related to the introduction of assisted dying services are invited to sign up for the Ministry’s Assisted Dying Workforce Forum, which will be held in Wellington on 29 and 30 September.  https://confer.eventsair.com/moh/register/Site/Register
I think that covers the key issues and developments for now. I have enjoyed the last few weeks keeping several projects moving forward and information flowing to you, our members. From Monday next week, I will be looking for more projects or engagements so I can continue to be of service to the sector in the future. If you are aware of any possibility or opportunity where I might be of assistance, please contact me on 0274984262 or matthews117d@gmail.com.
I would like to thank Sue, Sara and Mireille for their support and assistance over the last 8 weeks – they have been great to work with. Best wishes to you all for the future which will no doubt continue to be full of challenges and churn but hopefully rewards as well.

Ngā mihi,
David Matthews, 
Interim CE
NZDSN
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END OF LIFE CHOICE ACT

IMPLEMENTATION

End of Life Choice Act 2019
Information for health professionals May 2021

This information sheet is for health professionals who

want to know more about the End of Life Choice Act

2019 and the introduction of assisted dying in New

Zealand.

The Ministry of Health is currently working to implement the End of Life Choice Act 2019 (the Act).

More information, including information sheets for health service providers and the public, can be
found on the Ministry’s website.

You can find the Act in full on the New Zealand Legislation website.

Note: this information is relevant to health professionals working in many different roles and settings.
This includes health practitioners, including medical practitioners, nurse practitioners and nurses, as
well as other health professionals, such as health care assistants or carers.

People will be able to request assisted dying from 7 November 2021

The Act outlines the legal framework that allows a person who has a terminal illness and meets the
eligibility criteria the option to request medication to relieve their suffering and end their life.

A person can choose to self-administer the medication (in the presence of a medical or nurse
practitioner), or request that a medical or nurse practitioner administers the medication.

People will have the option to request assisted dying from 7 November 2021. This is a year after the
results of the 2020 public referendum were announced.

Assisted dying remains illegal in New Zealand until this date, and no part of the process can start
before then.

Assisted dying is another option for people who have a terminal iliness and exists within the context
of other health services. It is not a replacement for palliative care or health care services more
generally.
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A person must meet strict criteria to be eligible for assisted dying

The Act gives a person the option to request assisted dying. However, they must meet strict and
specific criteria to be eligible. Not everyone with a serious illness will be eligible for assisted dying.

To be eligible, a person must meet all of the following criteria:

e be aged 18 years or over

e be a citizen or permanent resident of New Zealand

o suffer from a terminal illness that is likely to end their life within six months
e bein an advanced state of irreversible decline in physical capability

e experience unbearable suffering that cannot be relieved in a manner that the person considers
tolerable

e be competent to make an informed decision about assisted dying.

A person cannot receive assisted dying solely because they are suffering from a mental disorder or
mental iliness, have a disability, or are of advanced age.

A person must be competent to make an informed decision about
assisted dying

One of the criteria for eligibility is that the person is “"competent to make an informed decision about
assisted dying”. This means the person requesting assisted dying must be assessed and found
competent to make an informed choice about assisted dying. A person’s competence is not
assumed.

Both the medical practitioner treating the person and a second, independent medical practitioner
must agree that the person is eligible for assisted dying.

If either medical practitioner is unsure of the person's competence to make an informed decision, a
third opinion from a psychiatrist must be sought to determine competency.

If the opinion is reached that the person is not eligible as they are not competent to make an
informed decision, the process ends. The person must be considered competent at the time the
medication is administered. Advance directives cannot be used for assisted dying.
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The process can stop at any time

If a person changes their mind about choosing assisted dying, they can stop the process at any time
up until the point that the medication is administered. The medical practitioner must explain that
they can change their mind as part of the assessment process.

Before the medication is administered, the medical or nurse practitioner will ask the person if they
choose to receive the medication. The person can choose to take the medication then, delay taking
the medication to a later date (within six months of the date originally chosen), or cancel their
request for assisted dying.

If during any stage of the process it is decided that the person is not eligible, the medical or nurse
practitioner must stop the process and explain the reason the process has stopped to the person.

The medical or nurse practitioner must also stop the process if coercion is suspected.

Talking to patients about assisted dying

As a health professional you may be asked about assisted dying. It is important you think about how
you may respond if assisted dying is raised with you. This includes how you can respond with respect
and compassion, regardless of your personal views.

The Act is clear that the person requesting assisted dying must be the one to raise it first. Health
professionals are not able to suggest assisted dying as an option or initiate discussion about assisted
dying unless the person has done so first.

If someone asks you about their options for end-of-life care

You can talk to them about their other options, such as palliative care. However, you can only talk to
them about assisted dying if they raise this with you first.

If a person’s carer, whanau or friend asks you about assisted dying

You can direct them to general information about the service. Where appropriate, you can also make
them aware they can't make a request on another person's behalf and that assisted dying must be
requested by the person and must be the person's choice based on their informed consent.

Whanau, carers, welfare guardians or holders of an Enduring Power of Attorney cannot request or
make a decision about assisted dying on someone’s behalf.

If a person who is not eligible (such as not having a terminal illness) requests
assisted dying

If you have a conscientious objection you are not required to assess eligibility. If you are a medical
practitioner without a conscientious objection, following consideration against the eligibility criteria,
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you should explain to them that they are not eligible, and why. You can talk to them about their
other care options, how they feel about these options and why they raised assisted dying.

You should also consider whether the person would benefit from being referred to or told about
other services, such as mental health or wellbeing support.

If a patient raises assisted dying with you before 7 November 2021

You can tell them that assisted dying is not yet available in New Zealand. People can only request
assisted dying from this date.

If someone wants further information about assisted dying, you can direct them to the Community
Information sheet on the Ministry’s website.

Being involved in assisted dying services

The Act outlines the high-level process for providing assisted dying services. This process explains
certain steps that include medical practitioners, psychiatrists, pharmacists and nurse practitioners. If
you are in one of these professions, you may wish to consider if you are willing to be part of this
process.

o If you are a medical practitioner, you may wish to consider if you are willing to perform
assessments and administer the medication, or provide an independent second opinion.

e If you are a psychiatrist, you may wish to consider if you are willing to provide a competency
assessment.

e If you are a pharmacist, you may wish to consider if you are willing to dispense the medication.

o If you are a nurse practitioner, you may wish to consider if you are willing to administer the
medication.

Outside of the process outlined in the Act, there are other ways that health practitioners and health
professionals can be involved in supporting someone who is choosing assisted dying. This includes
care that could be provided by nurses or health care assistants.

This care could include:
e taking part in conversations with a person and their whanau about assisted dying

e providing expertise if a person would benefit from a specific approach, such as when working
with disabled people, Méaori or Pacific peoples

e discussing appointments for assisted dying or making practical arrangements to help prepare for
the assisted death

e being present and provide comfort care to the person and support to their whanau at the time of
the assisted death.
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Obligations if conscientiously objecting

You do not have to be involved in providing assisted dying services if you have a conscientious
objection.

Regardless of your personal beliefs you should still meet professional standards by not inhibiting
someone's access to lawful medical treatment and ensuring that continuity of care is maintained for
a person requesting assisted dying.

If a medical practitioner with a conscientious objection is asked by a patient about assisted dying,
they have certain responsibilities under the Act. They must:

¢ inform the person of their objection

« tell the person that they have the right to ask the Support and Consultation for End of Life in New
Zealand (SCENZ) Group for the name and contact details of a medical practitioner who is willing
to participate in assisted dying.

The Act establishes the SCENZ Group to oversee a range of responsibilities related to assisted dying.
These responsibilities include making and maintaining a list of health practitioners who are willing to
provide assisted dying services. You can read more about the SCENZ Group on the Ministry's website.

Other health practitioners with a conscientious objection can also follow these steps. They could also
suggest that a person talks to their medical practitioner about assisted dying and/or direct a person
to where they can find information about assisted dying.

Oversight over assisted dying

The Ministry of Health will be responsible for the Act and has developed a work programme to
implement it. The Ministry will also hold responsibilities for the ongoing oversight of assisted dying
services once they are available.

The Act also creates three statutory roles within the health system to oversee assisted dying and
make sure the processes outlined in the Act are followed.

The (SCENZ) Group

The SCENZ Group's role includes maintaining a list of health practitioners who are willing to be
involved in assisted dying. It also has responsibilities relating to the Standards of Care, the required
medical and legal procedures and the provision of practical assistance.

The Registrar (assisted dying)

The Registrar’s role includes checking that the processes required by the Act have been complied
with and notifying the medical practitioner of whether the process can continue. The Registrar can
also receive complaints and, if necessary, refer them to the appropriate agency, such as the Health
and Disability Commissioner.
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The End of Life Review Committee

The End of Life Review Committee’s role includes considering reports about the assisted death of a
person under the Act and reporting to the Registrar on whether these reports show compliance with
the Act.

Assisted dying and health service providers

Assisted dying will operate differently within different health service providers, such as hospitals,
primary care and aged residential care. As with other health care services, health providers will need
to develop their own systems and processes to manage assisted dying.

You can find information about health service providers can start preparing for when assisted dying
is available on the Ministry’'s website.

The Ministry is still working to implement the Act, including developing policy for assisted dying
services and service design. Further guidance will be available as this work progresses.

Further information and guidance

An online training module about the Act is now available through the Ministry’s LearnOnline
platform. The module includes information health professional’s rights and responsibilities under the
Act. All health professionals are strongly encouraged to complete this module as it may help if you
are asked about assisted dying.

Further guidance and training, including a series of webinars about assisted dying, will be available in
the coming months. You can expect to receive updates through your employer or professional
organisations about this.

The Ministry will provide more information about the implementation of the Act on its website as it
becomes available. You can also subscribe to the Ministry's newsletter for regular updates.

Support for health professionals
Assisted dying is a sensitive topic and may be difficult for some people.
You may want to talk to your colleagues or your employer about assisted dying services. These

conversations can be important in deciding if and how you may be involved once assisted dying
services are available.

If reading this information or talking about assisted dying has raised some distressing feelings for
you, please know there is support available. You can:

o call or text 1737 for free to speak to a trained counsellor at any time
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e call or text the Depression Helpline — 0800 111 757 or free text 4202 to talk to a trained
counsellor

o call the Family Services Directory for help finding, and direct transfer to, community-based health
and social support services in your area — 0800 211 211

e access employee support services like the Employee Assistance Programme (EAP).

MINISTRY OF

HEALTH

MANATU HAUORA

May 2021
HP 7685

MINISTRY OF
New Zealand Government HEALTH

MANATU HAUORA



tel:0800111757

tel:4202

tel:0800211111




image3.emf
End of Life Choice  Act - Delivery of assisted dying services - scenarios for health service provider planning  (2).pdf


End of Life Choice Act - Delivery of assisted dying services - scenarios for health service provider planning  (2).pdf
END OF LIFE CHOICE ACT

IMPLEMENTATION

Delivery of assisted dying services
Scenarios for health service provider
planning July 2021

This document includes scenarios to help support

health service providers to plan for the delivery of

assisted dying services.

This document is designed to help health services providers create policies and procedures for

situations where a patient may request access to assisted dying services and how these services
will then be delivered.

It is recommended that before using these scenarios to support planning you read the
information sheets ‘Preparing for assisted dying services — Information for health services
providers’ and ‘Funding and delivery model for assisted dying services — Information for medical
and nurse practitioners’ for context.

More information about assisted dying can be found on the Ministry of Health's website.
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How to use the scenarios in this document

The scenarios in this document offer examples of different situations in which a person may
request access to assisted dying services. They intend to help health service providers consider
how they can ensure the quality and continuity of care for a person who requests access to
assisted dying services.

Health service providers may find it helpful to consider these scenarios as they develop policies
and plans within their own organisations to prepare for when assisted dying services are
available in New Zealand.

Assisted dying services will be provided within the context of our existing public health and
disability system. Providers will already have policies and procedures that cover some aspects of
assisted dying services and their delivery, such as policies about conscientious objection or
providing care in home settings. However, these policies and procedures may need to be
adapted to reflect the introduction of assisted dying services.

Health service providers should ensure that all policies and procedures are in line with the End
of Life Choice Act 2019 (the Act), as well as the Code of Health and Disability Services
Consumers'’ Rights.

Preparing staff for the introduction of assisted dying is a key part of a health service provider's
planning and preparation. Health service providers may want to use the scenarios in this
document to guide discussions with staff, or create their own scenarios for this purpose based
on their specific context.
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An overview of the assisted dying process

The Act outlines that certain steps must take place as part of the assisted dying process. An
overview of this process is outlined below to support the use of the scenarios in this document.

It is important to note that:

o the diagram below outlines the process for a situation where a person is found to be eligible

for assisted dying and chooses to have an assisted death

e at any time the process must stop if the person chooses not to go ahead, or if the person is
not eligible, or if the person is being coerced.

You can read about this process in more depth in the Act, or you can find out more about the
Act by completing the End of Life Choice Act: Overview e-learning module.

Patient requests

assisted dying
service
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Attending medical
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Questions to consider for each scenario

Each scenario is accompanied by several questions that are intended to support planning. In
addition to these questions, there are some questions that should be considered in all
situations.

For example:

e Does the person understand their other options for care, such as palliative care?
e Is the person making an informed decision of their own free will?

e How are the person’s cultural needs being respected and upheld?

e How are the person'’s spiritual needs being respected and upheld?

e How are the person’s psychological needs being respected and upheld?

e Is the service being provided in a person- and whanau-centred way?

e Would the person benefit from any additional health care or social supports?

e How are the staff working with this person being kept safe?

e How are the person’s rights under the Code of Health and Disability Services Consumers'’
Rights being upheld?
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Scenario One - Janie

Context e Janie is a 24-year-old woman who lives in Wellington. She lives in a residential care
facility due to a physical disability.

« Janie has leukaemia. She has been given a prognosis of less than three months.
« The medical practitioners that work at the facility conscientiously object to
providing assisted dying services.
Situation « Janie wants to request assisted dying services, but isn't sure how.
« Janie asks a carer who works at her facility what to do.
Considerations . |Is Janie aware that the medical practitioners that work at the facility do not provide
assisted dying services?

« Has Janie's carer had appropriate training and guidance on what to do in this
situation?

« If Janie decides to start the process how will the facility ensure she can access this
care?

« Does the facility have a policy about letting an external medical practitioner into the
facility to provide the service?

« If Janie is found eligible, what are her options for where her assisted death can take
place and, if necessary, how will the facility support the transfer of her care?

« Are there any additional considerations needed due to Janie's physical disability?
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Scenario Two - Rangi

Context

Situation

Considerations

New Zealand Government

Rangi is an 85-year-old woman who lives alone in Christchurch. Her whanau is
spread across New Zealand.

Rangi has end stage heart failure.

Rangi would like to return to her turangawaewae in Kaitaia to die on the marae.
Rangi has requested assisted dying through her general practitioner and has been
found eligible.

Her general practitioner is not able to travel to Kaitaia to perform the assisted death
and would like to support Rangi to get support in Kaitaia.

How might the general practitioner arrange for a medical or nurse practitioner in
Kaitaia to administer the medication?

Who helps support and arrange Rangi’s travel to Kaitaia from Christchurch,
including any medical care that she may need during the journey?

How does Rangi and her whanau find out if her assisted death is able to take place
at the marae and then discuss the outcome of this with the practitioner?

If the assisted death can take place on the marae, how will Rangi and her whanau
let the medical or nurse practitioner know the tikanga to be followed on this
marae?

If the assisted death cannot take place on the marae, what other options may be
available to Rangi?

Throughout the assessment process and at the time of the assisted death, how will
her general practitioner and any other staff involved in her care ensure her cultural
needs are upheld, including any spiritual support or guidance?
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Scenario Three - Hope

Context

Situation

Considerations

New Zealand Government

Hope is a 55-year-old woman who lives in Hamilton. She normally lives alone, but
recently her daughter, Jen, moved in with her to provide some extra care and
support.

Hope has been living with cervical cancer for several years. She has a prognosis of a
few months.

Hope's discomfort has increased considerably in the last few days and she now
requires additional personal care.

Hope has been admitted to hospital following presenting at the emergency
department in severe pain.

She tells the medical practitioner in the emergency department she would like to
request assisted dying.

Hope is reluctant to return home as she feels she needs more care than Jen can
offer. Jen says she is happy to care for her mother, but Hope is worried about being
a burden.

What is the process in the hospital for responding to a request for assisted dying?

Who can help Hope access an assessment for assisted dying either through the
hospital or a different provider?

What care/referrals can Hope get to manage her pain and discomfort?

How long is Hope able to stay in the hospital? Can supports be provided to help
Hope to feel comfortable to return home? Otherwise, what are her other options
for ongoing care?

If Hope agrees, how might the medical practitioner involve Jen in Hope's
assessment for assisted dying?

How might Hope's worries about being a burden on Jen be considered as part of
the assessment process?

If Hope is found eligible and would prefer for her assisted death to take place in
hospital, what are the necessary arrangements for this?
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Scenario Four - Josie

Context

Situation

Considerations

New Zealand Government

Josie is a 75-year-old woman who lives in an aged care facility in Dunedin. Her
daughter, Susie, visits regularly.

Josie has pancreatic cancer.

Josie has requested assisted dying by contacting the Support and Consultation for
End of Life in New Zealand (SCENZ) Group directly to find a suitable medical
practitioner. She is waiting for her first assessment for eligibility.

The aged care facility conscientiously objects to assisted dying services and does
not allow assisted deaths to take place in its facilities.

Josie would like to leave the facility and have her assisted death take place in
Susie’s home.

A nurse at the aged care facility notices some conflict between Josie and Susie.

Susie wants Josie to stay in the facility and thinks Josie requesting assisted dying is
out of character.

The nurse is concerned about Josie as the conflict with Susie has really upset her.
Are residents and prospective residents aware of the facility’s conscientious
objection?

Does the facility have a policy in place for if a resident requests assisted dying that
means medical practitioners can meet their statutory duties to provide assisted
dying services unless due to conscientious objection or lack of competence?

Is there clear guidance on who the nurse should raise her concerns with?

How might the medical practitioner assessing Josie's eligibility for assisted dying be
notified of the incident between Josie and Susie?

Who might be involved in ensuring that no coercion has taken place?

If Josie is found to be eligible and goes ahead with accessing assisted dying
services, what are her options if Susie refuses to have her move to her home?
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Scenario Five - Tipene

Context « Tipene is a 62-year-old man living in a rural community in the Waikato.

o Tipene has complex, chronic health needs, including heart failure. He has been
living with depression for many years.

« His regular general practitioner is an hour's drive away.
« Tipene cannot drive and relies on whanau and support services to help him get to
medical appointments.
Situation o During a telehealth appointment with his regular general practitioner, Tipene
requests to start the assessment process for assisted dying.

« The general practitioner does not provide assisted dying services as he does not
consider himself competent to do so. He does not have a conscientious objection
to assisted dying.

Considerations « What steps should Tipene’s general practitioner take to ensure Tipene can access
an assessment for assisted dying?

« How else may the general practitioner be involved in supporting Tipene through
the assisted dying process?

« What should the general practitioner do to ensure that Tipene understands what
care options he has?

« If Tipene goes ahead with getting an assessment for his eligibility for assisted dying,
what additional considerations should the attending medical practitioner make
given Tipene's ongoing health needs, including his depression?

o What complexities might Tipene's rural location add to this situation?
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Scenario Six - Anna

Context

Situation

Considerations

New Zealand Government

Anna is a 45-year-old woman who lives in Rotorua with her partner, Claire.
Anna has multiple sclerosis. Claire works part-time and is also Anna’s main carer.

Anna'’s condition has got worse recently and her mobility is very limited. She
doesn't feel like herself anymore, but she is also worried about Claire who is
struggling to cope with caring for Anna and working.

Anna tells her specialist she is tired of suffering and asks if she can get help to die.

Anna’s specialist tells her she isn't eligible, but Anna is struggling to understand
why.

Claire is concerned about Anna as she’s been acting strangely since being found
not eligible for assisted dying.

Does Anna'’s hospital have a policy in place for when someone requests assisted
dying?

When being told she wasn't eligible, what other support and care options should
Anna have been offered?

What other care can Anna be offered that may help reduce her suffering?

What other services or supports can Claire be offered to reduce the pressure on
her?
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Scenario Seven - Manaia

Context

Situation

Considerations

New Zealand Government

Manaia is a 77-year-old woman who lives in South Auckland with her son, Sam, his
wife, and some of her grand-children and great-grandchildren.

Manaia has advanced breast cancer and is considering assisted dying.
Manaia is religious and concerned about the reaction of her community if she were
to have an assisted death.

Sam suggests she talks through her options with her general practitioner. Manaia is
reluctant as she prefers to speak in Samoan and her general practitioner only
speaks English.

Sam goes to speak to the general practitioner on Manaia's behalf to tell them to
ask if Manaia can access assisted dying.
What advice or information might the general practitioner give Sam?

Does the provider have any policies or guidance in place around checking for
coercion if family members raise the topic first?

Can the general practitioner work with a translator to support Manaia's preference
to speak in Samoan? What guidance or training might the translator need?

Who else might the general practitioner suggest Manaia speak with to help make
her decision?

How will the general practitioner make sure that Manaia understands what other
care options are available to her?

Who will facilitate any conflict among the aiga, if any should occur?

If Manaia has an assisted death, what role will the provider play in ensuring her
cultural needs are upheld, including access to any spiritual support or guidance?
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Scenario Eight — Raj

Context

Situation

Considerations

New Zealand Government

Raj is a 36-year-old man who lives alone in Nelson.

Raj has autism spectrum disorder. He has support with some aspects of his
household management.

Raj's parents live nearby and are in regular contact with his support workers.
Raj was recently diagnosed with late-stage prostate cancer and is struggling to
come to terms with this diagnosis.

Raj has a particularly strong relationship with one of his support workers, Harry.

Raj tells Harry that he doesn’t want to live anymore. Raj shows Harry some
information he found online about assisted dying.

Raj wants Harry to help him read through the information. There are some parts
he’s not sure about and he has some questions.

Harry disagrees with assisted dying and no longer wants to work with Raj.

Does the provider have a policy for what to do if a client is considering assisted
dying?

Has Harry had appropriate guidance and training on what to do in this situation?
What is the provider's policy in situations of conscientious objection?

How would the provider help make sure Raj is supported to cope with his diagnosis
and understand his options?

How might the provider involve Raj's parents and what privacy considerations need
to be made?

If Raj decides to request assisted dying and seek an assessment, who might the
medical practitioner speak with to establish if Steven is making an informed
decision of his own free will?
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Scenario Nine - Mei

Context

Situation

Considerations

New Zealand Government

Mei is a 42-year-old woman who lives in Taupd with her husband, Kevin, and their
two teenage children.

Mei was recently diagnosed with a brain tumour.

Mei's mother died after a long iliness when Mei was a teenager. Mei is scared of
going through the same experience and she doesn’t want her own children to see
her very ill.

Mei speaks to her specialist about assisted dying.

She isn’t ready to tell Kevin or her children that she is considering this option. She
wants to wait until she finds out if she is eligible or not.

Mei's specialist starts the assessment process and finds her eligible for assisted
dying.

On the second assessment, the independent medical practitioner is unsure if Mei's
reasons for choosing assisted dying can be considered as unbearable suffering. He
would also like more clarity around her prognosis.

What other information might be provided to the independent medical practitioner
to help them decide if Mei is eligible or not?

As Mei doesn't want her family to know about her request, how will the medical
practitioners and any other involved staff make sure her privacy is upheld?

What should the attending medical practitioner do to ensure Mei understands all
the care options available to her?

If she is found eligible, how might Mei be supported to tell her family that she is
choosing assisted dying?

If she is not found eligible, how will Mei be supported to access other care and
support?

Does the provider have any policies in place should Mei decide to reapply in a few
months?

What support could Mei's children be offered to help them cope with Mei's illness?
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Scenario Ten - Toni

Context

Situation

Considerations

New Zealand Government

Toni is a 58-year-old man who lives in Lower Hutt with his whanau.

Toni has motor neurone disease. He has been growing progressively weaker and
has been admitted to hospital for ongoing care. His speech and ability to gesture
are now affected.

Toni has been in hospital for several weeks and has lost hope in being able to go
home.

Toni raises assisted dying with one of the nurses on the ward. The nurse
conscientiously objects to assisted dying.

There are two medical practitioners in the hospital who provide assisted dying
services, one is on extended leave and the other is Toni's sister-in-law so it would
be inappropriate for her to provide the service.

What policies does the hospital have in place for situations where a patient requests
assisted dying?
How should the nurse respond and who should they notify about Toni's request?

How can Toni access a medical practitioner who can help him go through the
assessment process?

If Toni is found eligible and cannot go home, is it possible for an external medical
practitioner to provide the service in the hospital?

What is the set-up in the hospital should his assisted death take place there?

What additional considerations need to be made considering Toni's medical
condition and that he has limited ability to communicate through speech or
gesture?
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Scenario Eleven - Jo

Context

Situation

Considerations

New Zealand Government

Jo is a 22-year-old non-binary person who lives in Auckland with friends.

They have thyroid cancer and were recently found eligible for assisted dying.
Their general practitioner is the person who will administer the medication.

Jo is admitted to hospital with pneumonia and placed in the intensive care unit.
Their assisted death is due to take place in a week.

Jo has a good relationship with their general practitioner and does not want to
have the medication administered by a medical or nurse practitioner from the
hospital.

Jo has a tight circle of very close friends who they consider to be their whanau. Jo
was planning for them all to be there at the time of the assisted death.

One of Jo's friends, Rose, is their designated contact person for discussing plans for
the assisted death.

What policies does the hospital have in place for situations where a person who has
already been found eligible for assisted dying is admitted to the hospital?

Would Jo's general practitioner be able to provide the assisted death in the
hospital?

Will Jo's friends still be able to attend the assisted death as they had planned? How
might the hospital work with Rose to make appropriate arrangements?

Will Jo's friends that attend their assisted death receive the same support following
the death as a familial relative might?
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Scenario Twelve - Sally

Context

Situation

Considerations

New Zealand Government

Sally is a 73-year-old woman who lives in Russell with her husband, George.
Sally has colon cancer.

Sally has always been open with her whanau about choosing an assisted death if
she were to be terminally ill.

She has been found eligible for assisted dying and her assisted death is due to take
place in a few days.
Sally's whanau have gathered at her home for her assisted death.

Since her whanau arrived, Sally has been quite agitated and confused. Her whanau
are concerned as this is quite out of character.

Sally’'s whanau ask Sally’s medical practitioner to come and see Sally on the day
before the assisted death is due to take place.

The medical practitioner shares the whanau's concerns and says that Sally no longer
seems to be competent to make an informed decision about assisted dying.

Sally’s whanau are very upset as they believe that an assisted death is what Sally
really wants.

What assessment might the medical practitioner perform to work out if Sally is
competent?

If Sally’s confusion is not sustained, can her competency be reassessed, or does she
need to reapply?

How might the medical practitioner ensure the whanau has the support and
guidance they need to support Sally and each other?

If Sally is not able to have an assisted death, how can her medical practitioner
ensure she receives other end-of-life care?
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END OF LIFE CHOICE ACT

IMPLEMENTATION

Preparing for assisted dying

services

Checklist for health service

providers July 2021

This checklist is to help health service providers start
preparing for when assisted dying becomes legal on
7 November 2021.

This checklist is designed to be used alongside the ‘Preparing for assisted dying services’
information sheet to help health service providers prepare for situations where people may
request information about or access to assisted dying.

More information about assisted dying can be found on the Ministry’s website.

Assess involvement in providing dying services

Tasks may include: Notes Completed

Assessing likely level of involvement in
providing assisted dying services, ie, based
on type of care currently provided

Assessing likely numbers of requests for
assisted dying, ie, based on area covered by
provider

Assess workforce interest and willingness to
be involved in providing assisted dying
services, ie, through conversations or a
workforce survey

Create a position statement about
involvement in providing assisted dying
services (particularly in situations of
conscientious objection)
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Define who will lead preparations for assisted dying services

Tasks may include:

Forming a group that represents the
multidisciplinary team to lead preparations
— include medical practitioners, nurses,
Maori, allied health, legal, and other
relevant groups, ie, primary care, palliative
care

Establishing a contact point for staff
questions and concerns, including ethical or
legal queries

Notifying the Ministry of Health of the key
contacts in your organisation —
EOLC®@health.govt.nz

Notes Completed

Develop policies and procedures specific to assisted dying

These may cover:

Responding to requests about assisted
dying (particularly if the topic is raised with
a staff member who is not a medical
practitioner)

Ensuring continuity of care is possible for a
person choosing assisted dying (particularly
if assisted dying is not provided by the
health service provider)

If staff members wish to be involved in
assisted dying services outside of their
contract with a health service provider, ie,
does this require taking unpaid leave

Steps taken if a person requests assisted
dying, but is not eligible

Any additional planning or administrative
support that is required

New Zealand Government

Notes Completed
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Update policies and procedures in relation to the introduction of

assisted dying

These may include in relation to:

End-of-life care, ie, referrals to palliative
care and advanced care planning

Medical treatment decision making, ie,
assessment of decision-making capacity,
coercion assessment

Care for the deceased and bereavement
support for whanau

Data collection, including death verification

Equity and access, ie, patient rights and
continuity of care

Ethics and legal support

Travel for practitioners providing service in
home or community settings

Notes Completed

Preparing staff for introduction of assisted dying

Tasks may include:

Updating staff through newsletters, emails
and intranet

Ensuring staff are familiar with professional
standards, guidelines, and codes of conduct
and consider how these apply in the
context of assisted dying services

Encouraging staff to access information and
training produced by the Ministry of Health,
including e-learning modules and webinars

Running question and answer, discussion or
education sessions (this could include using
the Ministry's e-learning module)

New Zealand Government

Notes Completed
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Ensure appropriate supports are available to staff

Tasks may include: Notes

Developing peer networks for staff who
may be involved in assisted dying services

Developing opportunities to debrief about
experiences of responding to requests or
providing assisted dying services

Ensuring staff are aware of and can access
supports such as the Employee Assistance
Programme (EAP)
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End of Life Choice Act 2019 Overview

The End of Life Choice Act 2019 (the Act) comes into force on 7 November 2021.

It enables people, who experience unbearable suffering from a terminal illness, and who meet all the
criteria for assisted dying set out in the Act, to legally request medical assistance to end their lives.

The Act includes safeguards to ensure anyone seeking this assistance is making an informed decision
of their own accord.
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Objectives and expectations for the End of Life Choice Act HEALTH
implementation

The objectives of the implementation project are to:

= have a functional assisted dying system at the time the Act comes into force (12 months after an official
majority support result at referendum — 7 November 2021)

= transfer the function and any remaining implementation of the system to a business-as-usual team
within the Ministry shortly after the Act comes into force.

For day one (7 November 2021) a functional assisted dying system means:

= establishment of the statutory bodies and roles set out in the Act (Support and Consultation for End of
Life in New Zealand (SCENZ) Group, Review Committee, Registrar) to oversee and support the provision
of assisted dying

= medical / nurse practitioners trained and available to provide an assisted dying service to eligible people
* implementation of administrative systems and professional guidance to support and inform this service

= provision of public information about the Act and how people can exercise the choices and rights that it
provides

® introduction of any regulations required to support the administration and operation of assisted dying in
NZ.





MINISTRY OF

HEALTH
Programme management and workstreams

The Ministry has established a project team to manage the implementation of the Act. The team is working
closely with the health and disability sector on the work programme throughout 2021.

The work programme has 10 workstreams:

= Stakeholder engagement and communications

= Public information and support

= Workforce, training and support

= Statutory roles, medical standards and advisory network
= Medicines and methods

= Legal and ethics

= Policy, legislation and regulations

= Data collection, reporting and IT

= Service design and implementation

= Funding and accountability
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The following principles will guide the design and delivery of assisted dying services:

= giving effect to our obligations under Te Tiriti o Waitangi, including considering the interests and needs
of Maori

= ensuring equity (inclusiveness for all communities and equity of access to services)
= providing services that are effective and have robust accountability and safety measures
= providing good value for health and disability system resources

= ensuring consistency with health and disability system strategies.
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Te Tiriti o Waitangi

The Ministry has an obligation to Te Tiriti o Waitangi (Te Tiriti) in every aspect of health and disability
service design, delivery, and review.

Engagement with Maori during the design and implementation of assisted dying services is crucial for the
Ministry to meet these obligations and for a successful service implementation. Te Ao Maori (Maori world
view) in relation to health and disability services needs to be considered and incorporated at every phase
of the programme, as part of the commitment to improve access and equity of services for Maori.
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Engagement and communications

The programme team within the Ministry is working closely with the health and disability sector on this
work programme throughout 2021. There is also a significant focus on information being available for the
general public as implementation progresses. The implementation will also consider support mechanisms
for the public, and family and whanau of those who choose to receive assisted dying.

Website content will continue to be updated with details on the implementation of the Act including
information sheets, and an email address remains in place for general queries from stakeholders including
the general public.

Regular newsletter communications are released frequently, and anyone can sign up to receive these
updates by visiting the Ministry of Health website.

Additional communications materials will be developed and released during the course of the
implementation period as needed.
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Delivery of assisted dying services in New Zealand

Assisted dying services will be publicly funded in New Zealand and the Ministry is responsible for
overseeing the funding and provision of assisted dying.

To support equitable access to services, any medical or nurse practitioner who is suitably qualified, and
willing to do so, will be able to provide parts of the assisted dying service, in line with the End of Life
Choice Act 2019.

If a practitioner is providing services through private practice, a non-government organisation or primary
practice, they will be able to access funding through a fee-for-service model. This model is being
developed.

Assisted dying services are most likely to be provided in a person’s home or other community settings,
rather than in hospital settings. A person’s medical or nurse practitioner will be able to travel to the
person to provide care, and travel costs will be funded.

The Support and Consultation for End of Life in New Zealand (SCENZ) group will maintain the lists of
practitioners who will be involved in assisted dying services. This group is expected to be established
during July, and expressions of interest will be invited from practitioners willing to provide assisted dying
services.

The funding mechanism to pay health practitioners for providing assisted dying services will be created
through a section 88 Notice, under the New Zealand Public Health and Disability Act 2000.

If a practitioner is providing services as part of their employment within a district health board (DHB),
DHB funding will cover these costs where assisted dying is bring provided in the DHB setting.
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The funding mechanism to pay health practitioners for providing assisted dying services will be
created through a section 88 notice, under the New Zealand Public Health and Disability Act 2000.

A section 88 notice will allow for the provision of funding to any willing health practitioner suitably
qualified to provide assisted dying in one overarching arrangement. It will provide some funding
flexibility and will enable the service to be ready for 7 November 2021.

Section 88 notices are a form of tertiary legislation that can be made and amended by the Minister
of Health. A section 88 notice needs to be approved by the Minister and then published in the
New Zealand Gazette before it comes into effect.

As part of implementation, the Ministry is working directly with a group of health and disability
organisations that represent the sector to inform and develop the details of the notice.

The Ministry will receive independent advice on the costing model and price schedule, and the
level of funding that practitioners should be able to claim for completing parts of the service, and
that advice will be informed by discussions with health and disability organisations representative
of the sector.
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Key milestones are set out below. These are subject to change as policy settings and design decisions are
made.

Progressed to Date - Jan-Mar 2021 Progressed to Date - Apr-Jun 2021

= Governance Group established = Nominations process for SCENZ Committee
= Advisory network established = Nominations process for Review Committee
= Initial treaty analysis complete = Medications have been selected for medically assisted dying
= Stakeholder Engagement and Communications Plans services with clinical oversight
complete = Care pathway and service model underway
= Assessment of initial workforce interest complete L] Further consultation with Privacy Commissioner and HDC
L] Key system-level policy settings defined (e.g., service ] Funding and accountability arrangements defined
provision, accountability, funding) = Workforce training and support needs assessed, and training
L] Budget Bid complete commences — training roll-out from May 19
= Initial consultation with Privacy Commissioner and HDC
- SCENZ, Review Committee, and Registrar role established - Day One communications prepared and delivered.
- SCENZ Practitioner lists completed - Any regulations required for Day 1 in place
- Operational processes and guidance developed - End of Life Choice Act 2019 comes into force on 7
- Care pathway and service model completed November 2021
- Contractual / funding mechanisms in place — Section 88 = Enduring processes and systems in place within the Ministry
consultation and final advice to Minister and with statutory committees for oversight of assisted
- Standards of care developed dying — including review processes
. Key workforce information, guidance and support in . Review of processes and communication of findings
place (continues into January 2022)
- Medications procured and available
- Public information and support mechanisms developed
and in place
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Governance and advisory

A Governance Group consisting of ELT Sub-committee members (Health System Improvement &
Innovation, Maori Health, System Strategy & Policy,, Chief Medical Officer, Chief Nursing Officer) along with
a DHB CE, Ropu rep, and a Council of Medical Colleges rep will guide programme decision making, strategic
risk and issue management and overall programme direction.

In addition to the Governance Group an Advisory Network has been established.

Cabinet

Minister

G Director-General of Health

SCENZ Group

Governance Group —~

ELT Sub-committee members (SSP, HSII,
CMO, CNO, Maori Health) with a DHB CE,
ROpu and a Council of Medical Colleges rep

Review Committee

direction

o Stakeholder

Network Registrar

Working Group
Ministry of Health GMs and Managers

0 Tech Governance
Ministry of Health GMs and

WEREFES

. Government . Governance . Advisory Programme . Future body / role
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Eligibility criteria and process

Eligibility criteria for assisted dying Core assisted dying process

= To be eligible, a person must meet all of the =  Process steps include:

following criteria: - Patient must initiate the request

- Be aged 18 years or over. _ 1st medical opinion

— Be a citizen or permanent resident of New

- 2nd medical opinion
Zealand.

o o - 3rd Psychiatric competency opinion (if
— Suffer from a terminal illness that is likely to .
- L required)
end their life within 6 months.
_ _ _ _ - Eligibility confirmed
- Bein an advanced state of irreversible decline

in physical capability. — Patient chooses method, date and time

- Experience unbearable suffering that cannot be — Registrar confirms compliance

relieved in a manner that the person considers - Administration of medication (this can be
tolerable. refused and/or rescheduled by patient)
- Be able to make an informed decision about - Confirmation and report of assisted death

assisted dying.






Statutory bodies and roles

Support and Consultation for End
of Life in New Zealand Group
(SCENZ) Group

Registrar (assisted dying)
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Review Committee

Appointed by Director General.
Make lists of:

- Replacement medical
practitioners (conscientious
objection).

- Independent medical
practitioners (2nd opinion).

— Psychiatrists (competency).

- Pharmacists (dispense
medication).

In relation to the administration
of medication:

- Prepares standards of care.

- Advise on required medical
and legal procedures.

- Provide practical assistance if
assistance is required.

Must be a MOH employee.

Establishes and maintains a
register of:

— Approved forms (in effect the
event record).

- Review committee reports.

- Registrar’s reports to Minister
(annual).

Receives and acts on
complaints.

Undertakes actions as directed
by the Review Committee.

Appointed by Minister and
consists of:

— A medical ethicist.

— 2 health practitioners (one
must work in end-of-life
care).

Considers assisted death
reports:

- Compliance with the Act, and

- Direction to Registrar when
report does not show
satisfactory compliance.
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