lp&%‘}algﬂ’{.l\lc} GUIDELINE NO: 1600
ESURGEONS

MANITOBA

ARRANGEMENTS FOR EXPECTED DEATH AT HOME
Preamble:

The patient and family who wish to plan for an ectpd death of the patient at home should
receive appropriate educational materials andadlr@are from the attending physician. This gurdeli
has been developed through the cooperation obileing participating agencies:

The College of Physicians and Surgeons of Manitoba
Winnipeg Regional Health Authority

Emergency Services Branch, Manitoba Health

Office of the Chief Medical Examiner, Province of Manitoba
Hospice & Palliative Care Manitoba

College of Registered Nurses of Manitoba

Manitoba Funeral Service Association

CancerCare Manitoba

Manitoba Vital Statistics Agency

Purpose:

To ensure that physicians are aware of the camteathat they play and the responsibility that
they carry in discussing an expected death at hiomegpropriate circumstances and in
facilitating it when requested.

To ensure that the wishes of patients choosingetatthome are respected and carried out
by other parties involved in their care, both wiéspect to care prior to death and
arrangements after death.

. To ensure continuity of care of the terminallyaihd support for their care providers during the
process of dying within the home environment andndutransport to hospital or another
facility for palliative or comfort care. Physiciasiould recognize that continuity of care is
particularly important in the transition to an egfesl death at home, and must make every effort
to provide ongoing physician care, or to ensuréitha provided.

. To ensure effective communication among all rafg\parties so that unintended interventions
do not occur and the patient can die with dignityhame and afterward be transported
uneventfully to the destination specified by thedtal director or the lay funeral director or, in
the case of tissue donation, to the location sgecfor that purpose.

Scope:
This guideline applies to the care of patients ateoliving in their own home and those living
in a personal care home.
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Relevant Issues:

1. Coordination of Care and Arrangements for ExpectedDeath at Home

In coordinating care and making arrangements fer platient's expected death at home,
communication between family members, care progidarpporters and other parties involved in the
arrangements after death is of paramount importalRamily members, care providers and supporters
may have a wide range of interests, abilities,r@sdurces to offer. There may be dynamics involving
the patient's family members and supporters tredterbarriers to care of the patient. Community
resources such as Home Care and Palliative Caeagery useful purpose, but their involvement may
add further complexity.

Some of the parties involved may have legal ohlbgestand/or rights arising from their status as a
health care proxy, next of kin, executor, etc. other instances the Public Trustee may either be
involved, or need to be involved.

The physician should be a resource to all the gmribted above, not only in terms of clinical
guidance and information, but often to provide corh&nd support. This can be a complicated and
challenging role. Clinical skill may be necessapydeal with interpersonal dynamics in these
emotionally charged situations. The physician sthtnalve a basic understanding of the various roles
and legal rights and obligations of the variougipaiinvolved. A brief description of some of tioées,
rights and obligations of some of the parties thay be involved follows:

Health care proxy - the person who has been appointed and givepdher to make health care
decisions on behalf of the patient in accordandh thie terms of a heath care directive that has bee
executed by the patient pursuaniftee Health Care Directives Act

Next of kin or nearest relative - this term is defined differently for differentgposes, but for most
purposes in the context of an expected death aehtims person will be the patient's:

a) spouse; unless there is a common-law partner,

b) common-law partner;

c) if no spouse or common-law partner or that persamavailable or is incompetent;

d) achild at least 18 years of age, or if no childahild is unavailable;

e) a parent or legal guardian, or if none or that@eis unavailable;

f) asibling at least 18 years of age who is available

A common-law partner is defined as a person whtgnarried to the patient but has either
cohabited with the patient in a conjugal relatiopdior at least one year, or is cohabiting with the
patient and shares a child with the patient. Wdesling with the issue of claiming a body undke
Anatomy Act, and none of the above noted relatives are avajltie legislation should be consulted
for a complete ranking of preferred claimants.
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Executor - the person appointed by the patient in the pesiemll to carry out the directions and
requests in the will and to dispose of propertyading to the provisions of the will after the deat

the patient. At common law, the executor has thigation of disposing of the body of the deceased

a dignified and proper manner, but is not requicedio so in accordance with the expressed wishes of
the deceased or the deceased's family.

Power of attorney - the person appointed by the patient as thengatiagent with authority to act on
behalf of the patient as specified in the docunagmointing the person as power of attorney. The
authority of a power of attorney is usually limitadd is automatically revoked on the death of the
patient.

Public Trustee- the official guardian in the province. Wherngadient is a ward of the Public Trustee, a
person other than an officer of the Public Trusteg be authorized in writing by the Public Trudtee
give any consent that may be required for thaepét medical treatment.

Legal guardian - where the patient is not legally competent tmatge the patient's own affairs due to
defect of age, understanding or other disabilitg,legal guardian is the person who has been tjnen
power and is charged with the duty of taking cdithe® patient and managing the patient's propedy a
rights. In circumstances involving a child patighe person will be someone other than the pareht
will have been appointed by a court.

Funeral director - a person who owns, controls, operates or managegmployed by a funeral home
or chapel and who takes charge of a dead bodiéguurposes of burial, cremation or other dispmsiti
and holds a licence to do so.

Lay funeral director - any person other than a funeral director whegaiharge of a dead body for the
purpose of burial, cremation or other disposition.

Vital Statistics Agency - an agency of the provincial government thatgtegs vital events in the
province and provides certificates in relationdolsevents. The death of every person in the poavi
must be registered in accordance witie Vital Statistics Act The Agency requires the personal
particulars of a deceased patient which are uspatlyided by a family member at the request of the
funeral director. The attending physician musthmi48 hours of death, determine and document the
cause of death and immediately thereafter deliwdedical Certificate of Death to the Agency.

Office of the Chief Medical Examiner - certain deaths must be reported to the OfficthefChief
Medical Examiner, including the death of a chil@iy circumstance. A listing of the circumstanoes
which a person with knowledge of a death must aptar the Office of the Chief Medical Examiner is
found in section 7(9) of he Fatality Inquiries Act. The medical examiner will request a medical
certificate of death from the attending physiciahe certificate is not furnished to the Vital @tcs
Agency within 48 hours of the death.
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Emergency Medical Services (EMS) - when 911 or the local 7 digit access numberaled,
representatives from the local or regional EMSeyswill respond. Any such EMS personnel who
attend on the scene may be obliged to commencsaitsiion of the patient. Physicians should be
aware of the role of the service providers andarghe implications of accessing any such semace
the patient and those involved in the planningroéapected death at home.

Palliative Care Program - provincial program administered through the Regl Health Authorities to
provide comfort and support services to individwald their families facing a terminal iliness.

Home Care Program - provincial program administered through the Redibtealth Authorities. This
community based program provides essential in hsapgorts to individuals who require health
services or assistance with activities of dailyng/to enable them to remain in a community living
setting. Services are arranged through Home Ges® @oordinators.

Designated caregiver - To ensure that an expected death at home is mamagednd with the least
amount of additional stress to the parties involvedill be important for the physician to facdie
communication, cooperation, coordination, and dsieg with respect to the many events that must
occur. To this end, it may be helpful to have tlagigmt and/or the family and/or other supporters
identify adesignated caregiver. Some of the agencies mentioned above may héte iselection of an
appropriate person to act as tiesignated caregiver. This person (or persons):

must be familiar with the patient’s needs;

be generally accessible to others who might beluaebwith the patient;

will ideally have the support of the patient’s fris and relatives;

will serve as the point of contact for the phyangiand in so doing facilitate communication
between the physician and all involved supportetB@ care providers;

may or may not have other roles, such as care gegviresponsibility for funeral
arrangements, or even be employed by an agencyasuelome Care or Palliative Care
Nursing. If not, thelesignated caregiver will usually ensure someone is identified to fulfi
these and other necessary roles;

6. should be familiar with or at least aware of anyoined parties who might have legal
standing (e.g. executor) in order to coordinateati¥ely end of life care and after death
arrangements. Thdesignated caregiver should also be aware of end of life plans or
documents that may have been executed and thaiidac

PonE

o

Often, the identity of the person best suited tohaalesignated caregiver will be clear from the
outset. If such is not the case, early in themltamprocess, the physician should consider urtfieg
family, care providers or supporters to identifglsan individual, or at minimum to identify a pango
serve as the point of contact for the physiciansdme instances this is not possible, and thagaygs
will necessarily have to deal with numerous indizts as the need arises. This can be difficudtiian
may be helpful to seek additional help from vari@asnmunity resources such as Home Care or
Palliative Care.
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2. Anticipating and Preparing For Predictable Clinical Challenges In The Medical Care Of The
Terminally Il Person Wishing To Die At Home

The patient with a progressive terminal illness banexpected to undergo a steady decline in
functional status, often with a cognitive declinghe final phase. In endeavoring to support thiepa
and others involved in planning for an expectedtdathome, anticipating and preparing for specific
challenges can often avoid the need for hospitabaa

A critical component of supporting the patient, figrand care providers in such circumstances is
open discussion about what to expect and what mpaist to address challenges as they develop.
Such discussion is usually best undertaken praggtivather than by reacting to a crisis that has
developed. Examples of issues to include in tlseudision and other suggestions for clinical
management of the care of a patient planning araggd death at home are included in Appendix C.

3. Acute Situation Management

Difficulty with symptom management may cause thiepd discomfort that requires immediate
intervention. The physician should provide claegation to thedesignated caregiver regarding how to
access medical and other relevant services dund@fier regular hours. Depending on the resources
in the patient's community, the options to accegsired help might include:

the physician - any physician covering must hawvess to sufficient information to provide
appropriate care or, in the event that the patiastlied, to complete the Medical Certificate

of Death;
. Home Care or Palliative Care nurse;
- hospital or alternative care facility - the locatiaf the hospital or alternative care facility to

which the patient should be taken if medical inéertvon is required as well as instructions
with respect to the nature of transportation shbelgrovided to thdesignated caregiver.
Implications of calling 911 or the local 7-digitass number should be discussed.

4. The Child as a Patient

Children should be involved in planning for thelef life in a manner appropriate to their level
of understanding. The complex needs of the dyinigl @md the family must be recognized.

5. Pronouncement of Death

Thedesignated caregiver must be carefully instructed regarding the dyirgcpss and signs of
death and the need to communicate to others ip@ogariate manner that death has occurred. Tke tas
may be made more difficult because of physiologacal anatomical changes that may be related to the
dying process. Although there is no legal requeetnelative to pronouncement of death, the phgssici
should ensure that trdesignated caregiver has instructed all concerned to contact the plarsior
nurse involved in the patient's care if there ig daubt as to whether life has ceasethose in
attendance at the time of the patient's death mqyine help to achieve closure. Issues with dying
children are particularly complex and often requadsitional resources. Medical advice is often
required.
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6. Contact with Funeral Director

Where possible, contact with the preferred fundiralctor should be made early in the planning
process. Thdesignated caregiver is usually the one responsible for ensuring tieafuneral director is
contacted following the death of the patient ansbeing that accidental notification of the EMS syst
does nobccur.

7. Documentation
The following documentation will be of assistang@ll parties involved in the arrangements for a
patient wishing to plan for an expected death atdio

» Patient Record- prepared by the attending physician, clearlgmiog the patient's wish to
die at home, together with all relevant informatémmd copies of all documents for reference
when the physician is not on call. The patienbrdcshould identify thelesignated
caregiver by name and provide information on how to contiaetlesignated caregiver.

 End of Life Directive - either in the form attached as Appendix A oruded in an
appropriate Health Care Directive that addressdsétife management.

» 5 Copies of Notification of Anticipated Death (Appedix B) - Appendix B, the
Notification of Anticipated Death, is to be usedtbg physician assisting in planning for an
expected death at home. This notification is ineehtb:

1. notify the funeral director that the patient's badyneed to be transported
from the home to the appropriate destination;

2. inform EMS providers, in the event they are call@the notice may serve
to alert the responders to look for an end ofdifective before attempting
resuscitation; and

3. advise the Office of the Chief Medical Examinetlod anticipated home
death. It should be noted that the completion ppéndix B does not
satisfy the legal requirement to notify the Offiokthe Chief Medical
Examiner of any death occurring in circumstancgsdi in section 7(9) of
The Fatality Inquiries Act.

In addition to the three copies mentioned aboeepy of the Notification of Anticipated Death
should be kept in the physician's file and in anpreent location in the home (e.g. in an envelope
attached to the fridge or in a drawer in the bezitadble).

» Medical Certificate of Death - Part 2- not to be confused with the Death Certificate, t
Medical Certificate of Death must state the cadisieath, ande completed by a physician
able to provide such information within the reqdif8 hours after death. The Notification
of Anticipated Death (Appendix B) must clearly statho will complete the Medical
Certificate of Death and how to locate that persooomplete the Medical Certificate of
Death.

8. Resources
Physicians and their patients wishing to plaraioexpected death at home may find the

following local website usefutitp://palliative.info
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APPENDIX A

END OF LIFE DIRECTIVE
(display prominently)

: , doanttamy resuscitative measures for
(insert patient's name)

(insert "myself", or name of child if for a childds than.16)

PATIENT INFORMATION:

Full Name:

Date of Birth (month in words).

Address

City:

Postal Code

PATIENT'S SIGNATURE :

(if the patient is a child less than 16 years algyarent or the legal
guardian of the patient should sign; if the patismtherwise not legally
competent, the legal guardian or health care pstwould sign on the
patient's behalf)

(printed name, if signed by patient's parent, guareéan or proxy)

WITNESS' SIGNATURE:

(witness must be 18 years of age or older)

Witness' printed name:

Date of patient's and witness' signature (month in wiprd

Name of attending physician

Address Phone #:

Physician's signature(optional):

Date of physician's signaturglmonth in words):
15-G8
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APPENDIX B

NOTIFICATION OF ANTICIPATED DEATH AT HOME AND DIREC TION FROM THE
PATIENT'S PHYSICIAN

To: Local or Regional EMS System:

Funeral Director (insert name and address):

Office of the Chief Medical Examiner or the RCMP( f death occurs in a location where
there is no Office of the Medical Examiner)

Physician's file

Prominent location in the patient's home

This notice is being sent to the recipients listedve in anticipation of the death at home of ntigpa
The personal particulars of my patient are as ¥ato

Given Names

Surname

Sex:

Date of Birth (month in words):

Address:

Manitoba Health Number:

As attending physician, | or my designate will bsponsible for completing the Medical Certificate o
Death within the required 48 hours.

Printed Name of Physician

Physician's Signature

Address

Phone #: Fax #:

Printed Name of Physician's Designate

Physician's Designate's Address
Physician's Designate's Phone #: Fax #:
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Appendix C

For the clinical scenarios discussed below, ieisagally assumed that the patient is imminentlpgywithin hours to a few

days) from a terminal iliness, and wishes to renrathe home. A different approach may be indicated

. circumstances with a potentially longer prognosis;
. a facility with more options for investigation amdervention than the home;
. situations in which the expectations of the patfantily are for ongoing efforts to investigate antlerse disease.

Table 1: Common Clinical Challenges in the Care athe Dying in the Home

Clinical Problem

Observation

Considerations and Opbns

Notes

Inability to transfer to a toilet,
commode, chair, bed

A decline in mobility is an
expected consequence of a
terminal illness.

e Grab bars, hospital bed, bedside commode, walker
« In dwelling Foley catheter for urinary incontinence
For fecal incontinence: occasionally- planned dpasibn
with “orchestrated” bowel movements. The patierkeapt
mildly constipated, and every®r 3¢ night is given 4-6
Senokot tablets with a Dulcolax & Glycerin supposit
the following day. If the suppositories are ineffeg, a
fleet enema is given later in the day.

Work with Home Care,
through the Palliative
Care Coordinator if
registered on a
palliative care program

Decreased food intake

Often upsets families moan
patients: feel “helpless”
Caloric intake does not correla
with weight, energy, well-being, o
longevity in dying individuals
Patient usually not

hThe patient and (particularly) the family need ¢afformed
about the body’s inability to process calories unsiech

ecircumstances, and encouraged to have the pateong/

r small amounts of favourite foods, if and when thégnt is
hungry.

hungry; High-calorie commercial food products are ineffeetand

encouraging food may aggravateunnecessary in the terminally ill approachingdeath.

nausea, bloating

Family should be supported in finding other wayb¢o
involved in care, even if it is simply being presen

Proactive
communication around
the issue of diminisheg
intake is critical in
supporting the dying
person at home.
Generally, terminally ill
individuals hoping to
die at home would not
want interventions to
prolong the dying
phase of their illness;
usually the overriding
goal is comfort. This
can almost always be
achieved without
hydration or caloric
supplementation

Decreased fluid intake

A natural consequence of
progressive weakness
obtundation in the dying process

. Comfort can usually be -

achieved with vigilant|
mouth care
. Prognosis generally
matter of days (rarely|
up to 2 weeks) in the
absence of fluid intake|
Hypoalbuminemia and

progressive renal insufficiency ane

often present, compromising the
handling of fluid. Edema
potentially aggravated by
increasing fluid intake.

ti&pecific circumstances exist for which hydratiothia dying
% patient may improve comfort:

- Opioid neurotoxicity
Hypercalcemia

The issue of thirst vs. dehydration in the dyingas
n controversial; each situation must be approached
individually.

Inability to swallow medications

This is virtuallycertainty in
persons nearing death from
progressive terminal illness. It
should consequently be
anticipated and planned for. The
sublingual route is the least
complex and burdensome, and
many medications can be given |
this manner (see Table 2)

Table 2 lists various medications that can be gbyea non-
oral route for symptom control.

It is likely that many of
the medications given
sublingually are
actually swallowed
reflexively and then
absorbed. As long as
they are empirically
effective, this is not
relevant.

15-G10



No. 1600

Clinical Problem Observation Considerations and Opbns Notes
End-stage delirium « 80 -—90% in studiés « If possible and appropriate, change potentiallersible | It is important to inform
. very distressing forl factors (e.g./ infection, meds with anticholinergidamilies of the
everyone involved effects, consider rotating opioids, need to voitaf | likelihood of impaired
«  very difficult to handle in impaction) cognition, and  of
the home setting...need o e Treat with medications such as neuroleptics (haidpe | possible restlessness.
take an active, aggressive methotrimeprazine) and/or benzodiazepines Managing delirium at
approach to (i.e. almogt <Benzodiazepines management alone may disinhibit|aR@me in the final
I

“zero tolerance” for agitate
delirium)

unlikely to be reversible irf
the final hours or days|
particularly if wants to stay
home (limited
investigations)

consider starting with low
dose sedatives/neuroleptic
however effective sedation
for an agitated terminal
deliium in the final
hours/days often require]
achieving a state of minimg
response to stimuli

[

—

result in a paradoxical worsening of agitation
« Neuroleptics alone may not be sufficiently sedating
eLower potency neuroleptics
chlorpromazine) can lower seizure threshold.
vulnerable patients consider benzodiazepines &on|
sedation, and adding haloperidol if needed.

(methotrimeprazineSedation,

hours/days of termina
illness usually involves

S with  little
|kelihood of further
presponse from the

patient prior to death. |
the family does not fully|
realize this, there ma
be expectations o
further communication
as it is understandabl
to desire “one morg
good-bye”. Families
should be encouraged
talk to even comatose
patients on the
assumption that there i
awareness on some
level. It can be very
therapeutic to have th
opportunity to speak tg
a dying loved one, even
if there is no obvious
response;  encourage
individuals to have time
alone, if needed, fo
private words.

1)

o

w

1%

Dyspnea in the final hours/days

Approx. 70%  of
advanced cancer
patients, and higher for
advanced lung CA
specifically

Very frightening for
patient and

family/caregivers
Focus should be on
aggressive pursuit of
comfort; unlikely to
find and  addresg
reversible causes in the
home setting,
particularly in the
imminently dying

. Opioids are the most widely used centrally act|
medication in the palliation of dyspnea in tl
terminally il*

. Titrate as one would for painsymptoms changg
quickly in final hours/days — vigilance is critic

. Generally use short-acting opioids (morphine|
hydromorphone immediate release) to facilit
titration

. Example starting doses in an opioid-nali
patient:

- Morphine 2.5 — 5 mg po g4h plu
g2h as needed
- Hydromorphone 0.5 — 1 mg po g4
plus g2h as needed
If anxiety is a significant factor, consider chloymazine
starting at 10 mg po q6h or methotrimeprazine 6.22.5
mg po q6h; these have been shown to help in dyspreeo
not significantly add to the respiratory depresdfects of
opioids, in contrast to benzodiazepines.

nge Dyspnea is a
he subjective
experience;
> tachypneain the
al  absence of distress is
or hot dyspnea
atee It would be unusual
to have dyspneg
with a normal or
low respiratory rate,|
If that is the case
consider using|
h  chlorpromazine or|
methotrimeprazine
as previously noted
Oxygen generally helpg
in dyspnea (at least in
hypoxic individuals),
however it may be
challenging to access
quickly in the home.
Consider having home
O,in place early if
dyspnea is a significan
symptom. You may
have to arrange this
through private
agencies if the
provincial program
cannot be accessed
given the
circumstances.

ve

[
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Terminal Secretions
(“Death Rattle”)

Due to pooling and ineffective

clearing of pulmonary secretions

often with pneumonia as a fina
event.

|
1.
2.

3.

Scopolamine is the most commonly used medication
drying secretions in the terminal hours. In higitedbwest
order of effectiveness:

Scopolamine injectable 0.3 — 0.6 mg SQ q1h prfor terminal secretions
Scopolamine Gel 0.25mg/0.1ml: Apply 0.5 mgjtdhe patient is usually

skin g4h
Scopolamine patch (Transderm-V®) 2-3
patches at once.

f&copolamine is very
sedating, however by
the time that it is used

unresponsive. If used
in high doses in an
alert individual, it will
usually result in a
delirium

15-G12



2: Non-Oral, Non-Intravenous Routes for Common Palhtive Medications
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ROUTES
MEDICATION USES PREPARATION Other than Oral/IV/IM NOTES
—  ———————————————————— ————————— |
Morphine ¢ Pain  Elixir ¢ Sublingual * Morphine 50
Hydromorphone « Dyspnea mg/ml allows
for small
volumes
* Hydromorpho
ne is 1 mg/ml
R ¢ Sublingual
Injectable ¢ Subcutaneous
» Suppository * Rectal « Burdensome
Fentanyl * Pain ¢ Transdermal patch < Transdermal * Slower to
e Dyspnea (Duragesic®) titrate  than
shorter acting
meds, but
useful if
variable or
poor oral
intake
e Minimal
burden on carg
providers
* Injectable 50 « 25 - 50
micrograms/ml micrograms
sublingually
15 minutes
prior to
¢ Sublingual painful
activity
(dressing
change,
catheterizatior
)
e Potent
antinauseant
Haloperidol * Agitation « Injectable * Sublingual, as well as its
* Nausea ¢ Subcutaneous use for
restlessness,
delirium
* Antinauseant,
analgesic,
sedative May|
Methotrimeprazine e Agitation « Iniectable 25 ma/ml ¢ Sublingual, use with
(Nozinan®) * Nausea ! 9 * Subcutaneous benzodiazepin
es if need
aggressive
sedation
e Potential to
cause
%gﬂg?g;‘ilpg)mh - Secretions, Nausea « Transdermal patch * Transdermal . S/Ie;;“:]r:é 4 2.3
patches  for
secretions
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