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Acknowledging the last stage of life as a real and important life stage, and decoupling
end-of-life conversations from the cessation of curative treatment and a prognosis of

death, ensures communication and planning around values and preferences begin.

‘A question worth asking: What matters most at end of life?’ (p.11), in Medical Journal of Australia.

Canada

Problems in Ontario’s long-term care homes were neglected

for decades, with deadly consequences: Report

ONTARIO | The National (Toronto) — 30 April
2021 — Ontario’s neglected long-term care (LTC)
sector needs sweeping reforms to protect its vul-
nerable residents, an independent commission
has found, pointing the finger in a scathing report
at governments past and present for thousands
of COVID-19 deaths at the province’s nursing
homes." Despite numerous past reviews, com-
missions and inquiries recommending improve-
ments, the sector was completely unprepared for
the pandemic... “Many of the challenges that had
festered in the LTC sector for decades — chronic
underfunding, severe staffing shortages, out-
dated infrastructure and poor oversight — contrib-
uted to deadly consequences for Ontario’s most
vulnerable citizens during the pandemic,” the
commissioners wrote. Now is the time to revisit
the delivery model for LTC and adopt a better way
to provide care for Ontario’s seniors,” the report
said. Nearly 4,000 LTC residents and 11 staff
have died of COVID-19 since the pandemic hit.
The province failed to learn from the SARS

epidemic in 2003 and should heed expert advice
this time around, they said. https://bit.ly/3t8 OkN1

Extract from Ontario’s Long-Term
Care COVID-19 Commission report

The reality of LTC is that it is the last home for the ma-
jority of residents. As such, it would seem obvious that
palliative care (PC), which aims to relieve suffering and
improve quality of life, should be a critical aspect of the
care provided to residents. Shockingly, the Commis-
sion heard that residents who died in LTC in 2016 and
2017, only 6% were recorded as having received PC in
the last year of life. While the actual number of resi-
dents receiving “informal” PC (i.e., PC that was not rec-
orded) may be higher, the finding that most LTC resi-
dents with less than six months to live did not have a
record of PC is concerning. This lack of PC suggests
that homes are often not equipped to provide their res-
idents with timely, equitable access to palliative ser-
vices that meet their needs.

1. ‘Ontario’s Long-Term Care COVID-19 Commission: Final Report,” 30 April 2021. Download/view at:

https:/bit.ly/3gSLmK1
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Noted in Media Watch 20 July 2020 (#675, p.1):

= POLICY OPTIONS | Online — 16 July 2020 — ‘Palliative care has been lacking for decades in long-
term care.” As Canada discusses reforming nursing homes in the wake of COVID-19, it is important that
we recognize the need for early, integrated palliative care (PC). What this means is that suffering is mon-
itored and then addressed in a timely fashion when required, not just in the last days or weeks. It means
that we attend to the physical and emotional well-being of patients and their families while continuing to
learn about what quality of life means for them. This care happens while patients are being treated for
their underlying illnesses and continues after they or their doctors decide that treatment is no longer
helpful, desirable or necessary. PC does not hasten death... https:/bit.ly/2B5GAXb

Noted in Media Watch 22 June 2020 (#671, p.1):

= HEALTHY DEBATE | Online — 16 June 2020 — ‘Not scared of dying but of dying scared.” COVID-19
has shone a bright light on a flawed system in need of dramatic reform, and on a workforce that must be
better supported and empowered to provide meaningful end-of-life (EoL) care. This is not to place blame
at the feet of our underpaid and undervalued care workers. These workers are cycling in and out of and
in-between long-term care (LTC) settings without proper resources, training and educational supports.
This workforce, much like the residents that they care for in an ageist society, has been largely ig-
nored. While COVID-19 has brought this issue into focus, the lack of EoL support in LTC has been an
ongoing injustice. https://bit.ly/37F4bJS

N.B. A special issue of Nurse Leadership published in 2019, and noted in Media Watch 25 November 2019
(#641 (p.13), focused on the quality of care in LTC in Canada. Journal contents page: http://bit.ly/2CZ44KM

Ontario paramedics to offer in-home palliative care to free
up hospital capacity: Pilot to launch in 33 municipalities

ONTARIO | The Brampton Guardian — 26 April 2021 — Ontario is launching a new pilot program that will
allow paramedics in 33 communities to treat palliative care (PC) patients for symptoms at home rather than
in hospitals. Currently, paramedics are obligated to bring 9-1-1 patients to hospital emergency departments
despite the availability of other care and treatment options in the community. Under the new pilot program,
eligible PC patients and those experiencing mental health and addictions challenges can receive care from
the paramedic directly or in the community, though a patient can ask at any time to be taken to a hospital.
The program consists of two care models. In the first “alternate destination” model, specially trained para-
medics assess the patient’s condition on-scene, following the established patient assessment standards,
then transports the patient either to a local hospice for PC patients, or to a local crisis centre for patients
experiencing mental health and addiction challenges. In the second “treat and refer” model, specially
trained paramedics treat PC patients on-site in their home, which can include administering medication for
pain, shortness of breath, hallucinations, agitation, terminal congested breathing and nausea or vomiting.
Once a patient has been treated, paramedics directly co-ordinate follow-up care with a local hospice or the
patient's primary PC team to provide longer-term treatment options. https:/bit.ly/3dSgPKm

Noted in Media Watch 26 April 2021 (#714, p.11):

= PROGRESS IN PALLIATIVE CARE | Online — 23 April 2021 — ‘Community paramedicine to support
palliative care.” Community-based models of care are essential in alleviating health systems burden by
reducing emergency department visits and over-reliance on primary care. A rapid review was conducted
to determine current scope of practice and geographical coverage of community paramedicine program-
ming, as well as a broader literature search describing current roles. Pilot community paramedicine palli-
ative care (PC) programs in Canada —in Alberta, Nova Scotia and Prince Edward Island — have demon-
strated the benefits of community paramedics providing PC through reduced emergency department visits
and improved patient satisfaction. Abstract: https:/bit.ly/3tOQbaZ

N.B. Search back issues of Media Watch for additional articles on the potential role of “paramedics” in in-
home PC at: http:/bit.ly/2ThijkC
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U.S.A.

New reform measures target fraud, kickbacks in California’s end-of-life care industry

CALIFORNIA | The Los Angeles Times — 30 April
2021 — Widespread fraud, kickbacks and other
abuses in an industry meant to provide comfort-
ing care for the dying are the focus of reform pro-
posals that call for a temporary halt to new li-
censes and a crackdown on patient-recruiting
schemes in California’s booming hospice busi-
ness. A bill working its way through the state Sen-
ate would impose a one-year moratorium on new
hospice licenses. A related measure in the As-
sembly would prohibit hospices from paying re-
cruiters or other “referral sources” for new pa-
tients, an area that has been ripe for fraud. Sen-
ate Bill 664 is aimed at “the proliferation of shy-
sters who are making tons of money off both pub-
lic and private sources” at the expense of vulner-
able patients. The bill, which was largely spurred
by a Los Angeles Times investigation published
in December,'23 is contingent on the state audi-
tor taking up his request to examine the industry

once the realm of charities and religious groups
into a multibillion-dollar business dominated by
profit-driven operators. https://lat.ms/3gSzZla

Specialist Publications

‘Examining barriers and facilitators to palliative
care access in rural areas: A scoping review’ (p.6),
in American Journal of Hospice & Palliative Medicine.

‘Reluctance to accept palliative care and recom-
mendations for improvement: Findings from semi-
structured interviews with patients and caregivers’
(p.7), in American Journal of Hospice & Palliative Med-
icine.

‘Palliative care for persons with dementia’ (p.9), in
Journal of the American Geriatrics Society.

‘Asian American Medicare beneficiaries dispropor-
tionately receive invasive mechanical ventilation

and report its findings. The Times’ investigation
found that an exponential boom in hospice pro-
viders has transformed end-of-life care that was

when hospitalized at the end of life’ (p.10), in Journal
of General Internal Medicine.

1. ‘End-of-life care has boomed in California. So has fraud targeting older Americans,” The Los Angeles
Times, 9 November 2020. [Noted in Media Watch 14 December 2020 (#696, p.2)]
https://lat.ms/3m0gsOH

2. 'Dying Californians suffer harm and neglect from an industry meant to comfort them,” The Los Angeles
Times, 9 November 2020. [Noted in Media Watch 14 December 2020 (#696, p.3)] https://lat.ms/2KaWfbF

3.  ‘What you need to know if you or a loved one requires end-of-life care,” The Los Angeles Times, 9 November,
2020. [Noted in Media Watch 14 December 2020 (#696, p.3)] https://lat.ms/37NvCSr

Providers face challenges and opportunities as need for pediatric hospice grows

HOSPICE NEWS | Online — 30 April 2021 — Youth-specific hospice patients are among the most under-
served demographics, and they face a variety of end-of-life care needs that are unique from those of adults.
The majority of children with serious iliness are cared for exclusively by primary care or subspecialty clini-
cians, according to research by the American Academy of Pediatrics." Like their adult counterparts, children
are often subjected to intensive and expensive treatments that may be unlikely to improve their condition
or relieve their symptoms. While every person should be afforded the right to choose high-acuity care if that
is their preference, more families also need to understand the full spectrum of services that are available
to them. Children with serious illness comprise less than 10% of the U.S. population but account for at least
50% of hospital resources for youth patients, according to the AAP study. This research indicated that
childhood disease trajectories are often less predictable than those of adults, challenging the ability of phy-
sicians to predict the six-month prognosis typically involved in hospice care. This can lead to families avoid-
ing hospice in favor of expensive and intensive medical interventions, though children are able to receive
curative treatments concurrently. https:/bit.ly/3xGug80

1. ‘Improving home hospice and palliative care policies,” Pediatrics, published online 3 July 2019. [Noted in
Media Watch 8 July 2019 (#621, p.12). Full text: https://bit.ly/3u90fK5
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Terminal toddler costing Texas $24 million in life-support costs

TEXAS | WBAP News Talk (Fort Worth) — 29 April 2021 — Texas taxpayers are spending tens of millions
of dollars to keep a toddler alive. Doctors have testified that Tinslee Lewis has no chance of recovery and
every day she’s kept alive is tortuous for her. Cook Children’s Hospital is now pushing for a trial date to
decide the matter. State Medicaid has spent more than $24 million to keep Tinslee on a ventilator under
heavy sedation. The toddlers mother says the girl deserves the right to live and her family should have the
sole decision to take her off life support. The hospital and the girl’s family are in a court battle over taking
the toddler off life support. Doctors say the girl is terminal and is suffering by being kept alive, while her
family believes she is getting better. Now, a Medicaid agency may enter the case as the cost of care for the
toddler is approaching $25 million. Although hospital officials don’t cite financial reasons to make end-of-
life decisions, cook’s attorneys are pushing the case to trial. The cost of Tinslee’s care was never men-
tioned in previous court documents, but the hospital wants a court to decide immediately to end the girl’s
suffering. https:/bit.ly/330nVq9

Noted in Media Watch 30 December 2019 (#646, p.4):

= TEXAS | Kaiser Health News — 23 December 2019 — ‘Texas law highlights dilemma over care for
patients with no hope of survival.” While some physician groups prefer to talk about “potentially inap-
propriate” rather than futile care, the underlying quandary remains. What’s the definition of “inappropriate,”
who can make that determination and how best to strike a balance between family members — if the
patient is typically too ill or injured to weigh in — and the doctors and nurses who can become distressed
providing care indefinitely without seeing any benefit? Texas is one of several states, including California
and Virginia, that have enacted laws enabling doctors to withdraw life-sustaining treatment even if family
members disagree... http:/bit.ly/2PQXM7a

International

Freedom to speak up in hospices: Values in action

U.K. (England) | eHOSPICE — 28 April 2021 —
Compassion and justice — the values of the hos-
pice movement — are an integral element of cre-
ating a Freedom to Speak Up culture where eve-
ryone feels confident they will be listened to when

Specialist Publications

‘Challenges and opportunities for spiritual care
practice in hospices in a middle-income country’

they speak up, and action taken. It is a reflection
of how psychologically safe people feel, that they
are able to speak up, feedback, and work to-
gether to innovate and perform effectively. So,
there is a strong case for encouraging a Speak
Up culture and helping it to flourish. Hospices
working towards a “one staff concept” — wanting
to be inclusive of workers, whether they are staff
or volunteers, will want to make sure that every-
one is reassured that their voice is important.
Speaking up and listening up is a dialogue be-
tween workers and their organisations. As val-
ues-led organisations, hospices have care at their
very heart, and that extends to their care for work-
ers. A supportive Speak Up, Listen Up, Follow Up
Culture is one where all of us should be able
speak up about anything. Where we can share

(p.7), in BMC Palliative Care.

‘Palliative care in advanced dementia: Comparison
of strategies in three countries’ (p.9), in Geriatrics.

‘Difficulties in navigating the intersection of gener-
alist and specialist palliative care services: A
cross-sectional study of bereaved family’s experi-
ences of care at home in New Zealand’ (p.9), in
Health & Social Care in the Community.

‘Evaluation of a commissioned end-of-life care ser-
vice in Australian aged care facilities’ (p.13), in Pro-
gress in Palliative Care.

‘Children’s palliative care education and training:
Developing an education standard framework and
audit’ (p.13), posted on Research Square.

Cont.
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Where we can share ideas, seek support, offer feedback, challenge decisions or speak up without fear of
repercussions. The Freedom to Speak Up means we can ask questions where we might be uncertain and
share positive practices that can be cascaded elsewhere in the organisation. Freedom to Speak Up Guard-
ians are helping to lead changes in the systems, processes and policies in their organisations to ensure
that when workers speak up they are heard and the right actions are taken. Their insights can not only
protect staff and patients, but also the integrity and reputations of the organisations in which they work.
https:/bit.ly/3gLHKJN

N.B. ‘Freedom to Speak Up Guardians in England,” National Guardian’s Office: https:/bit.ly/3aNk8AF

Palliative care is core business in aged care

AUSTRALIA | Palliative Care Australia — 26 April 2021 — Last month the Association welcomed the recom-
mendations of the Royal Commission into Aged Care, Quality & Safety as an important first step towards
reforming the aged care system and improving older Australians’ quality of life." In response, the Associa-
tion has released a new report, ‘Palliative care is core business for aged care,” summarising the Commis-
sion’s recommendations against the Association’s original Palli-8 eight-point plan for PC in aged care. The
report highlights the alignment between the Commission’s recommendations and the Association’s recom-
mendations as expressed in Palli-8. Download PCA report at: https:/bit.ly/3eJwACL

1. ‘Care, Dignity & Respect,” The Royal Commission into Aged Care Quality & Safety, March 2021. [Noted
in Media Watch 8 March 2021 (#707, pp.2-3)] Download/view report at: http://bit.ly/3r50V3J

N.B. Selected articles on PC in Australia noted in Media Watch 8 March 2021 (#707, pp.2-3).

Dying Behind Bars: How can we better support people in prison at the end of life?

U.K. | Hospice UK — 26 April 2021 — Of the esti-
mated 400,000 people a year across the U.K.
who require palliative and end-of-life care (EoLC),
a quarter do not have their needs met. Research
consistently indicates that access to hospice and
EoLC is unequal. This report demonstrates that
for the prison population, this inequality of access
can be particularly acute. It is a critical time to fo-
cus on imprisoned people. The number of over-
60s in the prison population has more than tripled
in the past two decades, and in the past ten years
alone deaths in prison due to natural causes have
increased by 77%, with older people accounting
for over half of all deaths in custody. 90% of the
older prison population have at least one moder-
ate or severe health condition. This significant
rise in deaths, together with an increasingly sick
and older prison population, has led to a corre-
sponding rise in the need for EoLC, a need that
this report demonstrates is not being adequately
met. Among the challenges this report identifies
are the widespread inappropriate use of re-
straints, delayed or absent consideration of com-
passionate release, and care that did not make
use of the skills and specialisms available from
the health and social care sectors. Download
Hospice UK report at: https://bit.ly/3nzbECA

“He wanted to die in prison ... his home”

U.K. | Politics.co.uk — 27 April 2021 — For those facing
their last days in prison Society continues to fail them,
with palliative and end-of-life care needs consistently
unmet by the justice system. Today, the prison system
is the nation’s largest provider of residential care for
frail, older men. Increasingly, more people are dying
behind bars as a consequence of the number of incar-
cerated people aged over 60 tripling in the past two
decades. Indeed, in the 12 months to June 2020, there
were 218 deaths in prison due to natural causes, which
is an increase of 77% compared to a decade prior. This
trend is the consequence of harsher, longer sentences;
the rise in the number of convictions for sexual of-
fences (including historical cases); and the absence of
timely and transparent compassionate release pro-
cesses when terminally ill people in prison approach
death. Despite people in prisons being legally entitled
to the same healthcare and treatment as those on the
outside, older incarcerated people’s experiences are
much worse in comparison to those of the same age in
the general population. https://bit.ly/32RfuNH

N.B. EoLC in the prison system has been highlighted on a
regular basis in Media Watch. A compilation of selected
articles, reports, etc., noted in past issues of the weekly
report can be downloaded at the Palliative Care Network

website: http:/bit.ly/2RdegnL




Assembly’s “deafening silence” on end-of-life strategy criticised

U.K. (Northern Ireland) | The Belfast Telegraph— 26 April 2021 — Dying people in Northern Ireland are being
failed by a lack of strategy from Stormont, a charity warns today. Marie Curie has urged the Executive to
prioritise end-of-life care (EoLC) in its Programme for Government and criticised “deafening silence” on the
issue ahead of a Northern Ireland Assembly debate tomorrow. More than 10,400 people in Northern Ireland
have so far signed a petition from Marie Curie demanding issues around death and bereavement are pri-
oritised. Nearly 19,000 people have died from all causes in Northern Ireland since the COVID-19 pandemic
began, marking a 14% increase on the five-year average, the charity said. Joan McEwan of Marie Curie
Northern Ireland said: “The Programme for Government is supposed to identify the biggest challenges
facing Society, but there is a deafening silence on EoLC and bereavement. When you consider the enor-
mous levels of bereavement and deaths under the cruelest of circumstances over the past year, the rising
demand for palliative care and the growing number of local people dying with chronic diseases like cancer
and dementia — the failure to not mention EoLC in Stormont’s most important strategy document is shock-
ing.” https://bit.ly/2PnUhYx

Specialist Publications

Examining barriers and facilitators to palliative care access in rural areas: A scoping review

AMERICAN JOURNAL OF HOSPICE & PALLIA-
TIVE MEDICINE | Online — 28 April 2021 — De-
spite the growth of palliative care (PC), access to
PC remains challenging for rural Americans living
with chronic diseases. Given the demand and
benefits of PC, a comprehensive view of PC ac-
cess would inform policymakers in developing PC
services in rural areas. Twenty-eight studies met
inclusion criteria. Barriers to PC access in rural
areas mostly arose in structural issues: 1) The in-
adequate knowledge and awareness of PC
among both service users and providers; and, 2)
The poorly structured PC system. Other barriers
included communication gaps/challenges be-
tween providers and patients/families and cultural
barriers. The facilitators mainly originated in pa-
tients/families’ connectedness with local provid-
ers and with other social networks such as
friends. These findings highlight the need for
funding support to increase provider competency,
service availability and accessibility, and the pub-
lic knowledge and awareness of PC in rural ar-
eas. A holistic and tailored PC model that stand-
ardizes care delivery, referral and coordination,

including family caregiver support programs, can
improve care access. Future practice and re-
search are warranted to implement and evaluate
innovative approaches, such as a coordinated
community-based approach, to the successful in-
tegration of PC in rural communities. Abstract
(w. references): https://bit.ly/2R0dsIp

Research Matters

‘Methodological challenges for epidemiologic
studies of deprescribing at the end of life’ (p.14), in
Current Epidemiology Reports.

‘Cancer, clinical trials, and Canada: Our contribu-
tion to worldwide randomized controlled trials’
(p.14), in Current Oncology.

““It can be hard but it's not bad”: Three questions
to solicit caregiver perceptions of benefits and bur-
dens to participating in pediatric palliative care re-
search’ (p.15), in Journal of Palliative Medicine.

N.B. Selected articles on the provision and delivery of hospice and PC services in rural America noted in

Media Watch 7 September 2020 (#682, p.4).

\'\.‘
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I»en Palliative Care Network

Closing the Gap Between
Knowledge & Technology
http://bit.ly/2DANDFB
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Reluctance to accept palliative care and recommendations for improvement:
Findings from semi-structured interviews with patients and caregivers

AMERICAN JOURNAL OF HOSPICE & PALLIATIVE MEDICINE | Online — 26 April 2021 — Despite some
insurance plans now paying for home-based palliative care (PC), recent reports have suggested that insur-
ance coverage for PC may be insufficient in expanding patient access to home-based PC. The authors
conducted a qualitative study using semi-structured individual interviews with twenty-five participants (pa-
tients, proxies, and their caregivers)... Themes related to home-based PC referral barriers included reluc-
tance to have home visits, enrollment timing, lack of PC knowledge, misconceptions about PC, and patients’
self-perceived health condition. Themes related to recommendations for overcoming these obstacles in-
cluded ensuring that PC referrals come from healthcare providers or insurance companies and presenting
PC services more clearly. Findings of this study reinforce the need for additional PC education among
patients with serious illness (and their caregivers) and the importance of delivering PC information and
referrals from trusted sources. Abstract (w. references): https://bit.ly/3vi9MR8

Challenges and opportunities for spiritual care practice in hospices in a middle-income country

BMC PALLIATIVE CARE | Online — 22 April 2021 — Member organisations [listed on the national database
of the Hospice Palliative Care Association of South Africa] recognise the importance of spiritual care as a
key component of palliative care (PC), but are acutely aware of the barriers that hinder such a consolidated
approach. It is clear that the international models for the development of training and services in the field
of spiritual care have much to offer the development of the field conceptually in South Africa (SA) but that
the local situation of a divided and diverse society, with considerable resource constraints, will necessitate
a local, contextually relevant approach. In a number of fields of care in Africa, and in SA in particular, the
judicious use of international guidelines tempered with local realities have been attempted. It is uncertain,
however, what an ideal model of spiritual care will look like practically in the SA context. The authors believe
that this dimension of care is important and should be documented with prominence, and not hidden in PC
frameworks for Africa. Full text: https://bit.ly/3tQW070

Related:

= JOURNAL OF HEALTH CARE CHAPLAINCY | Online — 28 April 2021 — ‘Coordinating assessment of
spiritual needs: A cross-walk of narrative and psychometric assessment tools used in palliative
care.” For those who do not work closely with chaplains, this work provides a sense of what domains
chaplains prioritize, from their professional and lived experience, in assessing the spiritual life of the pa-
tient. Addressing spiritual needs of patients in healthcare settings improves patient experiences and clin-
ical outcomes; however, non-chaplain providers typically assess spiritual needs differently (quantitative
psychometric) than healthcare chaplains (long form narrative) and thus there is little shared language or
cross-disciplinary evaluation frameworks across disciplines. Abstract: https:/bit.ly/3dZQSbZ

The role of advance care planning in cancer patient
and caregiver grief resolution: Helpful or harmful?

CANCERS | Online — 20 April 2021 — Cancer patients and their family caregivers (FCGs) experience vari-
ous losses when patients become terminally ill, yet little is known about the grief experienced by patients
and caregivers and factors that influence grief as patients approach death. Additionally, few, if any, studies
have explored associations between advance care planning (ACP) and grief resolution among cancer pa-
tients and caregivers. This study examined changes in grief over time in patients and their FCGs and
whether changes in patient grief are associated with changes in caregiver grief. The authors also sought to
determine how grief changed following the completion of advance directives. Results suggest synchrony,
whereby changes in patient grief were associated with changes in caregiver grief. The authors also found
that patients who completed a living will experienced increases in grief, while caregivers of patients who
completed a do-not-resuscitate order experienced reductions in grief, suggesting that ACP may prompt
“grief work” in patients while promoting grief resolution in caregivers. Full text: https://bit.ly/2R7UorM

Cont.
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Related:

*»  BRITISH JOURNAL OF HOSPITAL MEDICINE | Online — 27 April 2021 — ‘Advance care planning for
patients with COVID-19: A communication guide.’ In view of the high morbidity and mortality associ-
ated with COVID-19, early and honest conversations with patients about goals-of-care are vital. Advance
care planning in its traditional manner may be difficult to achieve given the unpredictability of the disease
trajectory. Despite this, it is crucial that patients’ care wishes are explored as this will help prevent inap-
propriate admissions to hospital and to critical care, improve symptom control and advocate for patient
choice. This article provides practical tips on how to translate decisions around treatment escalation plans
into conversations ... in a sensitive and compassionate manner. Abstract: https:/bit.ly/3aRe6z6

The impact of COVID-19 on palliative care for people
with Parkinson’s and response to future pandemics

EXPERT REVIEW OF NEUROTHERAPEUTICS | Online — 26 April 2021 — Although in some countries,
palliative care (PC) still remains poorly implemented, its importance throughout the course of Parkinson’s
disease (PD) is increasingly being acknowledged. With an emergence of Severe Acute Respiratory Syn-
drome Coronavirus-2 (SARS-CoV-2) pandemic, growing emphasis has been placed on the palliative needs
of people with Parkinson’s (PwP), particularly elderly, frail, and with comorbidities. The ongoing COVID-19
pandemic poses an enormous challenge on aspects of daily living in PwP and might interact negatively
with a range of motor and non-motor symptoms (NMS), both directly and indirectly — as a consequence of
pandemic-related social and healthcare restrictions. The authors outline some of the motor and NMS rele-
vant to PC and propose a pragmatic and rapidly deployable, consensus-based PC approach for PwP during
the ongoing COVID-19 pandemic, potentially relevant also for future pandemics. The ongoing COVID-19
pandemic poses a considerable impact on PwP and their caregivers, ranging from mental health issues to
worsening of physical symptoms — both in the short and long term, and calls for specific personalized PC
strategies relevant in a lockdown setting globally. Validated assessment tools should be applied remotely
to flag particular motor or NMS that require special attention, both in short- and long-term. Introduction:
https://bit.ly/3vg5BD0

Related:

=  MOVEMENT DISORDERS | Online — 28 April 2021 — ‘Preferences for communication about end-of-
life care in atypical Parkinsonism.’ Studies on preferences regarding discussions on end-of-life care
(EoLC), advance care planning (ACP), medical assistance in dying (MAID), and brain donation have not
yet been conducted in patients with atypical Parkinsonism (AP). This study demonstrates that patients
with AP have preferences regarding the timing of the discussion of the different themes surrounding EoLC
and ACP. A needs-based approach in initiating and conducting timely discussions on these difficult but
essential issues is proposed. A thorough explanation and recognition of a patient's beliefs are recom-
mended when initiating conversations about MAID and brain donation. Abstract: https:/bit.ly/3t5tpdQ

N.B. Search back issues of Media Watch for additional articles on PC for people living with “Parkinson’s” at:
http:/bit.ly/2ThijkC.

Barry R. Ashpole

MY INVOLVEMENT IN HOSPICE AND PALLIATIVE CARE DATES FROM 1985. As a commu-
nications consultant, I've been involved in or responsible for a broad range of initiatives at the
community, regional, provincial and national level. My current work focuses primarily on advo-
cacy and policy development in addressing issues specific to those living with a terminal illness
— both patients and families. In recent years, I've applied my experience and knowledge to education, developing and
teaching on-line and in-class college courses on different aspects of end-of-life care, and facilitating issue specific
workshops, primarily for frontline care providers. Biosketch on the International Palliative Care Resource Center web-
site at: http:/bit.ly/2RPJy9b
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Difficulties in navigating the intersection of generalist and specialist palliative care services:
A cross-sectional study of bereaved family’s experiences of care at home in New Zealand

HEALTH & SOCIAL CARE IN THE COMMUNITY | Online — 24 April 2021 — A cross-sectional postal survey
was undertaken to explore bereaved family’s experiences of generalist palliative care (PC) and its intersec-
tion with hospice services in the last three months of life. People who received support from hospice were
more likely to receive support from multiple other services. Those who received no community services
were less likely to feel supported by their general practitioner, less likely to spend the last two days of life
or die at home. Feeling supported had a strong association with services working well together, being in-
volved in decision-making and being aware of the poor prognosis. The provision of PC is complicated by a
lack of integration with specialist PC and may be the basis of continuing inequities in the provision of com-
munity care at the end of life. The assumption at a policy level that “generalists” are willing and able to play
a key role in PC provision needs to be further challenged. Abstract: https:/bit.ly/3dRpih8

Palliative care for persons with dementia

JOURNAL OF THE AMERICAN GERIATRICS SOCIETY | Online — 24 April 2021 — The American Geriat-
rics Society identifies palliative care (PC) knowledge and skills as core entrustable activities for geriatri-
cians, including the regular reassessment of goals-of-care, effective treatment of most pain and non-pain
symptoms, and referral to palliative medicine specialists or hospice services “as needed.” When medical,
psychosocial, or spiritual needs or symptom management are more complex, secondary or tertiary levels
of PC services may be sought. The growing need for PC is likely to exceed the availability of geriatricians
and PC specialists, thus specific triggers may streamline care to those most in need and at the appropriate
time. PC specialist consultation (secondary PC) may be accessible through PC consultation most com-
monly in hospital inpatient settings and increasingly is becoming available at home provided by hospice
agencies or in community/academic medical center office-based settings. For the most complex cases,
tertiary PC referral in an academic center with specialist clinical, educational, and research programs may
provide a more comprehensive assessment and treatment plan. PC is a vital dimension of care for persons
living with dementia and their families and should be a core component of dementia care from diagnosis.
In anticipation of millions of more Americans diagnosed with and living with dementia, guidelines for con-
sultation may efficiently allocate a scarce but valuable resource of specialist PC services. In the meantime,
primary care providers, hospitalists, and geriatricians should all be working to recognize the need for and
to deliver PC in every healthcare setting as an ongoing dimension of care for persons living with dementia.
Full text: https:/bit.ly/3gGI2CK

Related:

» GERIATRICS | Online — 22 April 2021 — ‘Palliative care in advanced dementia: Comparison of strat-
egies in three countries.’” Care in each country has some positive elements: hospice availability in the
U.S., the use of a palliative approach in The Netherlands, and home care in Israel. Trends in the three
different countries show shifts that might continue and trigger a reassessment of advanced dementia
care. However, more research on palliative models of care for advanced dementia is needed. Research
should also address the earlier stages on which ambiguity may be even greater, and different settings
and different countries with different cultural context across the globe. In addition, there is a need for
national datasets with standardized data collection. Full text: https://bit.ly/3euXgak

N.B. ‘Palliative care for persons with dementia’ is a commentary on ‘Referral criteria to specialist palliative
care for patients with dementia: A systematic review,’ published online in the Journal of the American Geriatric
Society 2 March 2021. Abstract: https:/bit.ly/3gC1Jul. Search back issues of Media Watch for additional
articles on PC for people living with “Alzheimer’s” and “dementia” at: http:/bit.ly/2ThijkC. Selected articles on
the interface between geriatric medicine and PC noted in Media Watch 19 April 2021 (#7183, p.4).
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Continuous palliative sedation until death: The
development of a practice protocol for nursing homes

JOURNAL OF THE AMERICAN MEDICAL DIRECTORS ASSOCIATION | Online — 27 April 2021 — Chal-
lenges inherent in the practice of continuous palliative sedation until death appear to be particularly perva-
sive in nursing homes. The authors aimed to develop a protocol to improve the quality of the practice in
Belgian nursing homes. The final protocol was signed off by expert panels after two consultation rounds in
which the remaining issues were ironed out. The protocol encompassed seven sequential steps and is
primarily focused on clarification of the medical and social situation, communication with all care providers
involved and with the resident and/or relatives, the organization of care, the actual performance of contin-
uous sedation, and the supporting of relatives and care providers during and after the procedure. Although
consistent with existing guidelines, the authors’ protocol describes more comprehensively recommenda-
tions about coordination and collaboration practices in nursing homes as well as specific matters such as
how to communicate with fellow residents and give them the opportunity to say goodbye in some way to
the person who is dying. Abstract (w. references): https:/bit.ly/2RauJyF

N.B. Search back issues of Media Watch for additional articles on “sedation” at: http://bit.ly/2ThijkC.

Asian American Medicare beneficiaries disproportionately receive
invasive mechanical ventilation when hospitalized at the end of life

JOURNAL OF GENERAL INTERNAL MEDICINE | Online — 26 April 2021 — Achieving equitable and high-
quality end-of-life (EoL) care for racial and ethnic minorities represents a national objective of the U.S.
healthcare system. Despite prior evidence demonstrating that ethnic minorities experience disparate care
at the Eol, little is known about the care Asian Americans receive. The authors’ findings demonstrate that
older Asian Americans disproportionately experience high-intensity care when hospitalized at the EoL. Spe-
cifically, when compared to White beneficiaries, Asian Medicare beneficiaries hospitalized at the EoL are
more likely to receive IMV and have higher rates of ICU admissions, in-hospital deaths, and lower rates of
hospice use. Confidence in these results is bolstered by the consistency of this study’s findings across
diagnoses, Medicare plans, and adjustment for within- and between-hospital effects. Although the findings
likely raise more questions than answers, the striking differences in care suggest that older Asian adults
may disproportionately receive burdensome care when hospitalized in the last month of life. Full text:
https://bit.ly/2R3Sskb

Best practices for using telehealth in hospice and palliative care

JOURNAL OF HOSPICE & PALLIATIVE NURSING | Online — 27 March 2021 — Prio