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Background

People with motor neurone disease (PwMND)
are one of the most vulnerable patient groups
because from diagnosis, they face the rapid pro-
gression of profound disability and death, as illus-
trated by the quote of a person living with motor
neurone disease

Imagine being told you or your loved one will lose
the ability to move, to speak, to swallow, to breathe;
that the order and pace of losses cannot be predicted.
I was not given a personal prognosis: a small
percentage of people with MND live for decades,
some live for weeks, the median is around 2-3
years.!

Likewise, their family caregivers are one of the
most challenged caregiver groups facing physical,
psychological and social strain, before and during
bereavement.?

Despite the inexorable mortality associated with
MND from the time of diagnosis, end-of-life
(EOL) outcomes are reported to be poor for
PwMND and family caregivers. Barriers to pro-
viding and receiving high-quality EOL care are
multiple and complex. At a system level, there is
a disconnect between health, disability and aged
care services,> with PwMND frequently caught
between these service sectors with none taking
responsibility for EOL care provision.* The six
MND Associations in Australia, as not-for-profit
or third-sector community-based organisations,
play a vital role in helping families navigate these
complex systems (NDIS or the National Disability
Insurance Scheme for those under 65 years and
My Aged Care for those aged 65 years and above),
and provide advocacy, equipment including digi-
tal and assistive technologies, information, educa-
tion, practical and emotional support. The MND
Associations are closely integrated with special-
ised multidisciplinary MND Clinics that care for
most PWMND in each Australian state with their
MND Advisors often being part of these health
care teams.> MND advisors also help MND fami-
lies navigate the systems of palliative care, pri-
mary care and community care. However, these
Associations are in general poorly resourced and
rely mainly on fundraising, which is financially
erratic, and therefore, the nature and extent of
support differ between Australian states.®

In Australia, the overall prevalence of MND is
estimated to be 8.7/100,000 Australians, and
there are currently just over 2,000 people and

their families living with the disease.’ However, at
least three times as many families stay grappling
with grief following this traumatic experience,
many of them agonising over what could have
worked better.” Notwithstanding the physical,
psychological and emotional burden of the disease
on MND family caregivers, the Deloitte Access
Economic Report® has quantified the economic
disadvantage on families supporting people with
MND in Australia. These caregivers provide an
estimate of 7.5 h of informal care per day with the
productivity loss estimated at $68.5 million in
2015, or $32,728 per person, with families shoul-
dering most of these costs ($44.0 million) and
with government bearing the rest ($24.5 million)
in the form of lost taxes.

Despite this burden and contribution to the econ-
omy, caregivers’ role is generally not appreciated
and is undervalued by the health industry and
governments. Moreover, despite the importance
of consumer perspectives and support for com-
munity engagement and involvement of informal
caregivers in services, most current models of care
still fall short of meeting community needs
because consumers are only consulted as clients
or only involved in committees,®19 rather than
partners in the co-design of services.!!

MND caregivers’ needs before and after bereave-
ment are largely overlooked. During caregiving,
their assessed top priorities for support were ‘know-
ing what to expect in the future’, ‘knowing who to
contact if concerned’, ‘equipment to help care’,
‘dealing with your feelings and worries’ and ‘having
time to yourself in the day’.12 However, no organi-
sation is systematically assessing and addressing
their support needs as part of standard practice.

Recent investigations of MND caregiver support
needs after bereavement have revealed concerning
gaps between what is required and what is
received. A large national survey of bereaved
MND caregivers found that approximately 40%
did not feel their support needs were being met by
the professional and support services available to
them. A majority of participants (63%) required
bereavement support beyond their family and
social networks.” Most had accessed support from
family and friends, followed by MND Associations,
general practitioners (GPs) and funeral providers.
While informal supports were considered the most
helpful, sources of professional help were the least
used and were perceived to be the least helpful.”
More alarmingly, bereaved MND caregivers were
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found to be at higher risk of Prolonged Grief
Disorder (PGD) than the general bereaved popu-
lation.? This condition was associated with
reported deterioration in their physical (31%) and
mental health (42%).

Although MND Associations were frequently
accessed for support (78%), 44% of bereaved car-
egivers reported that these were unhelpful.”
Emotional support is one of the primary expecta-
tions of service users in MND care, and MND
Associations are in prime position to offer such
support for caregivers before and after death of
PwMND.%1314 However, the extent and quality
of emotional and other support have not been sys-
tematically assessed to date. In fact, a 2018
Navigation Strategy Discussion Paper in Western
Australia stated that ‘Evidence of effectiveness of
any community-based service delivery models in
progressive neurological disease was extremely
weak in the literature reviewed’.!>

Therefore, the
of third-sector

role and potential capability
organisations such as MND
Associations in providing ongoing support in
EOL care and beyond to bereaved caregivers
requires investigation. A first step towards this is
to ascertain the views and experiences of MND
caregivers with MND Associations to determine
service gaps and ways to improve support for car-
egivers before and during bereavement, through
an appropriate model to EOL care.

Objectives
The objectives were to:

1. Evaluate the strengths and weaknesses of
existing EOL and bereavement services pro-
vided by MND Associations, based on the
experiences of bereaved MND caregivers.

2. Identify key challenges and gaps in the pro-
vision of EOL and bereavement services
provided by MND Associations, based on
the experiences of bereaved MND
caregivers.

3. Determine how EOL and bereavement
service delivery can adapt and improve to
meet the MND community needs and
expectations.

4. Propose a model of care which addresses
the needs and preferences of MND con-
sumers, while supporting the capability of
the MND Associations within a multidisci-
plinary workforce to deliver that care.

Methodology

An anonymous national population-based cross-
sectional postal and online survey of bereavement
experiences of family caregivers who had lost a
relative/friend to MND (2016—18) was undertaken
in 2019. A total of 1,404 study packages were
posted by five MND Associations in Australia;
393 valid questionnaires were returned making
up a 31% response rate.

The questionnaire contained eight sections cov-
ering a range of experiences with services and
unmet needs, with one section focusing on the
experience with MND Associations. This article
describes the results from this section and adopts
a mixed-method design consisting of quantitative
questions on perceptions of support and helpful-
ness they received from MND Associations, and
also open-ended questions for qualitative feed-
back on their positive or negative experiences.

Quantitative questions used a 4-point Likert-type
scale, with response categories from ‘not sup-
ported’ or ‘not helpful’ to ‘very supported’ or ‘very
helpful’. Response categories to question on
extent of value put on several aspects of service
ranged from ‘not at all’, ‘a little’, ‘quite a bit’ to ‘a
lot’. Descriptive statistics and frequencies were
obtained using SPSS Statistics Version 26 for
demographic variables and experiences of support.
Questions with open-ended responses were subject
to conventional content analysis, with each
response read and coded by one of the authors
(P.A.C.).1¢ After coding was completed, codes
were revised, and themes based on the codes were
devised. A second author (§.M.A.) coded the
responses to ensure accuracy and minimise bias.

Ethics approval was granted by La Trobe
University Human Research Ethics Committee
(HEC19022). As this was an anonymous postal
and online survey, returning the completed survey
was considered as implied consent. The informa-
tion sheet that accompanied the survey empha-
sised that participation was entirely voluntary.

Results

Ninety-two percent (z=363) of overall survey
respondents completed the section regarding
their experiences with MND associations.

Respondents’ profile
Of the 363 bereaved caregivers (mean age: 63.7,
standard deviation [SD]: 12.1, age range: 22-90
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years), the majority were female (72.5%), retired
(53.9%), widowed (72.7%) and Australian (78.6%)
(Table 1). About a third had a university educa-
tion. Their relationship to the deceased was mostly
as a spouse/partner (74.0%) or child of the deceased
(19.2%). The mean period since the death of the
patient was 1.7 years (SD: 0.8). The mean age of
the deceased was 68.8 years (SD: 10.6), with an
age range of 32-94 years. More than half of the
deceased were male (58.4%). The majority of
respondents were from New South Wales (35.1%)
followed by Victoria (27.6%) (Table 1), reflecting
proportions of the MND population in Australian
states, though an overall 38% of respondents from
these states were from rural areas.

Perceptions of support and helpfulness of
MND Associations

Timing of initial contact with MND Association
Eighty percent of respondents indicated that they
contacted their local MND Association at the
diagnosis of their care recipient. Over 17% of
caregivers did not connect with the MND
Association until at least the middle to end stages
of their care recipient’s disease. The remaining
10 respondents (2.8%), either connected with
another support organisation or did not have
contact with their local MND Association.

Perception of support before and after
bereavement

Twice as many caregivers felt more supported by
MND Associations before bereavement than after
bereavement. Only a few did not feel supported at
all before bereavement compared to almost four
times as many after bereavement (Table 2).

Helpfulness regarding decision-making

in EOL care

Just over a half of caregivers considered the ser-
vices provided by the MND Associations to be
‘very helpful’ for decision-making regarding EOL
care while one-third of them found the services
to be ‘quite or somewhat helpful’ (Table 3).

Extent of support meeting caregivers’

expectations during EOL or bereavement

Over half of respondents (55%) reported that the
support at EOL met their expectations ‘quite a
bit/a lot’, compared to 43% during bereavement.

Interestingly, approximately one quarter of the
sample did not believe that support during EOL
from the MND Association was applicable to
them (Table 4).

Aspects of service valued by caregivers

For those who responded to this question (86%),
most aspects of the services provided by the MND
Associations were valued by caregivers to the
same extent; that is, 73-76% valued being visited
at home, the personal contact, the time dedicated
to the visit, the proactive approach anticipating
needs and practical support. In contrast, emo-
tional support was valued as helpful by only 55%
of respondents (Table 5).

Qualitative feedback

Respondents were asked to comment on the prac-
tical and/or emotional ways that they were assisted
by MND Associations before bereavement.
Positive and negative views of their experiences
with this assistance are summarised in Table 6.
Exemplar participant quotes to support the themes
are provided.

A. Ways caregivers felt supported by their

MND Association

Six positive themes emerging from the analysis
were as follows: (1) provision of information, (2)
equipment advice and provision, (3) advocacy
and linking to services, (4) showing empathy and
understanding, (5) personal contact and (6) peer
social support.

Theme 1A: provision of information. Respondents
perceived practical benefits from the information
provided by MND Associations. The information
was valued in a number of domains, with respon-
dents benefitting from specific and timely educa-
tion regarding MND (‘Caregiver training
extremely helpful with emphasis on information
and skills acquired before they were required’)
and training courses relevant to the caregiving
role (‘Very practical information on how to assist
my wife’). Reading materials were also reported
to be of practical use (“We appreciated most of all
the information brochures available including
recipes as swallowing became an issue’).

Respondents also perceived benefits associated
with the provision of information for health profes-
sionals (I valued the way in which our
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Table 1. Characteristics of the bereaved and deceased.

Total n Characteristics
Bereaved

Age (years) 363

Mean (SD) 63.7 (12.1)

Median (min, max] 66.0(22.0, 90.0)
Sex: n (%) 363

Male 100 (27.5%)

Female 263 (72.5%)
State: n (%) 362

Australian Capital Territory 8 (2.2%)

New South Wales 127 (35.1%)

Northern Territory 1(0.3%)

Queensland 52 (14.4%)

South Australia 35(9.6%)

Tasmania 10 (2.8%)

Victoria 100 (27.6%)

Western Australia 29 (8.0%)
Urban/rural: n (%) 362

Urban 210 (62.0%)

Rural 152 (38.0%)
Marital status: n (%) 362

Never married 10 (2.8%)

Married or defacto 75 (20.6%)

Separated or divorced 14 (3.9%)

Widowed 263 (72.7%)
Cultural background: n (%) 359

Australian 282 (78.6%)

Other English speaking 51 (14.2%)

Non-English speaking 26 (7.2%)
Highest level of education: n (%) 359

No formal education 3(0.8%)

Primary school 9 (2.5%)

High school 110 (30.6%)

(Continued)
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Table 1. (Continued)

Total n Characteristics
Diploma/certificate/trade qualification 129 (35.9%)
University degree 108 (30.2%)
Employment: n (%) 360
Working full time 69 (19.2%)
Working part time 64 (17.8%)
Caregiver 11 (3.1%)
Student 2 (0.5%)
Temporarily unemployed 8 (2.2%)
Retired 194 (53.9%)
Other permanently unemployed 12 (3.3%)
Relationship to deceased: n (%) 362
Spouse/partner 268 (74.0%)
Parent 14 (3.9%)
Sibling 7 (1.9%)
Child 69 (19.2%)
Friend 2 (0.5%)
Other 2 (0.5%)
Period of bereavement (years):
Mean (SD) 361 1.7 (0.8)
Median (min, max) 1.7 (0.4, 3.4)
Period of bereavement (category): 361
5to <12 months 89 (24.6%)
12 to <24 months 132 (36.6%)
24+ months 140 (38.8%)
Deceased
Age (years) 361
Mean (SD) 68.8(10.6)
Median (min, max) 70.0 (32.0, 94.0)
Sex: n (%) 361
Male 211 (58.4%)
Female 150 (41.6%)

SD, standard deviation.
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Table 2. Perception of support by caregivers as a result of services provided by the MND Association before

and after bereavement.

Felt supported before bereavement

Felt supported after bereavement

N (%) N (%)
Not supported 32 (9%) 121 (34.8%)
Quite supported 71 (20.1%) 51 (14.7%)
Somewhat supported 95 (26.8%]) 102 (29.3%)
Very supported 156 (44.1%) 74 (21.3%)
Total 354 (100%) 348 (100%)

MND, motor neurone disease.

Table 3. Helpfulness to make more informed and
better decisions to manage partner/relative/friend’s
EOL care.

n %
Not helpful 31 8.7
Quite helpful 69 19.3
Somewhat helpful 62 17.4
Very helpful 195 54.6
Total 357 100

EOL, end of life.

MND support person supported us both & was an
essential information resource for our health practi-
tioners’). A further practical benefit was the readily
available informational support provided by the
MND Associations (‘Always being available & will-
ing to answer questions & deal with problems as
they arose”). This information was disseminated in
several formats, with caregivers appreciating the
facilitation of access to information, education,
reading material and information sessions.

Theme ZA: equipment advice and provision. A
strong theme was the practical benefit derived
from equipment provision and support from the
MND Associations. Respondents noted benefits
for both themselves and their care recipients
(‘Meeting our needs with equipment which made
my life easier and made my partner able to be as
comfortable as possible’), particularly when
equipment needs were addressed promptly (‘The
provision of equipment was extremely well han-
dled, waiting times were minimal’; ‘Responded to

my call for home adjustments, ramps, bed etc.
promptly’) and assisted caregivers in their role
(‘Timely provision of hospital bed took an enor-
mous load off me having to organise one’).
Respondents noted that the MND Associations
provided them with essential equipment that they
would not otherwise be able to afford, as well as
guidance regarding the equipment.

Theme 3A: advocacy and linking to services.
Respondents noted benefits from the advocacy
provided by the MND Associations as well as the
linking and coordination of relevant services.
Respondents appreciated MND Association
involvement in promoting timely services (‘advo-
cacy to get PEG quickly when needed’; ‘MND
Association did help fast track [patient name]
appointment that led to diagnosis’; ‘Advising Nurs-
ing Home, getting help with speech therapy and
bringing Palliative Care on board’) and assisting
with the application for services (‘Assistance with
ACAT and respite options’; ‘NDIS application’).
The provision of linkages to relevant services (‘pro-
vided advice to us of different organisations that
may be of assistance to us’) as well as assistance
with the coordination of these services were per-
ceived as beneficial by respondents (‘sleep apnoea
testing, provision of PEG feeds’; ‘helped make
appointments’; ‘Assisted with contacts, OT assess-
ments, and links to MND clinic’).

Theme 4A: showing empathy and understanding.
Respondents benefitted from competent demon-
strations of emotional support by MND Advisors.
In particular, listening and empathy were valued
(‘MND representative was emotionally supportive
as she was empathetic to our situation’), and
interactions with staff could lift spirits (“[Advisor
Name] was kind, warm, cheeky, knew what to say.
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Table 4. Expectations met at EOL and during bereavement.

Expectations met at EOL

Expectations met during bereavement

N (%) N (%)
Not at all 59 (22.3%) 83 (28.7%)
Alittle 61(23.0%) 82 (28.4%)
Quite a bit 58 (21.9%) 59 (20.4%)
A lot 87 (32.8%) 65 (22.5%)
Total 265 (100%) 289 (100%)

EOL, end of life.

Table 5. The value (being quite a bit/a lot) placed by caregivers on service
aspects of the MND Associations.

n %
Being visited at home 228 73.8
The personal contact 249 76.1
The time dedicated to the visit 237 76.2
The proactive approach anticipating your needs 228 73.1
The practical support 242 76.3
The emotional support 145 54.7

MND, motor neurone disease.

Would bring a smile to Dad’s face”). This support
was perceived as helpful in terms of emotional
preparation (‘Emotionally educated us in expec-
tations and provided great empathy’). Caregivers
appreciated ‘very compassionate’ staff who exhib-
ited ‘empathy and understanding’. Respondents
noted benefit from interactions with skilled staff
(having a personal counsellor from MND associ-
ation’ who demonstrated a ‘unique ability to put
people at ease).

Theme 5A: personal contact. Respondents com-
monly noted benefit from personalised contact
from MND Associations. This contact could be
in the form of phone calls, visits and personal
letters (“The follow up phone call and visit after
mum passed was lovely’; ‘many phone conversa-
tions which all provided us with the support we
needed at the time’; “The visits were wonderful. So
caring and supportive and only a phone call away
too’; ‘MIND Assoc was very kind to send condo-
lence letter’).

Theme 6A: peer social support. Caregivers sup-
port group meetings and interactions were per-
ceived to be beneficial (‘Group lunch for the
bereaved was a big help’); particularly if con-
ducted by a trained facilitator (‘I think peer
groups can be effective if led by the “right”
expert’). The opportunity to interact with peers in
a similar position was also considered valuable
(‘Contact with other caregivers and persons with
MND who were going through the same thing’).

B. Ways caregivers were NOT supported by

their MND Association

Themes revealing negative aspects of support
included the following: (1) lack of continuity in
case management and contact, (2) perceived lack
of competence or training, (3) lack of emotional
support and (4) a lack of access to MND services
(rural/regional).

Theme 1B: lack of continuity in case management
and contact. Some respondents experienced a
lack of continuity in their case management from
MND Associations, leading to some dissatisfac-
tion with the service. In some cases, support from
the MND Association ceased (‘Initially we had a
wonderful advisor. However, when he left, we did
not receive any further support’), while other
respondents were unimpressed with staff replace-
ments (‘Our MND advisor visited monthly &
then left her position. We did not meet her replace-
ment but did have one phone call’).

Some respondents stated that they did not have
sufficient contact. This lack of contact was char-
acterised as insufficient phone or home visits
(‘So really I had no real contact with MND
association’; ‘None, like they forget you were
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Table 6. Themes summarising the positives and negatives experienced by caregivers.

What is working well

What is NOT working well

Provision of Information
Equipment advice and provision
Advocacy and linking to services

Showing empathy and understanding

Peer social support

Lack of continuity in case management and contact
Perceived lack of staff competence and training
Lack of emotional support

Lack of access to MND services in rural/regional areas

MND, motor neurone disease.

there, a bit disappointed’; MND advisor visited
once — no other contact!; “felt neglected”). A
lack of perceived contact was also evident post-
bereavement (‘My contact person left and was
not replaced in time to make contact after my
husband’s death’).

Theme 2B: perceived lack of staff competence or
training. There was a perception that some
MND Association staff lacked competence and
training. A lack of knowledge from staff was con-
cerning (‘Often we knew more than our MND
advisor’) and led to a low perception of benefit
from MND Association services (‘Very little — a
brand new person who knew almost nothing
about MND, and almost nothing about support-
ing us’). Staff consistency in experience was also
noted (‘New nurse had no real experience in
MND. Physiotherapist same, first OT had no
MND experience’), while other respondents
questioned the value of the advice they received
(‘I felt that having private conversations with
other caregivers was more beneficial than some
of the “professional” advice’).

Respondents perceived a lack of MND Advisors’
competence and training in particular areas such
as emotional support (‘The people from MND
association alarmed me, whereas the [community
organisation] nurses were very reassuring’), meet-
ing facilitation (“The MND rep had no idea how
to conduct a meeting’), disease-specific advice
(‘The MND representative didn’t really under-
stand Mum’s MND type so wasn’t able to be
practical or proactive’).

Theme 3B: lack of emotional support. Some care-
givers indicated that emotional support was not
always present. They stated that they did not
receive any emotional support at all (‘I don’t
think I gained any real emotional support’), while

others commented on a perceived lack of staff
competence or training in this domain (‘Our
MND advisor and original OT were very helpful.
All the time, but some of the others I don’t think
really understood the real pressures felt at home
living with the dreaded disease’; ‘a very pleasant,
young man called on us at home again. But he
went too far in explaining prognosis. We were
aware of MND progress as we had a cousin with
the condition. But the MND representative was
determined to complete his spiel even though I
tried to step in as it was causing us both distress’).
Consequently, some respondents reported that
emotional support was dependent on the compe-
tence of the individual staff member (‘It depended
on the person assigned. Some good, others not
overly concerned’).

Theme 4B: lack of access to MND services [rural/
regional). Respondents in rural and regional
areas noted the lack of services and contact avail-
able in their area (“it was just a shame that we
lived so far away from [capital city] that when she
did come round, she only had 15-20 minutes. She
did a fantastic job, and I hope that more coordi-
nators can attend rural communities more”;
didn’t even see or hear from a regional adviser’;
‘we do not live in capital city so MND Association
contact was minimal’) leading some in nonmetro-
politan areas feeling neglected (‘I believe weren’t
interested in the people in regional areas’; ‘In a
regional area it is impossible for a caregiver to
access the programmes offered by the MND
Association which do not offer programmes more
than 100 km away’; ‘Nobody visited us at home.
We live in a rural area’).

Improvements suggested by caregivers
Caregivers gave their views on ways EOL care and
bereavement support can be improved (Table 7).
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Table 7. A summary of suggested improvements by caregivers regarding the support of MND Associations at EOL and during
bereavement.

Support at EOL Bereavement support

More personal contact and involvement from MND
Associations

More contact and compassion postdeath from MND Associations

Euthanasia option Providing referrals and links for counseling

Better preparation for EOL Access to caregiver support groups and peer interaction

Health professionals need to show more compassion and be
trained appropriately

Provision of a genuine continuum of care rather than postdeath
abandonment

Guidance regarding postdeath practicalities

More access in rural/regional areas

EOL, end of life; MND, motor neurone disease.

C. Caregiver views on the ways EOL care

could be improved

Four themes identified need for (1) more per-
sonal contact from MND Association, (2) eutha-
nasia option, (3) better preparation for EOL, and
(4) health professionals needing to show more
compassion and be trained appropriately.

Theme 1C: more personal contact and involvement
from MND Association. A desire for more contact
from the MND Association during the EOL
period was reported. Respondents frequently
noted a lack of contact during the palliative phase
(‘Once palliative care were involved there was lit-
tle or no support from MND Asoc’). Caregivers
would have preferred more MND Association
involvement and support during EOL (‘More
checking in with the family to see how they are
coping’; ‘A phone call, visit; basically a check-in
to see how things were going. We didn’t see the
advisor for 6 months before my husband died’;
“‘The MND Assoc. seems incapable of intervening
or ensuring the care is consistent and appropri-
ate’). Minimal contact during the EOL phase was
also perceived by respondents as lacking compas-
sion (‘We virtually had none and when we saw
someone was a rushed visit. No care factor’).

Theme 2C: euthanasia option. A strong theme was
the request to have euthanasia as an option.
Respondents emphasised their desire to see the
law changed to allow the choice to end life via
voluntary euthanasia or voluntary assisted dying
(VAD) (‘Legal and social acceptance of voluntary
euthanasia’). The rationale behind this request
was evident in comments regarding the reduction

of suffering (“The end took too long — and seemed
very distressing and terrifying to patient’; ‘It is
distressing watching your mother die slowly. She
wanted to die sooner but could not’) as well as
dying with dignity (‘Allowing a person to die with
dignity — VAD needs to be introduced’). Respon-
dents perceived a lobbying for change role for
MND Associations in this area (‘end of life was
being managed with help from GP and palliative
care. What MND Association could do would be
to lobby for legal euthanasia’).

Theme 3C: better preparation for EOL. Many respon-
dents felt unprepared for the EOL process and
death. They expressed a need for education and
guidance about what they can expect in the final
stages of MND (‘Let the caregiver know what to
expect. I didn’t understand what was happening I
think they just expected me to know what was hap-
pening’; ‘Offering some form of awareness to those
interested of what the final stages may be to help
with end of life care’; ‘Explain what likely to happen
as I feel I was unprepared for how and when my
husband would pass away’). Respondents noted the
negative emotional consequences associated with
being unprepared for EOL (‘A main issue was a fail-
ure/unwillingness by the MND Clinic to inform me
of how the “end might come”. This created a sense
of fear in self and patient’; ‘Maybe be told the things
that will happen in more detail so you’re not shocked
when your loved one dies quicker than you thought’).

Theme 4C: health professionals needing to show
more compassion and be trained appropriately.
Areas of improvement were related to respondents’
experiences of a lack of compassion from health
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professionals during EOL. Respondents noted bar-
riers through distressing experiences; with doctors
(“The palliative care doctor in charge would not set
up the morphine pump, as had been discussed to
relieve severe episodes of breathing distress’; ‘GP’s
attitude towards prescription of pain medication,
palliative care unit had to intervene’) and with
nurses (‘MND palliative care nurse not helpful at
all. An MND trained nurse to visit and support, we
had one visit once in two weeks and only stayed for
two minutes — shows no care or compassion’; “To
have the staff in nursing home more educated on
this illness, otherwise they show lack of care/kind-
ness’). Caregivers reported a lack of training in
rural and regional areas (‘Being regional there
wasn’t much available. Nurses didn’t know how to
care for an MND patient’).

D. Caregiver views on the ways to improve

support during bereavement

Respondents commented specifically on the ways
in which support during bereavement could be
improved. Six themes were identified as follows:
(1) more contact and compassion from MND
Associations postdeath, (2) MND Association
providing referrals and links for counseling, (3)
access to caregiver support groups and peer inter-
action, (4) provision of a genuine continuum of
care rather than postdeath abandonment, (5)
guidance regarding postdeath practicalities and
(6) more access to postbereavement support in
rural and regional areas.

Theme 1D: more contact and compassion from MND
Associations postdeath. A strong theme was
respondents’ dissatisfaction with contact and com-
passion from MND Associations postdeath
(‘Immediately after the death of my husband, I
received a call that the MND Association was
going to pick up the apparatus used— lack of com-
passion as it was 4 days post death’; ‘If they had
kept in touch with myself after my husband had
died — even if only for a short while’). A lack of
bereavement support for caregivers was evaluated
negatively (‘Bereavement support could have been
useful . . . At end of life, it might have been useful
to have someone ring to ask if it’s all OK’; ‘Once
partner dies, a better follow-up than a typed letter’;
“The final face to face session with the carer, it felt
like, when my brother died, that their role had
ended. It becomes more business’). Some respon-
dents noted a sense of abandonment by the MND
Associations postdeath (‘You should make contact
with person after losing someone. I have

not experienced this after my partner gone, like
nothing happens, no one around you have to deal
on your own’; ‘More care/visit for the person left
behind’).

Theme 2D: MND Association providing referrals and
links for counseling. Improvement of bereave-
ment support included a request to be connected
to counseling services. While some respondents
reported a general need for counseling (‘Counsel-
ling. My life has changed, I no longer feel like I
belong to general society’), others requested pro-
fessional counseling (‘Psychologist/Counsellor
with experience of MND. Weren’t able to access
counselling from MND Assoc. — only from
[another organisation]’; ‘Professional support’;
‘the caller - obviously a very caring person but I
didn’t need someone who seemed as upset as I
was. Skilled support is necessary’) and support
groups (‘Contact and recommendations on sup-
port groups’). Numerous respondents reported
wanting to be referred to, or linked with, counsel-
ing (‘MND Assoc. needs resources to assist more
in this stage — such as referral to Psychologist,
Counsellor etc’.; ‘I wonder if the MND Assoc.
would recommend counsellors. I really did not
know where to start looking’).

Theme 3D: access to caregiver support groups and
peer interaction. Respondents requested and val-
ued support from other MND caregivers. Where
such support was absent, or had ceased, respon-
dents noted their disappointment (“The support
group I attended for 5 1/2 years ceases to exist for
the caregiver once the patient dies’; ‘During the
illness it was difficult to attend support groups
but after his passing I would have loved to meet
up with past caregivers’; ‘I would like a previous
caregiver of an MND patient visit the recently
bereaved’). Where peer support was present,
respondents noted the benefits of this support (‘A
meeting for caregivers after death was excellent’;
‘I’m aware that for my father, the MND caregiv-
er’s group were his main source of support as
there were others who had been bereaved also”).

Theme 4D: provision of a genuine continuum of
careratherthan postdeath abandonment. Respon-
dents perceived a need for a continuum of care
that extends beyond the patient’s death. They
expressed dissatisfaction with an abrupt end of
support during bereavement (‘Some contact
would have been appreciated;’ ‘I did not under-
stand why [patient] left suddenly and we did not

say “goodbye”’; ‘Basically once he had passed,
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heard nothing from them’), while others requested
that care should continue beyond death (‘Follow
up communication (phone call) in the months
following bereavement would have been appreci-
ated, especially prior to first Christmas’).

Respondents commented not only on the lack of
contact via phone or visits (‘A few more visits to
check how you are handling things and supply
information about available help if needed. It is
not easy in this situation to make a phone call
and admit you need help’) but also on the qual-
ity of the contacts. Minimal, non-personal or
non-compassionate contact from the MND
Association postdeath was considered tokenism
rather than genuine support (‘Receiving more
than a card and referral to donate clothes and
one home visit would have been appreciated’; ‘I
received the follow up call and it was OK but
felt superficial’). Respondents were also aware
of the limited resources available to MND
Associations and added their voices to the push
for increased funding and resources (‘Follow up
support. Want more contact, would have been
helpful for those with no other support systems.
I do understand the association is limited
though’; ‘More funding for more staff in the
community organisations’).

Theme 5D: guidance regarding postdeath practicalities.
Guidance in the form of lists and information
covering practicalities postdeath were suggested
improvements, to assist caregivers to prepare and
deal with bereavement (‘Perhaps a practical list of
how to organise funeral, finances etc. (or a list)
might help someone without knowledge in the
past, to follow’; ‘Checklist booklet for things to
consider and contacts’; ‘and timeline for things to
be finalised. The days fly by when grieving and
support on what needs to be taken care of would
be very beneficial’).

Theme 6D: more access to postbereavement sup-
port in rural and regional areas. Lack of postbe-
reavement MND services for people in rural and
regional areas was of concern. Respondents
emphasised the lack of support in these areas
(‘More support after he passed away. There was
‘nowhere in [my] area to access support or none
that I know of’; ‘programmes not accessible for
regional dwellers’) and called for greater equity
of access (‘People living in more remote areas
should have the chance others get to support
people. The MND Association needs to address
this problem’).

Discussion

To our knowledge, this is the first study nationally
or internationally to systematically investigate the
EOL and bereavement experiences of MND fam-
ily caregivers and what matters most to them,
based on a relatively large number of respondents
to a national survey. Evidence on what is working
well and not so well has been sorely needed to
position such third-sector organisations as effec-
tive partners with the community and enablers of
the many sectors they navigate. To address this,
the fourth objective of this study was to propose a
model of care to meet the needs and preferences
of consumers while supporting the capacity of
MND Associations within a multidisciplinary care
environment. This proposed model enables the
navigation and integration of the many sectors of
care through a person- or family-centred approach
to care as a Public Health Approach to MND
EOL care (Figure 1). MND associations provide
support during the illness experience for PwMND
and their families and are ideally placed to do so
from diagnosis to EOL and bereavement. In this
national survey, 97% of MND families have con-
tacted their state-based associations, with the
majority at time of diagnosis. In addition, these
types of organisations can connect both profes-
sional and community resources in a way that cli-
nicians alone, or community actors, cannot.”’

Public health approaches to EOL care have poten-
tial to enhance integration of services and provide
a comprehensive approach that engages the assets
of local communities. Moreover, they offer frame-
works in which partnerships can be developed
with patient communities with distinctive EOL
needs, such as those with noncancer conditions
and thus provide a more inclusive approach to
EOL care.!” To achieve this requires direct input
from the consumers about their experiences of
unmet needs and how these can be met with bet-
ter partnerships between the health services and
the community. This includes consumers involved
in the co-design. EOL care systems, to be effec-
tive, must recognise the ‘patient and social net-
work’ which has also been emphasised in the
literature.!8 The ‘inner’ and ‘outer’ circles of care,
and neighbourhood supports are the main foun-
dation of resilient networks caring for people at
home,19:20 as with most cases of MND. However,
EOL care systems must also ensure that profes-
sional care, service delivery and policy enhance
the care provided by the person’s social network
and the not-for-profit organisations, and this is
applicable at the international level.
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Public Health Approach to MND End of Life Care

ENABLERS

Digital and Assistive technologies:
Telehealth, Equipment

| Advance Care Planning

| Education & Training Programs

Compassionate Communities &
Social Network Enhancement

| MND Associations |

| Other Third Sector Organisations |

Community

Outer Informal
Network

Inner Informal
Network

Person with
MND & Family
Carer

INTEGRATION OF SERVICES

| Disability Sector, NDIS |

| Aged Care Sector |

| Specialist Palliative Care |

| Generalist Palliative Care |

MND Clinics

Primary Care &
Allied Health Care

CIRCLES OF CARE

Figure 1. The position of MND Associations within the public health approach to MND EOL care.

Therefore, what do MND Associations need so
they become effective enablers in this proposed
model of care?

MND Associations are reported to be doing fairly
well when it comes to the provision of equipment,
informational and practical support, liaison with
other services on behalf of the clients and helping
clients navigate the various systems of health and
disability, the personal contact, being visited at
home and the time dedicated to such visits and
contacts. Nevertheless, more is needed by the
caregivers.

Training for and provision of emotional support

Emotional support is not reported to be at the
same sound level of benefit to caregivers, despite
this being promoted as an important core func-
tion of MND Advisors>!4 and families preferred
information and support from people who under-
stood and knew about MND.2! Emotional sup-
port is important because depression and anxiety
increase the risk of PGD.2 Emotional support is
also necessary for MND caregivers because of
their much higher risk of PGD than the general
bereaved population and insufficient support for
caregivers during the disease journey was a sig-
nificant predictor to PGD.2 Support helps car-
egivers to move on,22 but this study showed that
the support received was not optimal. This dis-
satisfaction was closely linked to the perception

that staff lacked training and competence in this
area of care, which was compounded by insuffi-
cient contact with Advisors. MND Adpvisors often
start their role without a training programme that
is based on evidence and without clear perfor-
mance benchmarks. They are often recruited
without the appropriate clinical practice back-
grounds and with the newcomers shadowing
those already on the job. What is required is a
more standardised practice by MND Associations
basing the frequency and nature of client visits on
assessment of the disease trajectory and the dis-
tress felt by the family. This also requires a more
standard national approach to training MND
Adpvisors to improve equity of care.

Caregiver support needs

A high number of responses highlighted the vul-
nerability and loneliness felt by caregivers during
caregiving. Regularly assessing and addressing
the needs of caregivers has been mentioned in
many policy documents around the world and the
benefits demonstrated in studies.?3:2¢ However,
this has not been translated into practice, mainly
because of the reluctance of services to embrace
caregivers as also being their clients. Despite the
clear benefits for family caregivers, very few ser-
vices worldwide were successful in introducing
comprehensive assessment of caregiver needs into
routine practice: ‘While there is clear research
evidence and positive policy ambitions to achieve
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comprehensive, person-centred assessment and
support for caregivers, so far these remain as aspi-
rations in practice delivery’.?> The MND
Association in Western Australia is currently
training Advisors on the use of the Carers’ Alert
Thermometer?® and has incorporated this sys-
tematic focus on caregivers in the job description
of Advisors. Even so, this has yet to be adopted as
a national focus by MND Australia, as has work-
ing on a national approach to training staff in sup-
porting family caregivers in their own right, as
well as patients.

Bereavement support

That respondents felt more supported before
rather than after bereavement is not surprising, as
there are no effective bereavement support initia-
tives in Australian MND Associations, and in gen-
eral, family caregivers feel abandoned postdeath
of the person with MND. Caregivers need bereave-
ment support beyond that provided by family and
social networks.” At a minimum, all Associations
should be able to provide referrals linking the
bereaved to grief counseling services where neces-
sary and provide information leaflets on how to
locate these services in their communities.

A second initiative is to train MND Advisors to
pick up on cues of who is feeling distressed to
advise on and initiate referrals, and set up a sys-
tem where Advisors keep connecting with
bereaved families for at least the first 6 months of
bereavement, showing genuine interest, support
and empathy and not a tokenistic gesture.
Caregivers have an existing relationship with the
MND Associations, which are positioned appro-
priately to be a provider or at least a conduit to
bereavement services; that is, providing a genuine
continuum of care.

There needs to be the option of online/telehealth
services to address the rural lack of access to ser-
vices as identified in this study, in addition to visit-
ing services if the possibility of locating Advisors in
regional areas is not an affordable option. That
38% of people have responded from rural areas,
nearly twice as many as there are rural clients,
underscore their cry for help to redress the equity
of care. Several US studies have demonstrated the
feasibility and acceptability of using telehealth in
the MND patient population, especially for those
living away from clinics.?”28 Following COVID-
19, MND clinics and MND Associations have
stepped up telehealth initiatives for patient

consultations. The  Neurological Alliance
Australia?® has called for the ‘Continuation of
expanded Telehealth for all Australians — post
COVID-19 pandemic response’. There is some
evidence that telehealth delivered grief support
groups for rural bereaved hospice families are also
feasible and effective.3® An equitable, national
approach to MND telehealth services which
addresses the needs of patients and caregivers,
especially those living in rural areas, and their
health providers is indicated.

A further initiative is to organise support groups
where bereaved caregivers can meet and share
their common experiences. Peer social support
has been one of the benefits appreciated by the
survey respondents. These groups could be led
initially by a professional in the field and then by
trained volunteers from the community. There is
some evidence that support groups can be benefi-
cial,3! but this also depends on the goodness of fit
between the needs of the bereaved and the
response provided by such support groups.3?
MND caregivers are at a higher risk of developing
PGD than the general bereaved population and
higher proportions are in the moderate risk where
peer support and volunteer-led groups could be
beneficial. It is at this level of risk that MND
Associations can be most effective and make a
difference.”

Moreover, MND Associations can better support
caregivers through information leaflets on the
process of funeral arrangements, who to contact
and in dealing with other ‘postdeath practicali-
ties’. This is especially helpful with the consider-
able number of MND deaths occurring at home:
34% in Western Australia and 25% in Victoria
and New South Wales.> Such information can be
sourced from funeral companies but could also be
easily accessible from MND Associations.

Partnerships with and training of general

health professionals

While there is a notable perception expressed by
respondents that the MND Associations lacked
resources, particularly in terms of service funding,
MND Associations need to look outwards and
forge partnerships with a range of health profes-
sionals, who with adequate training in the MND
area, can support the work of the Associations.
Training primary care health professionals as well
as those working in the aged care sector could be
a core function of the associations. For example,
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to date and within 1 year, the MND Association
in Western Australia has trained 321 health pro-
fessionals in metropolitan and rural areas on how
to support people with MND and their families,
with overwhelmingly positive feedback from
attendees.?®> Research has shown that health and
social care professionals involved in the care of
people with MND feel unable to accurately pre-
dict which MND family caregivers may develop
abnormal bereavement responses such as the
PGD.3* Bereaved older adults wusually seek
bereavement support from primary care sources,
but it is known that primary-care practitioners
have deficits in this area and require training.?> In
this study, 74% of MND caregivers accessed GPs
for bereavement support although 34% found
them unhelpful.”

Preparation for EOL

Caregivers noted the lack of contact of MND
Advisors at EOL, the lack of effective and early
palliative care and the need for Advisors to advo-
cate more for palliative care particularly because,
in most Australian states, specialist palliative
care providers become involved at a late stage in
MND care and a palliative approach to care is
not well established.?¢ This lack of early and
effective palliative and EOL care for MND may
have been triggering the calls for VAD and car-
egivers clearly wanted to be able to discuss
euthanasia/VAD as an option at EOL, and this
may be whether they have access to specialist
palliative care or not. VAD is now available in
three Australian states: Victoria, legislated for in
Western Australia with implementation due to
start in July 20215 and recently legislated for in
Tasmania.

Clear communication throughout the illness tra-
jectory and including the development of advance
care planning is central to good care and a good
death.3%-38 Due to fears about the dying process
associated with MND, integrating advance care
planning conversations and palliative care can
optimise quality of life by relieving symptoms;
providing emotional, psychological and spiritual
support prebereavement; minimising barriers to a
comfortable EOL; and supporting the family
postbereavement.®3¢ MND Associations can
advocate for earlier and more timely involvement
of palliative care services and advisors be trained
to hold such conversations on planning ahead
with their clients,3%3° including VAD wishes.
While Box and colleagues, found that UK

disability organisations were ambivalent, at best,
about assisted dying, similarly in Australia, MND
Australia, the peak body, provided a statement
that their position is neutral and follows the legal
status of each state and therefore ‘supports a per-
son’s rights in all things that are lawful’.40:41

Respondents expressed feeling very unprepared
for EOL and a need to be educated and guided by
the MND Associations. Lack of preparedness
may increase PGD risk as perceived preparedness
for the death of the patient predicted better
adjustment to bereavement, independent of other
factors.#?2 Going through the process of advance
care planning gives families the opportunity to be
better prepared which in turn affects bereavement
outcomes.*? Again, MND Associations can pro-
vide such education opportunities to consumers
and general health professionals in partnerships
with palliative care organisations in every state.

In relation to the interface with bereavement
support by palliative care services, the feedback
from an Australian population-based bereave-
ment survey underlined the limited helpfulness
of the blanket approach to bereavement support
adopted by palliative care services, support often
described by consumers as not personal, or
generic, or just standard practice. Respondents
still drew on their informal and community net-
works whether they did or did not use palliative
care services.** However, those who have used
palliative care services during the disease journey
were twice more like to have an advance care
plan or advance health directive.** Therefore,
early involvement of palliative care services could
help in advance care planning and preparedness.

Conclusion

By enacting the several improvements suggested
by consumers, MND Associations have great
potential to play a more effective role as an ena-
bler in the public health approach to EOL model
of care (Figure 1) and to be more relevant to the
communities they serve at the national and inter-
national levels. This also applies to most third-
sector organisations where their role needs to be
bolstered alongside formal services. Currently,
this potential is not achieved in Australia because
of the lack of consistency of training and delivery
of services across the states, primarily due to a
lack of research investment in health and social
care and service improvement, as distinct from
from basic science and clinical research.®
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Consumers need to be listened to and services
should be responsive to their needs. Research
seems to focus on using consumer feedback to
improve service delivery, but not to involve con-
sumers in changing service design or policy at the
macro level.¥> Given the paucity of data on con-
sumer experience, and the selective and uneven
contribution made by consumers to service and
policy in EOL care, it is important that a strategy
for receiving consistent and regular consumer
feedback be introduced into the sector’s
Continuous Quality Improvement processes.

A national approach is needed that encompasses
uniformity, continuum of care incorporating EOL
care and bereavement support, consumer feedback
and representation in designing services, that can
be linked to the National Safety and Quality Health
Service Standards and in particular Standard 2,
Partnering with Consumers.4® This national
approach is required to monitor consumer feed-
back as a basis for service planning, highlighting
the gaps and providing meaningful policy advice to
governments. Until such time when there is a cure
or treatment for MND, there is an enormous
amount of care that needs to be based on research
evidence that is required to support PwMND and
their families before and during bereavement.
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