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Abstract / Progress in medical technology and treat-
ment has resulted in more people with neurodegen-
erative conditions surviving for longer periods of time.
This increased lifespan means that these individuals
have a longer period of dependency on others, with a
heightened need to maintain quality of life for both the
individual and the family. Our paper reporis on the find-
ings of a study involving in-depth interviews with 16
carers to determine their perceived needs during the
final stage of caring for someone with muscular dystro-
phy (MD) or motor neurone disease. Results suggest
that the palliative care model has much to offer individu-
als with degenerative neuromuscular conditions and
their families, but it is not yet recognized as an impor-
tant part of care for young people with MD. Three major
themes emerged in the analysis: reactions and re-
sponses, health system crossing points, reaching forward.

Résumé / Grace aux progrés de la technologie médicale
et a 'amélioration des traitements pour les maladies neuro-
dégénératives, de plus en pius de personnes atteintes de
ces maladies survivent pour de plus longues périodes de
temps. Cetle augmentation de la durée de vie signifie que
ces personnes ont une plus longue période de dépen-
dance sur d'autres, laquelle intensifie la nécessité de
maintenir une qualité de vie tant pour le malade que sa
famille. Cet article rapporte les résultats d'une étude
comportant des interviews auprés de 16 soignants naturels
afin de détemminer quels étaient pour eux, les besoins
qu'ils percevaient comme importants durant le stade final
de la maladie d'une personne souffrant de dystrophie
musculaire ou d'affections du neurone moteur. Les
résultats de cette étude démontrent que le modéle de
soins palliatifs a beaucoup plus a offrir aux individus
atteints de ces maladies dégénératives, mais qu'on ne
pergoit pas encore ce modéle de soins comme étant une
partie importante des soins dispensés aux jeunes adultes
atteints de dystrophie musculaire. Trois thémes majeurs
émergent a analyse des interviews face aux maladies
dégénératives: les réactions et comportements des
proches, les interactions avec le systéme de santé, et les
stratégies de la famille pour faire face a la maladie.

INTRODUCTION

Progress in medical technology and treatment has
led to more people with some neurodegenerative
conditions surviving for longer periods of time.

This increased lifespan means that these individu-
als have longer periods of total dependency on
others, with a heightened need to maintain quality
of life for both the individual and the family. The
individual with a neurodegenerative disorder
eventually uses a range of technologies and health
care options to ensure adequate nutrition, cardiac
and respiratory functioning, bowel motility, skin
integrity, and communication. The psychological
and social factors of managing the end stage of life
are as important as the physical care factors, par-
ticularly for the healthy recovery of family mem-
bers following bereavement.

This study examined the palliative care needs
of two populations—people with muscular dystro-
phy (MD) or motor neurone disease (MND)—and
the support families require to help them in their
journey. The aims of this study were to:

¢ Identify the particular needs of families of young
men with MD towards the end of their lives.

¢ Identify the particular needs of families of people
with MND towards the end of their lives.

¢ Identify issues for carers that are inadequately
addressed and find possible solutions.

¢ Evaluate the suitability of palliative care for fami-
lies of young men with MD. =

BACKGROUND

Although many people still associate palliative
care with cancer, provision of the palliative care
model to individuals with a broader range of dis-
eases is beginning to occur. There is some evi-
dence that palliative care may be offered to those
with MND (1-5), however, it has not been recog-
nized as a usual model of care for individuals cop-
ing with MD (6). Literature related to the issues
and palliative care considerations of these two dis-
ease groups were examined to help guide develop-
ment of the study.

Muscular Dystrophies

The muscular dystrophies are a group of muscle
diseases that have three features in common: they




are hereditary, progressive, and each causes a
characteristic, selective pattern of weakness. Em-
pirical studies have shown that intensive, support-
ive care can promote improved quality of life and
longevity. With continuous multidisciplinary
management, young men with Duchenne MD
usually survive into their 20s and beyond (7).

For individuals living with MD, the usual focus
is on rehabilitation. Supportive care needs may ex-
tend over a long period. The focus for the family
during this time is on continuing quality of life
and optimal functioning of the child. It may be
particularly difficult for the family and child to
adjust to the onset of the terminal phase of the
illness (6). The assumption that there is no place
for palliative care until all curative options have
been exhausted may interfere with early discus-
sion of palliative issues, including limitations of
unduly burdensome interventions at the end of
life. Families may feel that a discussion with health
professionals about not resuscitating their child or
a move to comfort care is equivalent to giving up.
To date, use of an integrated approach to care that
might include a palliative care emphasis from
early illness stages is uncommon. Maddocks et al.
explored the needs of individuals with MD and
spinal muscular atrophy, and identified deficdencies
including coordination of care, issues of medical
and hospital care, support for families and sib-
lings, and bereavement care (6).

Motor Neurone Disease

MND is an uncommon degenerative disorder of
motor neurones, which leads to progressive pa-
ralysis of cranial and skeletal muscles. Informa-
tion and support are needed from the onset of
symptoms, during the often-protracted period of
uncertainty prior to diagnosis, and in response to
progressive deterioration and its effect on family
life. The illness is characterised by a series of
losses with the accompanying issues of grief (3).

People with MND and their families are often well
informed about the nature of the disease, but they
may not be as well informed about the progression
of the disease. Many people may be given the im-
pression that, because they have a fatal and incur-
able disease, nothing can be done for.them (8).
Worthington suggests that effective multidis-
ciplinary care can be provided only with recognition
of MND as a multisystem disorder encompassing a
broad range of psychological factors (9).

The issue of when to introduce palliative care as
an appropriate model of care in MND is rarely
clarified in the literature, other than to suggest that
it should start at the time of diagnosis (2). Albert
and colleagues designed the first prospective
study of MND, examining the rate at which peo-
ple with MND reach a variety of palliative care

milestones, including the need for adaptive aids,
formal home care, health care directives, and tech-
nological interventions (1). These milestones may
help clarify when palliative care can be introduced
to people with MND and their families. The extent to
which this type of transition is common practice,
however, is not well documented, and anecdotal evi-
dence suggests that involvement of palliative care
providers in end-stage MND is limited and incon-
sistent across this population (10).

Palliative Care and the Family

Any life threatening illness may result in changes
in the family life trajectory, and the developmental
progression may be disrupted. Issues for families
facing a life-threatening illness include hope, con-
trol, open communication, access, support, and
normality (11). Grief is a journey or a process that
begins before the death of a family member. An-
ticipatory grief will occur throughout the disease
process, as losses are experienced on an ongoing
basis. Families who can anticipate these losses are
better prepared to cope with the end stage of the
person’s illness. Health professionals can assist
families to accept the inevitability of the death by
providing compassionate care and information (12).

The health of the family may be affected when
one member has a life-threatening illness (12).
Family life can be changed when there are techno-
logical devices and changes in the internal envi-
ronment of the home, and a constant stream of
helpers reducing privacy (6). Professional services
usually focus on the medical or physical needs of
the individual with the life-threatening illness, and
carers receive little guidance for their role (13).
Perrin and colleagues report that the burden of
care may fall disproportionately on mothers. They
found that depression was more common in mothers
who cared for children with health problems or chil-
dren who were ventilator-dependent (14). Carers of
people with MND demonstrate signs of anxiety and
depression, with the latter correlating to aspects of
the individual’s functional impairment (15).

Palliative care can be defined as the active total
care offered to a person with a progressive illness
and his/her family, concentrating on the quality
of life and the alleviation of distressing symp-
toms. There is evidence that palliative care can
be a valued support for families during these ill-
nesses and bereavement (1,2,5,6,16), however,
many families of individuals with these chronic
and progressive conditions may not be usual re-
cipients of palliative care services.

In summary, it was evident from this literature
review that issues of disease progression, anticipa-
tory grief, developmental milestones, and family
care were relevant concerns to those coping with
MND or MD. However, to date, little empirical
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work had been undertaken to specifically examine
the palliative care needs of individuals coping
with MD or MND and their family members.
Health care professionals working with both
populations in Western Australia had identified a
need for clarification of family carers’ require-
ments, in the later stages of both diseases, to im-
prove service provision. Therefore, this study was
undertaken to address this gap in knowledge.

METHOD

An exploratory qualitative methodology was used
to elicit detailed descriptions of family carers as
they provide care during the final stage of life for
people with MD and MND. Qualitative in-depth
interviews were conducted to gather data on the
needs of family carers who were caring for a relative
with either condition, or who have cared for an ill
relative in the past. Interviews were conducted with
parents of young men with MD, both current and
retrospective, and spouses of people with MND,
both current and retrospective. Individuals living
with MD and MND, and health professionals in-
volved with MD and MND were also interviewed.

Reference Group

Use of a reference group can be helpful in enhanc-
ing trustworthiness of study findings, and ensuring
that sampling strategies and emerging results are
meaningful and comprehensive (17). The eight-
member reference group used in this study com-
prised health professionals who had extensive
knowledge of MND or MD, representatives from
the MND and MD associations, and experienced
family carers familiar with these illnesses. The ref-
erence group assisted with the issues of sampling,
interview guide design, and synthesis of results.

Population and Sample Criteria

The reference group helped identify potential par-
ticipants, based on their associations with the MND
society and the primary care facility for individu-
als with MD. Reference group members identified
potential participants, and obtained consent and
contact details. The lead researcher then contacted
potential participants to inform theim of the study
and to invite them to participate in an interview.
Sixteen carers were interviewed for the study, 11
family carers of individuals with Duchenne MD and
five family carers of individuals with MND. Three of
the participants from MD families and three from
MND families were bereaved. In addition, three
young men with MD participated in this study. They
discussed the issues for their families, as they per-
ceived them, as well as issues regarding hospitaliza-
tion, continuous losses, and increasing dependency.
This sample size was judged to be sufficient for the
purposes of this study, since the main aim was to

allow the researcher to leam about and describe the
needs of families/carers. Interviews were continued
until no new information was being elicited and data
was redundant. With qualitative methods, the issue is
not the size of the sample, but the participants’ ability
to articulate the’phenomena being investigated.

Data Collection

In-depth interviews were conducted at the place of
choice of the participants. A semi-structured inter-
view guide was developed, based on the literature
and clinical experience with these populations. As
interviews proceeded, the questions became more
focused on end-of-life issues. Probes were used to
clarify meaning of responses and to pursue with
sensitivity topics about dying.

Interviews were audiotaped and transcribed
and ranged from one to two hours in length. Using
content analysis (18) and constant comparison
techniques (19), the interviews were coded to yield
common themes. Coding was checked by having a
member of the reference group code interviews in-
dependently to ascertain the closeness of the cod-
ing by two people. Combining similar topics and
developing headings that captured the partici-
pants’ experience and perception resulted in a syn-
thesis of three key themes.

Ethical Considerations

The proposal was approved by the Rocky Bay Inc.
and MND Association of Western Australia Inc.,
and by Edith Cowan University ethics committee.
Participants were guaranteed that no names
would be used in any reports or discussions re-
garding this study, and that they would have the
right to withdraw from the study at any time.

RESULTS
Three key themes emerged from the interviews:

¢ reactions and responses; =
¢ health system crossing points;
¢ reaching forward.

The issues were similar for all carers regardless
of the patient’s condition.

Reactions and Responses

This theme refers to the reactions and responses of
family members to the illness situation and
changes in the disease trajectory. Three subthemes
emerged in this analysis: grieving every day, fear-
ing each crisis may mean the end, watching life in
reverse. The descriptions included in these themes
depict the anxiety, uncertainty, and ongoing loss
that these family members face daily. A descrip-
tion of each is given below.

Grieving Every Day. Each person with MD or MND
usually passes through stages, and each stage re-




sults in the need to grieve another loss. The carers
of patients with either condition mentioned the in-
ability to walk, breathe, or roll over in bed. Grieving
is hard to cope with, and support is essential. All
carers reported that health professionals from their
main organizations offer vital support to famnilies.

Every day it [the grief] is with you...the whole
time it never leaves you. Then you go through the
different stages, when they stop walking, when
they're in chairs...You get used to a new stage and
then you carry on, then the next one comes,

Personal losses for carers differed with MD and
MND. Carers of people with MND mentioned loss
of social networks, loss of husband and companion
of 50 years, loss of the retirement years, loss of
dreams. Carers of boys with MD mentioned loss of
extended family members who cannot cope with
the disease or are not interested, loss of social net-
works, loss of future grandchildren, loss of dreams.
All participants mentioned loss of normal daily life.

Fearing Each Crisis May Mean the End. Each fam-
ily experienced many crises, and needed help and
support through each one. Carers strived to main-
tain a sense of competency and coping, but each
illness crisis brought a fear that this might be a
sign of approaching death.

I know it is getting to the really scary part because,
I'mean, they can get ill at any stage and pass away,
but I think, “He’ll be alright, he’ll keep going.”

Carers experienced uncertainty about the revers-
ibility of each crisis episode. Crises were stressful
and the stress increased if hospital admission was
required. Many carers (MND or MD) reported
avoiding hospitals. All carers identified the impor-
tance of a case coordinator to help them anticipate
what might happen next and avoid crises.

Watching Life in Reverse. All carers described the
pain of watching the deterioration of their family
member. The move from rehabilitation to accept-
ance of increasing weakness and associated compli-
cations was difficult. One carer (MND) described her
retirement as caring for a confused and incontinent
husband, washing sheets and clothes continu-
ously. A mother (MD) expressed her helplessness
as she watched life in reverse. She felt positive pro-
viding intensive therapy when her son was young,
prolonging his independence. As the condition
changed, she felt helpless to stop the progression.
The developmental stage of the family was im-
portant. The future usually involved caring for an
increasingly dependent relative and facing an un-
certain future, instead of moving forward in life.

Health System Crossing Points

This theme refers to the interactions that families
reported when encountering the health care sys-

tem and their efforts to work with existing re-
sources or to obtain information and support. Par-
ticipants said interactions with the health care sys-
tem were characterized, for the most part, by tension,
varying levels of trust, uneven amounts of informa-
tion giving, and a sense of struggling to achieve
what was needed for the individual with the ill-
ness. Three subthemes identified within this theme
were: getting lost in the system, living with limits,
I want to know but who do I ask?

Getting Lost in the System. Families reported that
they want access to competent and compassionate
care. Access to resources becomes crucial as the
disease progresses. Needed resources were often
not available. This was a time when the family felt
vulnerable, overstretched and less able to fight for
services. Families (MND) who received palliative
care found it an important aspect of care, but oth-
ers had not been offered this service.

When discussing hospitalization issues, all the
carers reported problems obtaining appropriate
care due to lack of resources or understanding of
the condition. When asked what would be helpful,
one reply was:

They acknowledgment that the person they are
looking after is still a human being, and has the
normal needs that you and I have. The fact that
someone is lying in bed unable to move doesn't
make them an inanimate object. And you find that
people tend to talk down to them, like they are non
compos mentis when, in fact, they are. Their men-
tal capacity is to the forefront.

Carers found medical reviews stressful:

They are an absolute waste of time, but you have
to do it to keep in the system. We go there and we
tell them, they don't tell us anything.

Living with Limits. Carers were constantly
struggling to obtain the services they need. They
reported applying for funding for a service,
eventually being successful, then the situation
would change and more services would be re-
quired. The carers reported frustration gaining
access to respite care and believed more funding
is necessary to support families. One spouse of a
person living with MND said:

The main difficulty is that you are restricted by the
amount of help that you can get. You are limited to
a number of hours.

I Want to Know but Who do I Ask? Carers wanted
information about these diseases in the early
stages, after diagnosis, preferring written materi-
als. They wanted information about resources and
services and how to acquire them. General practi-
tioners could be helpful providing information, if
they were actively involved with the families and
confident about the disease process.
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People with MND found the Intemnet vital for
getting current information and making contact
with other people with the condition, for finding
out the latest treatments, and for maintaining
contact with family and friends. The wife of one
man said:

He got depressed a few times, but he was fighting
it. He had access to the Internet and he liaised with
people all over the world. It was his lifeline.

Carers stressed that they needed information
about future progression of the disease at an appro-
priate time along the illness trajectory. They reported
that health professionals wait until the family asks
for information about the end, and sometimes this
was perceived as being too late. Some felt that ex-
plicit information given prematurely might affect a
family’s ability to cope, while others wanted to be
informed. All families had some idea of what to
expect at the end, gaining this information from
other carers. Open discussion with the family doc-
tor was reportedly helpful.

Carers found it hard to know what to say to
children and grandchildren about dying. One
mother spoke of her difficulty when siblings
asked if their brother was going to die. She said,
“There are books on everything but how to ad-
just to a terminally ill child.”

Several carers (MND and MD) were concerned
about the future and how to reintegrate into life
after their role as carer ended. They wanted infor-
mation on how to rebuild their lives. All the carers
clearly stated that their lives were on hold and
their days totally occupied with the role of carer.

Reaching Forward

This theme included the various ways in which
carers managed day-to-day situations, the philo-
sophical stance that they took coping with the ill-
ness, and strategies they used to solve problems.
Most of these had been leamed through trial and
error, often following periods of frustration and
confusion. The descriptions of experiences offer
useful direction for supportive recommendations.
Five subthemes were apparent within this theme:
holding onto the big picture, learning from other
carers, needing to plan for the future, just getting
on with it, don’t forget the children. . _

Holding on to the Big Picture. Families attempted
to maintain normal life for as long as possible.
Carers sometimes struggled to see the big picture,
because they were constantly trying to cope with
daily issues. Difficult decisions to be made included
decisions about ventilation or spinal fusion. They
wanted to feel they could make informed choices.
Quality of life was important.

Every family has different needs. It’s being able to
make your choice, being respected for it, and not

being looked upon as doing something wrong be-
cause you decide to not go with the usual flow.

When a crisis hit the family and they rushed
to hospital, they tried to stay calm and to get the
staff to understand that the carers did know
what was required.

You are already stressed out and you have to try
and keep your patience 50 you don'’t start yelling
at somebody, “He can’t breathe without a respira-
tor.” They {[the nursing staff] don’t listen because
they think that these silly distraught over-the-top
mothers, what would you know!

All carers (MD) reported hoping for a miracle
cure, but this became difficult as years passed.
They also spoke of the continuous confrontation
with the future with the deaths of other young
men, and watching their sons attend the funer-
als. Some parents counselled their sons that it
was not obligatory to go to every funeral. One
parent said, “Since the time my son went there at
the age of 12...till he died, there was 20 he saw
go through there and die.”

Learning from Other Carers. Support groups are
considered invaluable, providing social support
and direct assistance with problems. Men experi-
enced a sense of isolation and benefited from inter-
acting with other male carers. All carers indicated
a sense of isolation and loss of contact with fam-
ily and friends.

Carers initially avoided attending support
groups because they were shocked to see others
with advanced MND or MD. Yet all the carers who
did attend support groups felt that the benefits
outweighed the drawbacks. Several (MD) mothers
attended a mother’s camp and found the group
support invaluable. One mother commented:

So that's where I did a lot of my crying, at the
camp with the other mothers...You would go
every six months and let it all out, then you would
carry on for the next six months.

Needing Help to Plan the Future. Planning for the
future is a delicate balance of living for the present
and facing the inevitable. The carers identified a
need to anticipate and plan ahead. A trusted care
coordinator was identified as important. Planning
empowered the family, and allowed them to give
optimal care and avoid crises. It can be a lonely
journey. Carers wanted to discuss the future with
their doctors. In discussing the plans for the end of
life issues, one couple said:

Nobody else wants to deal with it. That would be
a good idea, to let people know what you can do,
and what you have to do, and what takes place.

One carer expressed her fears and reported that
she had sought counselling to face the future.
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I've actually found that I've started seeing a psy-
chologist so that when (S) dies, I've got someone
that knows us and I feel that I can open up to if |
need to talk. I imagine that it’s going to be a hor-
rible experience. I just know how upsetting its
going to be so for me. I like to plan ahead and
make sure there is somebody out there for me.

Carers of young men with MD shared their will-
ingness to discuss the future, explaining that they
did not want their sons to fear death or prolong
life unnecessarily. One mother said, “I said to him,
as long as you want to prolong it, this is for your-
self. If you are tired of being tired, or sick of being
sick, then you should stop.” They were able to
plan the future, talk about dying and the funerals,
and felt this was a positive process. As one family
member said, “We talk about it because I don't
want him to be frightened of death.”

Carers (MND) shared their difficulties planning
the future with their spouses and their children,
not wanting to give up hope or acknowledge the
inevitability of death. They then found themselves
unprepared. No carers reported being ready for
the final stage, even though they had been aware
it was going to happen.

Just Getting On With It. Carers initially believed
that the diagnosis would not affect their lives.
Families preferred to focus on living a normal life.
Some families had paid caregivers who stayed
overnight. One explained the difficulty of main-
taining a normal life: “I was having a total of 39
people through my house per week.”

The carers managed physical requirements
of care, but often had difficulty coping with
feelings, emotions, and grief.

You are like on a hurdy-gurdy, and there is no one
that can really help you with it. The nursing home
and hospice have been really helpful. When [ am
upset, they have sat and talked, like I am talking to
you now, giving not so much information but sup-
port. Someone that will put their arm around you
and say, “Come on.” It helps.

One person expressed despair:

It was only in July when I guess I sort of started
screaming and shouting and putting up my hand
for help, and stuff like that. I got a bit extra. Some-
times it was just so frustrating. [ used to say to hell
with it, I'll just try and work on my own and just
juggle things.

People with MND were willing to attend pallia-
tive homecare, day hospice, or respite hospice care
when they realized that their carer was not able to
continue caring without relief. Most young men
with MD moved into residential care or community
living as a transition into adulthood, and they chose
to remain there. They preferred not to be a burden
on their parents when they required more care.

Don’t Forget the Children. Carers (MND and
MD) felt in need of support for the children and
grandchildren. They wanted to know how to dis-
cuss the future, death, and dying, to help the
children make sense of what was happening and
to support them in their grief. No specific sup-
port for children of a parent or grandparent with
MND was identified, and counselling was ex-
pensive. Camps for siblings (MD) were helpful.

Carers who discussed their needs retrospec-
tively were all positive about the funeral and/or
memorial services. Memories of the services were
vividly recounted. The memorial service provided
families and staff with a healing ritual of remem-
brance, a source of closure after the death, and
recognition of the relationships established be-
tween families and staff.

The Health Professionals

The health professionals were in agreement with
the themes that emerged from the data. Those
working with the MD organization reported the
staff had difficulty discussing issues of dying and
death. They found the funerals and memorial
services helpful. They identified the transition
from children'’s services to adult services as a time
when it was crucial for carers to have access to
support, information, and planning. There was in-
terest in palliative care as part of total care adult
services. The health professional with the MND
association reported that families had difficulty
gaining access to palliative care, though it was
needed by many. Respite was essential to support the
carers and was often not available. All health profes-
sionals were concerned at the lack of understand-
ing of these two conditions in acute care facilities.

DISCUSSION
Seven findings emerged in this study:

1. Families need access to skilled experts for coordi-
nated action and regular review of their needs in
the later stages of the disease progression.

2. Gaps in supportive care services were evident.
Regular respite is vital to support the carers and
funding must be responsive to the needs of families.
Planning for the future is not consistent, particu-
larly in families of individuals with MD.

3. The need for appropriately paced information is
critical. Inclusion of the family in case manage-
ment and a family approach to care that in-
cludes children are vital.

4. Carers (MND) acknowledged the value of pallia-

tive care to help cushion the impact of progres-
sive stages of this disease. Carers of individuals
with MD expressed a need for maintaining qual-
ity of life, symptom control, and planning for the
future that includes issues of dying, but did not
relate this to palliative care. '
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5. Health care professionals need to incorporate
palliative care in the care plan, to assist families
in decision making and in avoiding crises.

6. Staff training in acute hospital settings is needed to
improve knowledge of MND and MD.

Carers believed that gaps exist in services, par-
ticularly as regards planning for the future. They
identified the importance of a care coordinator to
guide the family in their journey, develop a rela-
tionship of trust, coordinate the activities of other
team members, communicate with service provid-
ers, and initiate effective and timely responses to
changing needs.

There was a need for information and support,
as well as for access to experts from a variety of
agencies. The number of agencies and the com-
plexity of communication placed a burden on the
family. Families needed to know how to secure
resources in cases of emergency and as it becomes
more crucial with progression of the disease.

Progressing symptoms and intensified manage-
ment made normal life increasingly difficulit.
Carers often undertook complex and time-con-
suming caregiving tasks at home. They reported
having little time to spend with the family, and
nights during which they were disturbed regularly.
Timing of hospital admissions was often unpredict-
able. Hospitalization could be stressful and fami-
lies perceived that care by hospital staff was less
than adequate. This was often a time of crisis,
when carers were afraid that their relative might
die. They reported a lack of trust with hospital
staff, which supports Maddocks’ findings (12).

Some carers expressed lack of clear direction
from health professionals towards the end of life.
At this time, problem identification needs to be
reframed to emphasize issues relating to the
caregiving process (20). The abilities of the carers
and their willingness to provide care influence the
outcomes of health services more than the rela-
tives’ physical and functional status (20).

Diseases associated with palliative care serv-
ices are usually identified as terminal conditions
with progressive, relatively short-term trajecto-
ries. Carers (MND) confirmed the importance of
palliative care, but access to this service was of-
ten limited. Individuals with MD know they
have a life-limiting condition, but an acceptance
of palliative care may be in conflict with their
hopes. Sachs suggests that, for families to accept
palliative care, they need to let go of their dream
for a cure (21). This study found some families
were hoping for a cure, yet acknowledged giving
up hope as the years passed. Individuals with
MD and their families are not keen to be labelled
as coping with a terminal condition or to live
their lives with this in mind (6). They perceived
palliative care to be terminal care.

CONCLUSION

This study suggests a need for health professionals
and others who provide care to cushion or ease
the journey of these families. To begin with, ac-
tive rehabilitative care is essential. Palliative care
measures may cushion the physical and emo-
tional deterioration that occur later. Palliative
care approaches such as symptom management,
quality of life, counselling, and family care plans
are useful for those with MND. Carers of relatives
with MD also identified the importance of quality
of life, symptom management, information, and
future planning as being particularly useful in
helping anticipate needs and prevent crises.

Date received, March 26, 2002; date accepted, June
10, 2002.
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