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Personal Paper

Battling with motor neurone disease

BARBARA WILSON

My husband Geoffrey died a few weeks ago, and my children
and I are just surfacing from the emotional trauma of watching
our beloved husband and Dad go down with the relentless
progress of the disease that caused his demise-amyotrophic
lateral sclerosis (motor neurone disease).

Roger Carus's article on this disease' was found among
Geoff's personal effects, and he had been working to organise
a New Zealand register of those with the disorder. Clearly
urgent research into the cause of the disease has been going
on in many areas.

After our marriage 25 years ago we had an interesting life
in different lands-general practice in the United Kingdom
and in Canada, where he had trained in the Air Force during
the second world war, then to the Northern Territory of
Australia Medical Services, to New Zealand as an anaesthetist,
and, finally, as a casualty officer at the Southland Hospital,
Invercargill, New Zealand. During most of this period I worked
as a nurse, in my capacity as a "camp follower," except when
our sons, now 14 and 13 were too young for school.

First signs of disease

It was during our planned move to Invercargill four years
ago that I noticed increasing tension in my husband and a

reluctance to talk. Eventually he confided that he thought he
had contracted leprosy while working in the tropics. Consultation
with two well-qualified practitioners reassured him, but a

further consultation and more careful examination showed the
"tell-tale" muscular twitchings in his legs. This kindly doctor
sent him for immediate investigation at Christchurch, where
the diagnosis of motor neurone disease was tentatively confirmed
with a prognosis of three to five years' working life followed by
semi-invalidism. The diagnosis was finally confirmed by the
professor of neurology at the Otago Medical School. My
husband, a deeply religious man, asked for and was anointed
with oil by an Anglican priest and was supported by the
prayers of many friends.

It was at this time my grief began. On a Sunday while
"doing the dishes" Geoff was overcome and broke down-
"I don't want to become a useless hulk." I put my arms around
him and told him I would not let him go. As the months passed
by we found our way around tricky situations and overcame

every difficulty by adapting and "kidding ourselves." At times
I got irritable with the disease-not with him. We were able
to spend a happy family holiday on Stewart Island, although
he could not go tramping with the boys but stayed in the house

cooking for visiting friends and at times fishing from the wharf
with the boys.
For the next two years he managed the rigorous duties of

senior casualty officer, including an anaesthetic list once a week.
I recall the feeling of horror when for the first time I noticed
the twitching of the muscles of his left hand (his writing hand).
Last year he took overseas study leave, visiting accident and
emergency departments in Auckland, Australia, across the
United States, Britain, and Germany. This could not have
been done without the loving care of his sister Mary, who
escorted him on his outward trip. She had had considerable
experience in nursing patients with neurological disorders in
Britain. The boys and I flew to the United Kingdom to help
him on the return journey. At airports we used wheelchairs
and sometimes he climbed painfully up the boarding slips. At
the conclusion of this trip he prepared a comprehensive report
on accident and emergency departments for the Department
of Health.

Soldiering on

A few weeks after our return to Invercargill Geoffrey offered
his resignation to the Southland Hospital Board as he felt he
could no longer honestly continue his duties with his existing
disability. It took seven months to find a replacement for him,
and during this period he "soldiered on" as best he could with
the caring support of senior and junior medical staff, nurses,
and porters from his department. He was then appointed to a

part-time position in the occupational health department, but
this was to last only a few weeks.
To the last he retained his interest in civil defence and the

St John Ambulance Brigade and worked up until two days
before his death. A day or so before this he had decided to give
up driving his hand-operated car. He could still manipulate his
electrical invalid chair within the hospital, and was busy
collating evidence from fellow sufferers in New Zealand and
corresponding with the Amyotrophic Lateral Sclerosis Society
of America-a very supportive group.
Over the last three months he had morning help to bath and

dress from the district nurses together with mechanical aids
from the Multiple Sclerosis Society and advice from staff of
the hospital occupational health department, which were of
great value. He was assisted daily into the hydrotherapy pool,
where he could work his legs in the weightless environment.
The burden of his day-to-day care fell on our two sons and
myself, which was the way he and we wanted it-dressing and
undressing, attending to lavatory needs, and massaging of
wasted limbs as often as possible as it seemed to give relief.
We learnt to lock his knees so that he could stand occasionally
while he still had some remaining muscle power. Up until eight
weeks before the end he was able to climb up and down the
stairs to our bedroom albeit slowly and painfully. Thereafter
he had to be carried up and down-all fifteen stone (95 kg) of
him!

Invercargill, New Zealand
BARBARA WILSON, SRN, registered maternity nurse
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Personal faith

Throughout this period his faith strengthened. His Bible
was his constant companion until he found it too heavy to
hold, when his elder son made him a book support. By the
Sunday of the Queen's Birthday weekend his speech had
deteriorated; swallowing became difficult and he did not want
to eat. A priest came to pray with him, and Geoff sat silently
after he had left. Then he looked at me and said "Thank you
for your courage and faithfulness." I said "I'll leave Joe with
you while I collect David from the Gang Show rehearsal."
He replied "Let's go as a family," and so it was we got him
into the car with difficulty at about 5 pm.
We three got him into bed at 10 pm, and it took an hour to

adjust his pillows and get him off to sleep. At 2 am something
seemed to shake my shoulder-I reached out to touch his
hand-it was cold and sweating. I struggled to find the light
and called to my older boy. We looked at him and David said
simply, "He's gone, Mum." He looked peaceful, and there
had been no choking, no respirators and admission to hospital
as he had dreaded. Our good general practitioner came at once,
helped us with laying him out, and stayed until Mary and her
husband could come and stay with me. Mary, Joe, my younger
son, Cindy (Geoff's labrador), and I went for a walk under the
stars at 4 am. It was a beautiful night, the sky bright and
sparkling. Mary's husband stopped in the house and slept in a
chair, and David went to his room and slept. There was no
more sleep for me that night, or Mary or Joe. Kindly Southland
neighbours came in the morning with masses of food, practical
help in the way of supplies, and every loving care.
To those who suffer as we did from the effects of motor

neurone disease I can say that as the disorder progresses the
sufferer develops a terror of being left alone-a fear of choking,
also an awful sense of frustration, as gradually the patient can
do less and less for himself. The boys quickly displayed
extraordinary maturity and learnt simple first-aid methods.
Oh, there were laughs as when Geoff fell down and had to be
set upright again, by raising his backside up progressively on
books and then on to a stool. At no time was the brain affected,
nor his hearing, but towards the end there was some distortion
of vision-he thought due to carbon dioxide build-up from
dyspnoea.

Helpful guidelines

To those caring for a patient I would suggest the following
guidelines.

CARE AND PREVENTION OF THE "CHOKE"

(a) Avoid excessively hot, salt, or sweet foods.
(b) Always have a cup of water at the ready.
(c) Check position and posture frequently-particularly

head and neck.
(d) Reassure patient and other people present.

CARE AND PREVENTION OF THE "FALL"

(a) Provide a rubber-tipped walking stick.
(b) Fix hand supports in appropriate places around the home,

particularly in the bathroom and lavatory.
(c) Train the patient to fall correctly to avoid breaking bones

(a physiotherapist can help with this).
(d) After a fall always allow the patient time to collect

himself, then help him up by using graduated heights-books,
stools, chairs.

(e) Always be on hand to guide limbs into the position
desired by patient-as in getting in and out of the bath.

PROVISION OF MAXIMUM COMFORT

(a) Allow maximum chest expansion.
(b) Ensure adjacence of bell or alarm buzzer and telephone

to attract attention.
(c) Use specially adapted knife, fork and spoon, and geriatric

plate. Food should be chopped up as patient feels necessary.
(I believe some need to have it "moulied" but this did not
happen to us.)

(d) Ensure maintenance of "fresh air" without draughts
(Geoff grew to hate the slightest breeze).

(e) Ensure exact positioning of pillows, and pads and sheep-
skins, to obtain maximum comfort.

(f) Provide arm rests to ensure that the patient can support
chin in hands to ease dyspnoea.

MAINTENANCE OF NORMAL FAMILY LIFE

This entails endless reassurance, which will mean being
constantly in sight or call.

Geoff fought against using a wheelchair for a long time, and
we had to work gradually round to its acceptance-the hospital
physiotherapist was a great help in giving me "back-up." The
mind is not dimmed-television, tape recordings, and radio do
much to maintain equilibrium. Visits to the cinema, concerts,
and friends should continue. Geoff's love and concern for his
family to the last will always be cherished. He came to realise
that all knowledge is God given and that when we reach the
limits of finite skills we can only tum to the Source of all
knowledge for wisdom and guidance.
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A woman of 60 who had a total hysterectomy and oophorectomy 10 years
ago still suffers from hot flushes, which although milder disturb her at
night, and from atrophic vulvitis. These symptoms are controlled, and
she thinks she feels better generally when taking oestrogen (Premarin)
0 625 mg twice weekly. Is it reasonable to continue this indefinitely or
is it contraindicated by the risks of breast and cardiovascular disease ?

There is conflicting evidence' on the connection between breast
cancer and postmenopausal oestrogen treatment. Case-control
studies have shown no cause for concern, but one follow-up study2
found a doubling of the risk of breast cancer after 15 years' follow-up.
A more recent case-control study3 reported a 2 5-fold increase in
risk among "heavy users"-but only among those with intact ovaries.
At low dosages (such as those taken by this patient) the risk for
oophorectomised women appeared very low. So far as cardiovascular
disease is concerned,4 investigations of the effect of postmenopausal
oestrogen treatment have almost all shown negative results: one
study showed a doubled risk of non-fatal coronary heart disease,
but this has not been confirmed. The conclusions are that according
to current knowledge there is no compelling reason to advise this
particular patient to discontinue her low-dose treatment.-j o
DRIFE, lecturer in obstetrics and gynaecology, Bristol.

'Hulka BS. Effect of exogenous estrogen on postmenopausal women: the epi-
demiologic evidence. Obstet Gynecol Surv 1980;35:389-99.

2 Hoover R, Gray LA, Cole P, MacMahon B. Menopausal estrogens and breast
cancer. N Engl J Med 1976;295:401-5.

3Ross RK, Paganini-Hill A, Gerkins VR, et al. A case-control study of meopausal
estrogen therapy and breast cancer. JAMA 1980;243:1635-9.

'Vessey MP. Female hormones and vascular disease-an epidemiological overview.
British Journal of Family Planning 1980;6:supp 1-12.
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