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I wish I had a book like this ten years ago because it would make the time with 

my husband's dementia so much easier. 

Everybody should read this book, said Cathy, a registered nurse. 

Everybody who intends to grow old should read this book, said Simon, a 

retired teacher. 

Our journey with dementia is a story about my husband Joe, a Slovenian migrant,  finding 

shortcuts to quickly re-establishing himself in Australia. He first became a sugar cane cutter, then 

moved to work on Snowy Mountains Hydroelectric project before he built a home in Canberra 

where he worked as an electrical contractor. He came to  Lightning Ridge for Christmas 1968 

holiday and found a two carat gem red on black opal; he also  caught the opal fever and that 

sealed our fate.  Lightning Ridge with miners as colourful as the gem they search for, this 

outback post became our home. 

The story is about Joe's loss of memory, skills, and life; it is about the grieving and about 

overcoming grief.  I kept a diary of signs, symptoms, and progression of Joe's dementia from 

2004 until he  died on 18.2.2013. 

Our journey with dementia is  a true story. It tells about: 

 Australian migrants 

Lightning Ridge opal miners 

Signs, symptoms, and progression of dementia 

The loss of my husband,  

This is also a story about the lessons I learned through Joe's long sickness; lessons about Age 

Care, health care and aging;  

I also learned a lot about myself. 

 

Dementia is a term used to describe the symptoms of a large group of illnesses which cause a 

progressive decline in personôs functioning. At present there is no cure. Dementia is the greatest 

cause of disability in older people. In 2014 there are close to 400 000 people in Australia 

suffering from dementia and their treatment costs the country about 5 billion dollars a year. 

Dementia is a major health problem in the western countries with ageing population. Worldwide 

there are close to forty million dementia sufferers. On average the symptoms of dementia are 

noticed by families 3 years before diagnosis is made. 
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You lost our memory 

It was all we had  

Of our time  

Good and bad 

What are we now without 

What became of our knowing 

That time 

That spring 

Our life  

Are we anywhere 

Anytime 

Out of time 

Out of knowing 

Our moment in time slipping away 

I cannot see us 

We are no more 

I tremble  

The autumn leaf falling 

In a maze  

I am fading away 

Nobody wants to hear  

Words that were us  

I lost even words 

For the memories we had 

Lost they are in the dust of the day 

To reincarnate and blossom 

As the new first spring 
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My life with Joe 

I met my husband Joe in 1958. At the age of 28 he opened electrical installations business in a 

house where I lived as an 18 years old Teacherôs college student. Joe employed a few 

electricians and apprentices to do electrical installations all over Slovenia. He asked me to do 

some office work for him and I was happy to earn some pocket money after school. I was an 

obedient child and did what he told me to do. Everybody seemed to do what Joe told them to do 

at the time. Joe was ambitious, he had the voice of authority; it seemed natural that people 

followed him. When I finished teacherôs college we married in 1960. The role of the boss and an 

employee remained the pattern for our relationship. Joe was the head of the family and I 

organised the internal affairs. The division of labour and responsibilities suited us both. He never 

asked me to do any heavy outside jobs and I had the full autonomy inside our home. 

Our son Marko was born in 1961.  

In Slovenia Joe worked from dawn till late into the night. He bought a block of land to build a 

home. He also bought a car for his rapidly expanding business. He didnôt realise that private 

sector had no business to expand or prosper in the communist society where every worker had to 

remain equal. It wasnôt at all smart for a private sector to drive a car when the socialist officials 

still rode pushbikes. The government simply had to stop him. Joe wanted to take us to America 

but Australia was inviting healthy qualified young migrants at the time. Joe used to say that we 

will build America in Australia.  

We left Slovenia-the most beautiful homeland one could wish for -but Joe soon learned the 

Australian saying: You canôt eat your cake and have it. We came to Australia in 1963 with a big 

basket of hopes and dreams; Joe and I were strong, healthy, well educated, willing and 

ambitious.  

On coming to Australia Joe heard that one could make good money sugar cane cutting. Three 

days after our arrival we bought a car and drove to Queensland. It has been awhile since Joe did 

any manual labour but he kept up with the seasoned cane cutters. His hands were bleeding when 

his first blisters broke. He said that it will be OK as soon as his calluses hardened. As the cane 

cutting season finished Joe heard that one can do well on the Snowy Mountains scheme so off 

we went. In North Queensland at Christmas Snowy sounded cool. Joe became a face electrician 

in Island Bend tunnel. He was the first to go into the tunnel after blasting to fix the lights. The 

work was hard and dangerous, he saw men die and lose their limbs. He often worked double 

shifts and sometimes three. The day our son Marjan was born on 16.3.1965 Joe worked two 

shifts and then was to work the third shift but he asked to go and see me and his son in hospital.  

The only time Joe complained was when a foreman called him names. What names, I asked. Joe 

said: the foreman yelled SPARKY, SPARKY but I said: you sparky yourself and went home.  

I told Joe that electricians were coloqually called sparky so he forgave his foreman and they 

became friends. 

We lived in an old abandoned house in the old Jindabyne and saved the money to buy a block of 

land in Canberra.  

In 1966 after three years in Australia Joe was again an electrical contractor; he also encouraged 

me to present my certificates to Department of Education. I passed the English tests and was 

again employed as a teacher. We were finally back where we wanted to be. Our education wasnôt 
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wasted after all. Joe took our two years old son Marjan with him to work while Marko and I were 

at school. Life was exciting; we were climbing the mountain. We were building our Canberra 

home. 

Letôs go to Lightning Ridge for a holiday, Joe announced out of the blue a few days before 

Christmas 1968. A friend told him that one can get rich overnight opal mining. You just register 

a claim and you are your own boss. Black opal is the most magnificent gem and it can only be 

found in Lightning Ridge. I did not argue; I am a born follower; I followed Joe to Australia; I 

followed him to Queensland sugar cane fields, to Snowy Mountains and Canberra so why not go 

for a short holiday in Lightning Ridge.  

On Christmas day 1968 Joe went specking on Canfields and found an opal worth about one 

monthôs wage; he also caught the opal fever that day. For this two carat gem opal Jerry gave Joe 

a standing offer of four hundred pounds. Joe said that he will never sell this first opal but we later 

needed money for the roof of the house so he did.  

Iôd like to stay for a couple of months, said Joe at the end of school holidays in January 1969. 

We went to Sydney; Department of Education gave me a job as a teacher in Lightning Ridge. I 

also dropped into the Lands Department and they gave us a block of land next to the school. As 

Joe drove back to Lightning Ridge I sketched a plan for the house; we stopped in Dubbo to order 

bricks. In Walgett I went to the Shire office and produced my plan for the house; the engineer 

said that it has to be a proper plan so I paid him twenty dollars to make it proper for the next 

shire meeting in a couple of days. Within a week Joe and his Finish Canberra friends bricklayers 

started building a house and within a month we moved in it. The bureaucracy wasnôt there yet to 

slow down the progress. It was a time for actions rather than paper work. 

I provided bread and butter for the family while Joe searched for the fortune. Joe promised to 

return to Canberra for Christmas but Glengarry opal field opened and he found a few opals there 

so he put off returning to Canberra until next Christmas.  

In 1969 the world was young; Lighting Ridge was largely undiscovered and mysterious; it 

invited vagabonds to come and discover its beauty. People were hungry for adventure, riches, 

love, excitement, change. We were so young. We came from every corner of the world bringing 

our stories, traditions, culture and spirituality into the barren outback. 

Everybody worked hard to get closer to that trace of opal that meant the realisation of all dreams. 

Ridge is a place made for dreamers. Maybe everybody is a  dreamer but opal miners took that 

extra step; they left their country, their family and their jobs to scratch in the dirt for the elusive 

colour; for red on black; for orange green; for harlequin pattern; for rolling pattern; for the most 

mysterious mixture of colours with the hint of violet under the green and blue and fiery red.  

When in 1969 Joe started to mine in newly opened Glengarry opal fields we all moved there at 

weekends. Joe and I slept on a trailer while the boys slept in the car. Camping in the bush was a 

welcome adventure for our children and Joe found the company of other miners a good source of 

local knowledge. We gathered around the fire in the evenings to barbeque the meat, drink beer 

and tell yarns.  

Joe dug a shaft in Glengarry and bottomed on opal; he earned in one month what he made in 

Canberra in a year. We havenôt yet considered that the flow of opal may not be guaranteed or 

regular. Other miners pegged their claims around Joe. Stories spread like a wild fire about a man 

who has never been underground before and then after a couple of days he became a millionaire. 
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Joe never denied being a millionaire. He actually liked that. I was totally embarrassed. Why was 

I still working if my husband was a millionaire? Why couldnôt I pay off our mortgage? I had two 

children I could spend some time with. Our boys found their own excitement riding bikes and 

motorbikes in the bush with their friends. 

The promise to become rich overnight was shining in front of the miners during the hungry years 

of their search. They came from every corner of the world and spoke little English but they soon 

became fluent in opal mining jargon of the field: gouging, fossicking, trace, shin-cracker, pocket, 

patch, noddling, carats, potch, rolling pattern, harlequin pattern, dry run, wet puddling, and dry 

rumbling.  

Joe seemed invincible as he led us into all sorts of adventures. During every school holiday we 

went fishing, camping and hunting. Trout fishing, walking along the rivers and camping on the 

riverbank with our Canberra friends was a highlight of the year. 

We travelled all over the world and always felt safe and protected and loved by Joe. He would 

not rest as long as there was something to do;-he never gave up; he fixed any obstacles on our 

way.  

Joe wasnôt always agreeable; he had a mind of his own and he always presented an alternative 

view. I benefitted greatly from his ingenuity and intellect. I did not always appreciate his 

comments but his constructive criticism helped me become a better, stronger person. Nobody 

ever had to wonder what Joe might be thinking because he always said what he thought. What he 

said was what he meant. His thoughts were sometimes annoying but he liked to say; you have to 

be harsh to be kind with criticism. He said it as he saw it. He liked to argue but he insisted that 

one only argues with people one likes.  

Joe included his sons in every job he was doing so they became skilful in all kinds of home and 

machinery maintenance. He also has taught them values he held strongly such as honesty, 

fairness and to stand firm when a problem threatens them. He was a role model for the boys. 

They appreciate his guidance; they learned from him how to be fathers to their children. Joe was 

a family man; he was a good provider, guide and protector. He was a hard worker but he always 

found time to play games with friends and family. He liked to debate politics, philosophy, history 

and all social issues. There was never a dull moment in his company. 

Lightning Ridge became a home for our family. Although opal became harder and harder to find 

the hope remained that in the next load will be the gem Joe came here for.  

Joe and I sometimes went to the pub after dinner. Miners met in the pub and told stories about 

the opal they found and about the plans they had for the future. Some dreamt of going home to 

bring with them the virgin girl that is waiting for them in their village. They only needed one 

good load, just one patch of red on black. 

As a teacher at the local school I quickly became a part of the community. Locals soon 

introduced me to Lightning Ridge history. 

Just over a hundred years ago the first white settler pastoralists arrived in these vast outback 

tablelands where the only high ground is a ridge a couple of hundred meters above sea level. The 

name Lightning Ridge came long before opal played any role in the lives of Lightning Ridge 

people. The red iron stones on the lonely hill apparently attracted electric storms that once killed 

some 600 sheep and some shepherds at the turn of the twentieth century so they started calling 
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the place Lightning Ridge. The name Lightning Ridge became officially recognised as such in 

1963.  

 There are different stories about who first saw the rainbow in the dust of Lightning Ridge. 

Aborigines always had eyes to the ground foraging for food as they were, so they surely noticed 

pretty stones on the surface of Lightning Ridge ground, said Roy Barker. Some opals would have 

surfaced after the rain eroded the ground. They must have been delighted by the beautiful colours 

but they never considered them as having commercial value. Opals were not food and they did 

not provide shelter.  

Nobody is quite certain which white settler first spotted a flash of lightning in the stone. Maybe it 

was the first white shepherd in the middle of the nineteenth century wandering around the mound 

of raised dirt in the middle of the flat outback. Maybe Mrs Parker from Bangate station became 

intrigued by the shiny stones Aborigines brought to her; maybe it was Mrs Ryan strolling near 

the government tank at the beginning of the twentieth century that saw something shiny in the 

dirt; maybe it was Jack Murray who first took a serious notice of the sighting and began to look 

for opal.  

There are no rivers or springs so no human life existed until the new settlers dug dams and made 

rain water tanks. The first dam was sunk in 1885. The first parcel of opal was sold by Nettleton 

in 1903. Aborigines first started coming to the Ridge in 1930s after white settlers drilled for 

artesian water and made dams to water their animals. 

What a short history. 

Everybody in Lightning Ridge knew everything there is to know about opal; they mined it, 

polished and sold it for cash. Nobody needed to know how much they found, nobody knew that 

they were alive. Most lived in camps without running water and electricity but the promise of 

instant riches kept them happy. One may be broke today but the next day everybody may talk 

about his wealth and success.  

I suppose we all needed to be admired and respected. One can always count on respect envy 

brings, said Anton. 

I met people of many different backgrounds who brought talents and skills to energise this 

outback town. I soon learned that about seventy percent of miners never become rich; they just 

got used to their camp dwelling and hoping and creating. Another twenty percent make a fair 

living and they build houses in town. About ten percent become properly rich. A fair lottery, they 

laugh. The only tickets you need are muscles and perseverance.  

Most miners were migrants who did not manage to assimilate and integrate into the regular 

Australian workforce. They wanted more; faster. In the zenith of their lives they wanted to shine, 

to attract attention and love. 

Opal buyers came to our home to see what Joe found and they would haggle, toss the coin and 

pull match sticks to determine the price of his opal. 

Hungarian opal buyer Imre came to introduce himself to Joe.  

Australia really is a melting pot of nations, said Imre. I asked him what was the hardest thing for 

him when he first came to Australia. 
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There were no girls, he said without hesitation. No girls, no dances, no singing, no romancing, no 

social life, no cultural activities. We lost the best years of our lives without the pleasure of 

female company. We lived in cultural vacuum. 

I believed that it takes a real strength for a man to admit that he wasnôt worthy or able to find a 

partner in the first years of his manhood. 

But you have a beautiful wife, I said. 

I was lucky to bring Eva from home, he explained. Most non English speaking boys came alone. 

Some of them accepted the rejects of other nationalities and races. It was better to have anybody 

than to live on their own though many got used to being on their own. 

Maybe a lovely wife gave Imre the confidence to admit his initial vulnerability.  

It gets easier when you learn English, I conceded. 

It gets easier especially for women, because there is a shortage of women, said Imre. I speak 

better English but I still have an accent and it really goes on my nerves when they ask me where 

do you come from and I say Sydney and they say no I mean where do you really come from. 

You have an accent. Let me guess, they propose and they list the names of the nations they know 

nothing about. Oh I once met a Hungarian fellow on the bus, nice man, yes Hungarians are nice, 

and they are a bit like this and that, people begin weaving a story about people like you. They 

keep explaining to me what Hungarians are like because they once had an acquaintance that 

happened to be Hungarian. I once knew a man who once met a Hungarian man and this person 

feels obliged to tell me all about my nationality. I felt like saying shut up, you ignorant idiot. 

They hang on you their whole preconceived ideas of what a person of your nationality is like. 

Migrants hate being asked where you really come from. I am proud of being Hungarian but when 

they ask me where I came from they are telling me that I donôt belong and that I am not an 

ordinary Australian. And never will be. People like to poke in migrantsô private selves so they 

can adjust their prejudices. They never ask you where you came from because they admire your 

mind or your face or your history; they just want to single you out to put you down so you would 

not pretend to be an ordinary Australian. Ordinary Australians come from England. Some boys 

even changed their names and became Johnsons and Smiths but as soon as they open their 

mouths they expose themselves as liars; they look foolish and weak camouflaged by a foreign 

name. 

Just as well our children have no accent, I smiled. 

People still ask them where does that name come from, where are your parents from? In some 

ways it is harder on our children because they never knew anything about any other country. All 

they are and know is Australian.  

Sometimes changing a name seems sensible. Like in the case of my Polish friend Peter 

Jedrzejczak. He got sick of spelling his name again and again so he took the pronunciation of the 

last part of his surname and named himself Chuck Peters. Simple for everybody. Easier for his 

children. Then there is Eva Didenskov Nickiphorowitch; she is so proud of her name that she 

would not dream of shortening it. I remember this dignified lady who carried a piece of paper 

with her name to save her spelling it. 

Australians consider European men domineering, I said. 
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Migrant men often cover up their vulnerability with aggression and arrogance, admitted Imre; 

they work harder because they need to build their base in Australia, they also need to establish 

their status. They have to keep their women under control. Men are simply scared to lose them.  

I never looked at it that way, I admitted. I began to understand Joeôs need for control; it would 

mean a failure for him to lose respect and love of his family. He simply could not deal with 

failure. 

For us, the post war men, it was a shock to find ourselves in the situation where we could not 

find a suitable wife, continued Imre. We were made to feel undesirable in Australia. In Europe 

there was a shortage of men after the war. Millions of men were killed in the war and in 

communist countries more millions of men were killed after the war. Many soldiers returned 

from the war disabled and disillusioned. There was a great shortage of marriageable men so 

women felt lucky to find and marry any man; they found it hard to feed the orphaned children 

and old people on their own. Men were appreciated. Europe was starving after the war; actually 

the world was starving, said Imre. 

I read that in the past Muslim men were compelled to marry two or more women because there 

was a shortage of men when many men were killed during the wars. The women had to be taken 

care of, I remembered. 

We have the opposite in Australia. There are about ten non English speaking migrant men to one 

migrant woman. Good Australian girls would not be seen with a boy who cannot speak English 

unless that boy becomes rich. That gives migrants an incentive to get rich quick, said Imre. Most 

non English speaking migrants suffered some condescension at least at the beginning; they were 

óNew Australiansô; outsiders to the land, people, politics and culture. They needed to grow roots 

fast. 

Lightning Ridge really is a menôs town, I observed. Most women work in service industry to 

provide money for mining and essentials.  

European women were among  the first working women in Australia, said Imre. 

A few migrant boys lived with Aboriginal girls in the camps scattered over the fields. I met the 

first Aboriginal couple June and Roy. June told me that both her grandfathers came from 

Scotland on the same boat. They were pastoralists who had children with Aboriginal women.  

My Scottish ancestors were never a part of our lives, said June. They didnôt want to know about 

me and I donôt worry about them. They made Aboriginal girls drunk to have sex with them but 

they did not want to know them in the daylight. Aborigines accepted all of us half castes and 

they still do. Everything changed though when non English speaking Europeans came, said June. 

European men took Aboriginal women for their wives and made families with them. They 

improved the life for Aborigines. We like Balts, said June. I realised that for many Australians 

Baltic sounds the same as Balkan. European geography is as far away for them as Australian 

used to be for me.  

On Sunday I took our boys to church. No religion can adequately explain to me the beauty and 

enormity of life and universe but I went to church out of loyalty to my parents and because I 

needed to be a good person. The silence of the church always brought me closer to the core of 

myself which I call my soul. Believers are lucky people because their beliefs make them feel 

secure and at peace. Belief opens your soul to the divine the way sex opens your body into the 

intimacy with the loved person. I needed to be close to somebody. Faith offers possibilities of the 
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everlasting which all humanity craves. I really hope there is god in charge and that he will in the 

end make everything right. 

There were about twenty farmers and shop keepers but no opal miners in a small wooden church. 

Cut off from their familiar grounds, miners got used to living in sin. Although they escaped from 

communism the communist indoctrination made it easier for them to live outside the church. 

Hotel was their place of worship. In the hotel one could find the bishop, the policeman, the 

doctor, the teacher, the drover, the artists and poets, the academics and the illiterates talking 

about opal and mining.  

I figured that the secret of Lightning Ridge harmony lied in the fact that nobody was quite 

certain which nationality, race, culture or religion was dominant, or who held the majority, or 

power or popularity. The only colour miners were interested in was the colour of opal; the only 

race they are interested in is the race to find the illusive rainbow colour on black silica. 

Everybody had an equal chance to get rich. Everybody especially had an equal chance to become 

equal. Most Europeans arrived to Lightning Ridge in the sixties and seventies. They came to be 

free to do what they like when they like, without the boss making them feel less because their 

English was not good. With hard work and a bit of luck they hoped to become who they intended 

to be. When a new field was discovered the message spread and opal fever rose. People from any 

remote corner of the world may know about the new rich area before the minerôs neighbour.  

Miners were ingenious inventors of machinery and dwellings and community. They were mixing 

bits of themselves with bits of others; they mixed bits they brought from their country with bits 

that were here before.  

Olga, a Polish lady of Jewish descent visited her Slovenian Catholic friend Slavka; she brought a 

Serbian paper for Slavka to translate her horoscope into English because Olga wanted to know 

what her former Italian boyfriend was doing with his new Filipino wife. Neither Olga nor Slavka 

spoke much English but they found a way to share this vital information.  

Greed will win hands down every time, I heard a wise old Bill explaining to new miners around 

the camp fire. In mining you canôt trust your friend or your brother. When two men are after the 

same thing both will want a bigger piece. Maybe kill for it. 

Most migrants carried a hope to recreate in Australia a country much like a homeland they 

blossomed in. 

I brought a model of a mosque with me to remind me why I am here, says Sheriff. Allah keeps 

me young and strong. I have never been sick. People often ask me what is the secret of my fine 

health and I tell them: believe, believe, and believe. Believe in justice and righteousness. Follow 

Allah. Look at yourself in the mirror and ask yourself if what you are doing is right. My job is to 

do service to Allah. I pray to Allah regularly and ask for his help to be righteous. Being rich 

means having a peace of mind, health, and the belief in God. Australians donôt believe any more. 

In the olden days Christians closed their shops and hotels for Christmas and Easter and 

worshiped God in their churches. Now the trade is best on feast days and the trade became more 

important than worship. They spend the feast days in the clubs and hotels. I came to Lightning 

Ridge to bring Allah here. I have a model of a mosque on my table and I pray five times each 

day to the merciful Allah to change Lightning Ridge into the second Mecca. I believe that in not 

too distant future there will be a real mosque in Lightning Ridge. We Turks value loyalty, 
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family, honesty, and cleverness. We prize a good sense of humour as it is often considered a sign 

of intelligence.  

People brought to the Ridge national robes and grape cuttings and seeds and recipes and 

memories of rituals and celebrations that make life meaningful.  Home is where the heart is, said 

Amigo. There are no borders for the melody played on the invisible heartstrings.  

Time passed quickly amid the excitement of opal mining. Every day brought new adventure. 

Most of my friends found a hobby; an artistic expression of some kind. Some built castles in the 

sky as they shared their lives and the news of new opal rushes. I wrote stories of everyday people 

and events. 

Joe often complained that Australians mumble their words and he cannot follow them. With his 

family he always spoke Slovenian. Sometimes we hated him for isolating us like that from the 

company of others but boys are happy now that he made it possible for them to learn Slovenian. 

They speak and understand much of other Slavic languages as well. They also appreciate the 

skills they learned from their father. They can build and maintain houses; they can repair cars 

and gadgets. No obstacle ever stopped Joe and our boys also became capable in ingenious. It is 

amazing how much programming is passed on from one generation to the next. It is easy to 

believe in the reincarnation.  

On the outside I, myself, became a living picture of my mother. From my father I inherited the 

love of storytelling. Everybody in my family knew that there was a special bond between my 

father and me because we both read and wondered about life. His storytelling sustained us during 

the wartime. Listening to peopleôs stories made it easier for me to like strangers from around the 

world; I came to understand their pain and joy. Through stories we found places in ourselves 

where we are the same. Stories are my fatherôs legacy to me. 

I can see that my granddaughter Nasha inherited my looks, my motherôs looks really, but she is 

careful and introspective like her mother. Eliza looks like her mother but she is a spark of her 

father Marjan who keeps us laughing all the time. It is great when one inherits the best of two 

parents. In Janez I also see a mixture of both parents.  

Markoôs children Michele and Daniel are not as close to me as I would like them to be. Daniel is 

handsome and overly generous; he is lovable but I am not sure if he loves himself. Divorce 

traumatised his gentle personality. I have seen many children broken through their parentôs 

divorce. Marko is an academic with great understanding of the universe; he is an interesting 

debater about any topic but he does not talk about the life choices he made, the feelings he has or 

the women he chose.  
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Our journey with dementia 

 

In 2004 Joe was a gregarious, healthy capable, strong 75 years old man.  We were driving to 

Gold Coast for annual holidays. In Moore Joe stepped from the pavement onto the road and he 

doubled in pain. For the next eight months he stayed in bed with sciatica-back pain. He read and 

watched TV. I often joined him for a nap after lunch. I did not mind him having a rest. He 

worked hard all his life. I tried to get him to walk a little for exercise but he said that his back 

hurts too much. He gradually lost most of his social contacts. His doctor recommended 

glucosamine and fish oil while we waited for laminectomy- a back surgery in the lumbar spine 

region which helps relieve spinal stenosis related pain. 

Joeôs health improved after the surgery but his behaviour gradually changed; he became 

increasingly frustrated. He found it difficult to do his usual maintenance jobs. He would take 

machines apart but was unable to put them together again; that made him angry. He often blamed 

me; he accused me of not doing enough to help; of trying to make him look stupid; of hiding 

things; of not telling him things. He became a nasty old man telling people that I lose and forget 

things. He kept asking the same questions incessantly. I assumed that diminished physical and 

mental ability  comes with aging. Neither he nor I understood what was happening but we were 

falling apart. Joe became afraid of thieves so he packed things away. He packed his tools, locked 

the shed, hid the key and forgot where. When he couldnôt find it he blamed me for taking, losing 

or misplacing it. We argued every day. I used to call him whenever there was a problem but 

gradually I tried to find solutions to avoid arguments. Joe was always argumentative and liked to 

compete in discussions with his friends. He used to present valid alternative views but now his 

arguing gradually became just arguing. Often he would become quiet and unresponsive; he 

sometimes made irrelevant comments and became lost in his thoughts. Men started mocking him 

and some even laughed at him when in the midsentence he forgot what he was about to say. He 

often belittled those same men before, but now they sensed his weakness. Some watched Joeôs 

deterioration with glee; they won the final argument. Gradually some stopped talking to Joe 

altogether; they began to consider him either nasty or stupid or plain mad. Most of their visits 

stopped. Most of our peers became absorbed with their own aging and health issues; maybe they 

became afraid of catching Joeôs sickness and losing their own brain connections.  

Joe's friend Frank had a mother who died from dementia; he considered her mad so he placed her 

in a nursing home; he was ashamed of madness in his family; now he became particularly 

denigrating towards Joe. Was he afraid of losing his own failing memory? We all became aware 

of our diminishing brain power. It was interesting that while men denigrated and ridiculed Joe, 

women crooned over him like they would over an injured bird. Admittedly there were friends 

who must have had some understanding of and tolerance for old age and dementia because they 

became patronisingly nice to Joe. He lapped their patting and smiling; he had no idea that they 

were patronising him. The old pretentious hero was dead; the invincible became weak and 

vulnerable. 

As Joeôs brain cells failed to make proper connections his behaviour was changing from one 

extreme to the other. One moment he scolded me: Why donôt you do something; do I have to do 

everything myself; you are wasting your time. A moment later the pleading frightened child 

returned. You are my angel, I love you, he declared. Joeôs veneer became fragile and fractured.  
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I stopped arguing; it was easier to just get along. We gradually grew closer; eventually Joe 

became loving, positive, non judgemental and playful. He wanted me close all the time and I did 

not mind. I was able to realise my nurturing nature while I was also in a position to grow strong 

and independent. I liked my new role; I had a new purpose in life. For the first time I felt really 

important to Joe. 

Joe offended some people by accusing them of stealing. 

I know you are only looking at my tools now but later at night you will come and steal them, said 

Joe to Jeff. I was embarrassed. Jeff doesnôt understand the sickness and was seriously offended.  

I believe that Joeôs yearlong isolation and inactivity contributed to his condition but I cannot say 

exactly why and when first signs of dementia appeared. How does one know when dementia 

begins? Is there one clear sure sign? Joe made all the important decisions; he found solutions for 

any problems and could repair anything from a house to a car to a computer. He was the rock for 

our family and friends. 

Joe is an electrician but he did the plumbing, cementing, bricklaying, carpentry, and gardening as 

well. He built our beautiful new home. When I couldnôt figure out something on the computer he 

would have a go and it always worked. He fixed faults with my printer and my kitchen gadgets. 

When something did not work I simply called Joe. How dare he suddenly fail? I never knew how 

much Joe meant to me. He was my anchor, protector, guide; he was truly the wind beneath my 

wings. He was always by my side; he was firmly on my side; I could always count on him.  

What happened to me? Why canôt I, Joe began to mutter when he failed to do what he wanted to 

do. When I could not reason with Joe anymore I began to jot down some of Joeôs new 

behaviours. 

My notes from 2005 until 2010. 

Joe began to leave the lights and appliances on most of the time; water was left running in 

different places.  

One night in 2005 the fire alarm woke me and I went into the garage to find it covered in water 

to my ankles. It was hot water and the steam activated the alarm.  

Joe became obsessed with washing hands. After going to the toilet in the garage; he soaped his 

hands and kept on washing them. He forgot to turn the water off. I got annoyed; he got angry.  

In the past Joe sulked for days when angry but I noticed that his sulking no longer lasted. If I left 

him for a few minutes he was smiling sweetly on my return like nothing happened. I welcomed 

that change because I always found it difficult to cope with his silent treatments.  

Joe can no longer follow the instructions; he cannot program DVD or TV or make any gadget 

work. I have never been any good at these things but now I have to learn.  

Joe cannot follow the story on TV or recognise familiar people like our prime minister.  

Joe wanted to do gardening but he pulled out plants instead of weeds. He took secateurs and 

started pruning. You better go to bed; I will join you in a minute, I say; I feel guilty but I canót let 

him prune the blooms of my favourite flowers. 

Joe wants to serve me. I am not used to being served. He keeps on asking: Are you all right; do 

you want beer, no, maybe wine, no, what about soft drink, nothing thank you, do you want 
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coffee, no, I am fine, what about tea, are you all right? I am flattered by his offers but I wish he 

would stop bothering me. He keeps covering me up in bed so I wonót be cold. 

Joe said that he was late coming home because he got lost. Of course he couldnôt get lost in a 

little town where we lived for 37 years.  

Joe asked who lives in this house as we were entering our yard. Was he joking? 

When I told Joe that we saw a certain film the day before he would say: you may have but I did 

not. 

Joe was cooking his famous goulash. It was always perfect but this time it was inedible and we 

could not figure why. 

I invited a few people for a BBQ; Joe wanted to do it because he said I know nothing about 

BBQ. He burned the meat and blamed it on wet wood and unhelpful me. I was annoyed. He 

sulked visibly upset. Nobody understood why his BBQ wasnôt perfect as usual. 

Joe picked his clothes off the floor. Let me put them in the washing machine, I say. Do you think 

that I canôt put them in the wash; he says pulling the clothes away. OK, you put them in the 

washing machine. Where is the washing machine, he asks. In the laundry. Where is the laundry? 

The antenna knob of a TV broke off. Joe set himself to repair it. He took the whole TV apart and 

stayed with the job for a couple of weeks. In the end I took the TV to be repaired. The repair man 

said: It would be a ten minutes job if you brought it to me in the first place but now it took me 

three hours to put it together again.  

Joe always repaired our car. Today he tried to repair the mechanism on the car door that would 

allow the closing of the electric window. He has done that before but now he disabled all the 

windows and then let the brake go and crashed the car into a tree.  

Joeôs garage and shed are overflowing with staff but when he needs something he sends me to 

the shop for it because we cannot find it. He has millions of screws and bolts and tools and 

machines of all sorts. To help him find things I sort the screwdrivers on a pile and pliers on the 

other pile, drills together and so on. I show him what I have done for him but he cries. The loss 

of territory and authority makes him sad. I will never find my tools again, he says with tears 

running into his porridge. Why canôt I...he never finished that sentence. 

Did Joeôs dementia start when he began collecting things? Did he start collecting things because 

of his dementia? We would go to revolve and garage sales and he would buy and buy. In the attic 

above the ceiling he sticks everything that he will need one day. Nothing is allowed to go in the 

bin; not an old oily rag, not a scrap of metal. He will repair everything when he finds the time, he 

says. 

While shopping Joe would chat up strangers and buy unusual silly items he does not need. He 

likes to carry a small furry toy rabbit and asks the sales people to tickle its tummy. With his 

fingers he makes the rabbit jump and startle people.  

Joe was installing the kitchen of our house next door. I asked a carpenter to help him. The 

carpenter gave up and then our son Marko went to help. And gave up. And Marjan tried until he 

too gave up. Joe did it himself. He did it wrong but what do I know so I let it go.  

Joe is very concerned with not having money in his pocket. Money was always in my bag; he 

never owned a wallet. Now I give him money and he hides it. The next day he wants more 



15 

 

 

money because he forgets where he hid it yesterday. This became an ongoing theme. I suppose 

money is on everybodyôs mind. Money is safety and security. Especially when you feel 

vulnerable.  

I had Joe write a diary after breakfast so that he would have some evidence of events and of what 

was said. He dated every dayôs writing. I noticed that today he wrote the date: 32.7.05 

Joe was still driving when we went to Canberra. The walnut tree in the backyard of our Canberra 

home was a catalyst in some way. Joe wanted to throw a net over it to stop cockatoos eating the 

walnuts. Marjan helped, Marko helped, Shane helped. They all declared that it was not possible 

because the tree was too high, so Joe engaged me. I said: donôt worry about a few walnuts; let 

the birds have them. You have been at it the whole day so have a rest.  

Joe said that we are all against him. We are going back home to Lightning Ridge, he declared. 

Letôs wait for the morning, I tried to stall. We are going now, he said. I am not going, I said. For 

the first time I defied him and he left just before dark on an 800km journey to Lightning Ridge. 

When Marjan came home he became worried and decided to follow his father and talk him out 

of going back. I remembered that the mobile phone was on the carôs dashboard so I rang Joe. 

Where are you? I donôt know, Joe said sheepishly. I remembered that GPS was still directed 

towards Canberra. I told him to press OK three times and it will direct him back to Canberra. It 

did. Joe was very quiet on his return. Unusually quiet. When frustrated he would usually rant and 

accuse those around him of sabotaging his efforts in some way but now he just went to sleep.  

Joe had a knee replacement surgery. During recovery he saw non existing strangers walking past 

his hospital room window and he heard voices. I attributed his behaviour to anaesthetic. He made 

the staff ring me at midnight to tell me to go home and look after the children. I was home asleep 

in my bed. And so were our grandchildren. Hospital staff had a noisy party in the room next to 

Joe and he thought that Marjan, his wife and I were drinking there and that we forgot about 

Marjanôs children. 

In September 2005 we went to Europe. Joe had been an excellent driver of unblemished record. 

It seemed natural to expect him to drive. I was afraid to drive on busy European roads but Joe 

always did it without effort perfectly. In Munich he had to merge into the highway traffic and 

this time it was a horror drive. The cars around us were beeping, I was screaming, our grandson, 

Daniel, was at the back hunched over and covering his face with his hands. Eventually we 

arrived to Ljubljana and Joe went to bed. He was tired and wanted to stay in bed most of our 

holidays. I remember Daniel telling me all the time to walk slowly because poppy canôt walk 

fast. Poppy was always fast walker. 

On our return Joe wanted to wash the driveway but every time he turned the pressure pump on, it 

shorted. He is an electrician but couldnôt figure out why. He tried to put air into the weed sprayer 

and worked on it for days unsuccessfully. He gets angry when I try to help; he insists that he 

knows and I donôt. I fixed everything for years, he accuses. When did you fix anything? Joe was 

always a reliable fixer and a capable hard worker. There was no stopping him. Fixing things was 

his mission. What is happening...he often wonders. 

Joe keeps asking every few minutes when we are going to Canberra and he begins to pack his 

bags. On 2.07.07 he drove towards Canberra; suddenly he crossed the road; he fell asleep while 

driving. I took over driving.  
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Joe was still driving while in Canberra; in Plaza he slightly scraped a car parked next to him and 

just drove home. Police came because someone took his car number. 

Going out of the driveway Joe hit Danielôs car and blamed Daniel for leaving it there. In a 

shopping centre he scraped the wall of the parking place.  

I managed to convince Joe to let me drive home from Canberra but during the trip he kept asking 

why they arenôt coming with us. I asked who THEY were and he said: All of them. 

On the way home the car suddenly jumped and stopped. I was driving at 110km an hour. It 

scared me until I realised that Joe pushed the lever into reverse. Later he opened the door while I 

was driving at high speed. Just as well he was strapped in. 

We stopped at the service station to refill and have lunch. It took Joe over half an hour to eat his 

hamburger. I noticed that his walk changed into a slow shuffle.  

I gradually got used to cope with Joeôs changing behaviours; I attributed them to old age and the 

surgeries he had. 

I donôt trust him to drive anymore but he is offended if I donôt let him drive. I am also scared to 

drive with him next to me. I insist that it is cheaper to travel by bus.  

Joe is sleeping a lot.  

As we went shopping I observed Joe talking to himself in a big shop mirror. When we had a 

swim at the bore bath he came home in a pair of womenôs sandals and brought home some 

clothing that did not belong to us.  

I found him talking to a picture of our grandson. 

Joe had to fill in the form but he could no longer sign his name. 

The last two years were the worst and most confusing and frustrating years of our 50 years old 

relationship.  

On 1.9.07 Joe and I went to test our memory with the local GP who directed us to a specialist in 

Orange where Prof. Hawke diagnosed Joe with dementia. Final diagnosis is beyond doubt now, 

admitted and acknowledged.  

I am totally unprepared for dementia. The symptoms came gradually so I gradually got used to 

cope with them.  

Since Joe was diagnosed I stopped being annoyed with him and had started to treat him with 

patience and understanding. I became a sympathetic carer rather than an angry partner. Neither 

of us knew what the next chapter of our lives will be like. I was remorseful about blaming Joe for 

forgetting and for not being his old capable self. 

How could I blame Joe for being sick? After the diagnosis Joe gradually changed into a playful 

child that just wants to watch the flowers and feed the birds while holding my hand. He became 

the opposite of what he was; he played with children and welcomed stray cats and dogs.  The 

man who wanted to shoot any stray cat or dog coming into our garden is now on his knees 

patting a homeless cat he fed. In his pocket I found a steak he saved for the stray dog. Joe 

became an animal loving child.  

The following two years were gentle and peaceful for Joe and me. The man who criticised me 

does not live here anymore; he is replaced by the man who just wants to hold my hand. At 79 he 
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deserves a little playfulness; he is more relaxed and happier than he has ever been. He tells me 

that I am his angel; that I am the best; the most intelligent; the most beautiful. He is no longer 

afraid to tell me how he feels; he does not mind being vulnerable. He is grateful for having a 

lovely family. Our time together became enjoyable. He keeps telling me how fortunate he is to 

have a lovely family. I miss Joeôs leadership and his ideas but I love this new Joe. 

I read about dementia. I attended all available seminars and conferences on dementia. I have to 

prepare for the next chapter of our lives. I tell my doctor that I am scared of losing my own 

memory but he said that while I am worried about forgetting I do not have dementia. People with 

dementia blame others for forgetting, they do not know that they themselves are forgetful. 

Prof. Hawke said that there are many kinds of dementia but most common is Alzheimer's 

disease. Definite diagnosis can only be made by the post mortem so he wrote down Joeôs 

dementia as Alzheimerôsô which is at present progressive and irreversible. Abnormal changes 

in the brain worsen over time, eventually interfering with many aspects of brain function. It   

progresses  from mild forgetfulness and cognitive impairment to widespread loss of mental 

and physical abilities. In advanced Alzheimerôs people become dependent on others for every 

aspect of their care. Dementia could last from 5to 20 years. 

Dementia is an umbrella term covering a large number of disorders that can affect thinking and 

memory. Alzheimerôs disease is characterised by changes to some of the nerve cells within the 

brain. Over time these changes result in cell death. Some proteins can deposit on the nerve cells 

in the brain, forming what is called óneuritic plaquesô. These interfere with the normal 

transmission of information between brain cells. Tangles can form from broken down portions of 

nerve cells.  

While there are many theories about why these changes in brain cells occur in some individuals, 

no one explanation has yet been universally accepted. In fact, there probably is not one single 

cause of the disease, but several factors that affect each individual differently. The condition is 

slightly more common in women than men. Risk factors are increasing age, inactivity, family 

history of the disorder, having a history of head injuries or strokes, and having a history of 

depression, particularly if the first episode of the depression occurred later in life. 

Last in first out, said Helene, a psychiatric nurse. Recent events, activities, or names are first 

forgotten. As the disease progresses, symptoms are more easily noticed and may become serious 

enough to cause persons with the disease or their family members to seek medical help. People 

in the middle stages of the disease may forget how to perform simple tasks, such as brushing 

their teeth or making a cup of tea. Their thinking may become muddled and problems arise with 

speaking, understanding, reading or writing. Later they may become anxious or aggressive, or 

wander away from home. Approximately 25 per cent of Alzheimerôs patients experience 

hallucinations or delusions during the course of their illness but usually only for a short period. 

Treatment for dementia generally focuses on controlling current symptoms and slowing down 

the deterioration. 

I began to worry about Joeôs depression medication Zoloft. I donôt think that Joe really was ever 

depressed; he was agitated and anxious; he was restless and frustrated by his inability to 

complete the tasks he knew he could do in the past. Antidepressant Zoloft only calmed him 

down. Codeine in Penadine forte painkillers before and after operations also depressed his pain 

sensations, Normison made him sleep. Doctor prescribed Lipitor statins against cholesterol years 

ago and only lately research showed that they could be harmful. One doctor explained that 
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doctors are pressured from Pharmaceutical companies to prescribe medication. Joe's cholesterol 

was never really high but his doctor wrote  scripts for protection just in case. As a diabetic Joe 

had to use artificial sweeteners that contain aspartame which has lately been suspected of 

changing the brain functioning.   

Nobody could say if these medications altered or slowed Joeôs brain function. Since 2004 Joe 

was no longer physically active because his sciatica caused him pain. He also isolated himself 

from his social contacts. I suspect that these factors contributed to his dementia but even the 

doctor could not say for sure.  

During the five years from 2004 until 2009 Joe had hernia operation, spinal operation, shoulder 

replacement and knee replacement. I wonder if frequent anaesthetics, painkillers, antibiotics and 

other medications contributed to or caused his dementia. 

 All types of dementia follow similar path of irreversible deterioration of physical and mental 

ability. Prof Hawke tested Joe for Vascular dementia but the results were inconclusive. 

I read that symptoms of Vascular Dementia include confusion, problems with recent memory, 

wandering or getting lost in familiar places, loss of bladder or bowel control, emotional problems 

such as laughing or crying inappropriately, difficulty following instructions, and problems 

handling money. Usually the damage is so slight that the change is noticeable only as a series of 

small steps. However, over time, as more small vessels are blocked, there is a gradual mental 

decline. 

The symptoms of Lewy Body Dementia can often have a psychiatric quality ïincreased anxiety, 

some visual hallucinations and a general problem with concentration and persistence. The 

cognitive problems and speed of deterioration can sometimes be more rapid than Alzheimer's 

disease but this can vary significantly. Fronto-temporal Dementia often shows itself first as 

changes in behaviour, mood or normal personality features but then will also include changes in 

cognitive skills, particularly attention, problem-solving, judgement and organising skills. As a 

result this disease can be quite distressing for family members and carers.  

Learning how to cope with dementia helped me assist Joe and maintain my own health and well-

being. Dementia support groups helped me to develop useful, supportive networks.  

I engaged Joe in enjoyable activities and generally played along with him. I avoided stressful 

situation and maintained constant and familiar routines; I minimised confusion by reducing 

choices, clutter, noise and glare in the environment; I provided meaningful activities that Joe is 

comfortable with and this reduces boredom and agitation. I became careful not to introduce any 

new subjects into our conversation to avoid endless questions to which the answers are forgotten 

immediately. I hope to stay as we are because I cope but I know that every day I will be less able 

to. 

Conversations became irrelevant but light-hearted and our chatter is pleasant for both.  

We both became aware of the end time approaching so we want to make the most of it. We 

remember the exciting times, our many travels, our children and grandchildren. 

There are regrets; we should have been better parents, better partners, and better friends. We 

regret petty jealousies, arguments, and selfishness. We wish we did not greedily work for the 

possessions but spent time with our children. We want to make up for all that now. No more 

demands, pressures, duties; we only want to make our family happy. We began distributing 
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possessions gathered during the last 50 years of fury and work; possessions became meaningless. 

The only souvenirs we treasure are the ones still stored in both our memories. 

Joe liked quality shoes and clothes for going out but for work he would only wear old rags. I try 

to make Joe wear his best clothes now but he refused; he has to save them for when going out or 

away to Canberra or Gold Coast.  

The faraway places we used to travel are gradually forgotten as we discover the life in our 

garden. We spend many hours every day on the veranda watching birds and flowers and 

generally letting the world go by. The rush is over; the urgency and ambitions gave way to 

appreciation and gratefulness. Joe is becoming ever more contented, lovable, compliant, 

affectionate, loving and submissive. He always enjoyed nature and had a great love for nature 

documentaries. He became fascinated with lizards in our garden. He spends hours watching their 

every movement; he caught grasshoppers and laid on the grass waiting for the lizards to take 

them. Gradually the lizards came closer and closer until they started taking grasshoppers from 

Joeôs hand. 

We look at delicate structures of grasshopperôs head and legs. We watch the bees buzzing from 

flower to flower. We follow the processions of ants at their labour. We are in awe; every creature 

knows what they need to know; they are no less and no more than we are. Bees help to fertilise 

plants which in turn produce honey for their sustenance. And ours. It is wonderful to see how 

everything in the nature is connected. Joe and I feel a part of our environment; our labour 

provides safety and nourishment for so many other species. 

Our friends are coping with their own aging. Most of them embraced religion; they found peace 

and hope in God. They all promise prayers for Joeôs health. 

Joe and I are Catholics; I am fairly regular traditional church goer but Joe came to church only 

on special feast days. I donôt like leaving him home now so I take him with me and he does not 

mind. 

Toncka and Stane, our oldest friends, were baptised as Born Again Christians and became 

pastors in a Pentecostal movement. They tried very hard to convince us to become members of 

their congregation. They placed hands on Joe and prayed for his health and conversion. When 

they returned to Slovenia to bring the Good News to people there, they sent hankies soaked in 

the waters they blessed to place on Joe and make him better. Toncka told me on the phone that 

dementia would never happen to Joe if he was baptised by her as a Born Again Christian. Only 

the faith in Jesus can save him, she said. Joe never allowed Toncka and Stane to pray over him 

before; he wanted to remain in the faith of his parents.  

Rudi came to visit and he too promised prayers. He is a Seven days Adventist and they rely on 

dietary and behaviour rules for their physical and spiritual health. 

My friends Marie and Lucy promised salvation and health through Jehovahôs beliefs.  

Max is an independent Gospel preacher bringing Good News wherever he goes. Trust in God. In 

the end thatôs all anyone can really do. We will all be old one day if we live that long, Max jokes. 

He is 85 and riding his bike every day visiting the aged and the sick. He is at most funerals. Max 

confessed recently that he learned some bad habits in the orphanage where he grew up. Older 

boys did some sinful things to him and he learned to do these same abominable acts to younger 

boys. When he saw the light, he gave his life to Jesus, confessed, repented and made amends. I 

have known Max for 43 years. We talked about history, politics, philosophy and religion; when 
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you talk to someone for almost half a century you begin to think of them as friends. I realise that 

we all carried our little sinful secrets as a burden through life until nobody is interested in our 

confessions anymore. We are yesterdayôs news. People these days know sins that we could not 

even imagine.  

I admire my friendsô beliefs, dedication and sacrifices. I actually admire all these believers 

equally since their role model is the same Jesus my parents prayed to. 

I try to pray but I lack direction. I cannot say that I firmly believe in anything except in my 

smallness and ignorance in face of the eternity and universe. I feel like a leaf falling off the tree 

in the autumn; I will land where the wind will blow me and I will fertilise and feed whatever will 

want to suck the minerals of my body. As for my soul, my spirit? I never knew where I came 

from, who I am or where my soul originated so the path into the unknown will not be anything 

new.  

Joe spent a couple of days negotiating with a man who wanted to buy our car. I left him in the 

manôs company because it is good for him to talk to someone. I sold the car, he said. Where is 

the money, I asked. His daughter will bring it, he said. What is his name? No idea. Where does 

he live? No idea. Which car did I sell, he asks me. None, I tell. But he drove it away. No, he 

didnót. I gave him the key. No, here is the key. 

We have to pack, take the pictures off the wall we are going home, Joe declared. Home where? 

Lightning Ridge. We are home. But when the others come they might want our pictures, what 

others? You know, the rest of them. Who? All of them, the ones living here. We live here, 

nobody else lives here. But they are coming. When?. I donôt know. 

It is scary having these meaningless conversations but I try to keep them going light and 

reassuring.  

You are the best; nice legs, beautiful dress, cute cat, lovely food. I am simply not used to Joeôs 

positive comments. All inhibitions have disappeared. Joe is who he truly is; there is no more 

cover up and pretence and propriety. He is neither afraid nor ashamed. I never knew this person 

who was with me for 52 years and I never saw him the way he is until he lost control over his 

pretences. I always knew that he loved me but he rarely said it. 

Are you all right? Do you want a drink? Can I make a cup of coffee for you, he keeps asking. 

I am trying to be kind and patient most of the time. 

I have answered your question nineteen times during the last two hours; my voice betrayed me 

once; I did not mean to sound nasty; I know you only offer me drink because you love me; I am 

so sorry but I just donôt feel like having that glass of wine; no I am not thirsty; I donôt need a soft 

drink either. I just want to watch this film; no the film isnôt more important than you; no film is 

more important than our family. 

From midnight until three in the morning is always critical. He goes to wee and then starts 

rearranging the house. He sleeps in his new shoes so nobody can steal them.  

We were going to Canberra but in the morning I find that the contents of my bag, money and 

documents, disappeared during the night and could not be found. We found them packed under 

the cushion days later. 
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Are we going now? Where? Oh, you know. Are they coming with us? Who? They, pointing at 

people on TV. 

I have to find the birds. They just hatched, he said as he pressed the buttons of remote control 

after watching the bird documentary. He tried to disconnect computer because the birds might be 

hiding inside.  

It is twelve thirty at night and he is tidying the house. What is happening? He says suddenly. 

Why donôt I know anything? Why canôt I dress myself? Where are we? Where are we going? 

Why donôt you tell me? 

I have tears in my eyes. If I could only help him. 

Joe went out and started pruning passionfruit at 2am. 

Joe called me Marjan and he asked me to tell Cilka to get ready. My son is Marjan and I am 

Cilka. Joe is packing because he is worried that someone will steal his shoes and toiletries.  

I used to work here when we were making the airport, he said on the way to Dubbo as the bus 

stopped because of road works. He remembered his first job in Australia building Canberra 

airport almost fifty years ago. The scenery was similar. 

Why are they here, he asked about TV people. Will you give them something to drink? 

Joe dressed in my swimmers again and put socks over shoes. He is constantly packing to go but 

has no idea where. We donôt want to be too late, he says. 

Where is Marjan? Where are the others? Arenôt they coming with us? 

Ask mum, she will give it to you, he said to me. I am mum. 

We were in Dubbo hospital waiting room. Why do we have to wait? We can ring Marjan to pick 

the children. What children? Arenôt we waiting for them? Who? Them. Canôt they look after 

them? 

On the way from Dubbo: Is mum driving? She is a good driver. I am mum, I snap. Sorry. I will 

have to get up early to go. Where? I donôt know; arenót we going somewhere. Are we going to 

sleep there? Where? There. Is mum staying home? Arenôt you coming with us? With whom? 

Cilka and me. I am Cilka.  

On our way out from the bus Joe took over the bus steering wheel and they had to force him out. 

Joe is unwilling and unable to dress and undress. He puts both legs into the same hole of the 

trousers over wet swimmers. At the pool he tries to take everybodyôs clothing and shoes. Two 

socks on one and none on the other foot. 

I found his medications sometimes in the bin or melted in coffee. 

Cannot count backwards from 20. Does not know the places in town.  

I saw a mouse running over the bench. Funny no droppings; Iôll look for it. Same the next 

morning. Look in the drawers in the bedroom, maybe the mouse is hiding. 

Are we going home tomorrow? Where to? Home? We are home. 
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I keep on communicating with Joe on his terms, responding to his train of thoughts. We sat on 

the veranda watching the birds. Why canôt I... Why donôt I..He never finished the sentence. Did 

you get the bird seeds, he changed the subject.  

This coffee is too hot and bitter. It is my coffee and yours is in front of you on the table. Repeat 3 

times. Your coffee is in front of you and it is just the way you like it. I donôt want it the way I 

like it; I want you to have it the way I like it, he argued. 

Is Marjan married? Who did he marry? Have they got any children? Call them for dinner. 

Joe is constantly worried about me; would I like to drink or eat or be dressed better. What do I 

need? On 4.12.09 we were in Canberra and he said: I will buy you the best shoes, two pairs of 

shoes, one for the winter one for the summer so that you will be comfortable. We went from 

shop to shop until we found the most comfortable shoes for me.  

Did he perhaps remember his barefooted childhood? Shoes, were a big problem after the war; 

especially warm shoes for freezing winters. 

Joe follows me around. Are you all right? He keeps asking. Yes. Are you sure? Yes. Do you 

want me to cover you up? No. Are you all right? Do you need a drink? Have something to eat? 

Save some lunch for the children. What children? You know Janez and the girls. They are not 

here. But they might come. They are 800 km away. 

Joe is talking about the people on television. They pretend to drink coffee but they really have 

wine and then theyôll get drunk and will blame the drink and leave their children at home alone. 

Joe is constantly worried about people drinking alcohol and not taking care of their children. 

Since we never had issues with alcoholism in our family Joe might be remembering his father 

who became an alcoholic. Joe was always disciplined; he might have been slightly under the 

influence of alcohol half a dozen times in his life but normally he would only have a couple of 

drinks when out with friends. He also never smoked; his fatherôs smoking and drinking caused 

sadness and poverty in his family. 

I wonder why Joe keeps bringing drinks to me; once he opened 8 stubbies of beer and said: I 

know what I am doing. He did not want to drink any of it but he wanted me to drink. Actually I 

donôt blame him for trying to feed me and make me drink because I am pushing him to drink and 

eat as well. I have to put food into his mouth sometimes. Perhaps he is just reflecting my own 

words and behaviour.  

Is their room ready? What room? Where they will sleep? You better leave the light on for them. 

They are just people on TV. They canôt sleep there all night. 

Joe is constantly looking for others who should be here and follow us. Maybe they are in the 

other room, he says.  

I often cry in desperation; I am scared of being on my own. What will I do? I have never been 

alone. I keep talking to Joe; I hold his hand; he is the only person needing me. Old age is so 

unattractive. What reason is there to love and be loved past your blossoming. Only Joe and I 

remember our blossoming.   
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Notes from 2011 diary 

Joe and I lived a friendly, idyllic, fairly comfortable, idle life until at the beginning of 2011 Joe 

began to lose control over his toileting. Every night he wakes up to get to the toilet but 

sometimes he stumbles and falls in the dark if I don't wake up quickly enough to turn the light on 

and escort him. I cannot lift him up when he falls so I call the ambulance. Sometimes he rolls off 

the bed and cannot get up. I cannot expect the ambulance to come all the time so I sometimes 

call neighbours and friends. I sleep lightly listening for his movements. By the time he reaches 

the toilet and pulls down his pyjamas he is already dripping. I have him sleep without pyjama 

bottoms and that helps. I removed floor mats and have only one bed cover so he would not trip.  

I am exhausted because I do not sleep. 

I often cannot get him to shower so I wash him. He can barely stand in the shower anyway. He 

cannot put his arms into sleeves on his own after I put a shirt over his head. I am becoming more 

and more tired, restless and frustrated. I cry because I am scared of losing him and being on my 

own. 

During the day I try to get him to walk but he seems contented just to sit for hours. He became 

removed from reality but responds well to loving attention. We both enjoy cuddling. Visitors 

disturb him; he does not like my attention taken by others. 

I make it easy for myself by being loving, gentle, undemanding, patient and available. He reacts 

badly to any criticism or loud sounds, unexpected touch or sudden approach. I announce myself 

from a distance, come gently and tell him what to do. If he does not do it, I try again with a 

different approach in a few minutes.  

Going in and out of the car is a problem. He does not recognise the rooms but functions on 

automatic from the bedroom to the bathroom on-suite; he never forgets to wash hands. He eats 

mostly sweet things and fruit. He dislikes meat. 

Today he opened the bedroom window. Why? To pee. Go to the toilet. Where is the toilet? 

He stood at the window at night and talked sign language with his shadow. 

Any movement from A to B is difficult unless it is spontaneous and then he walks well on his 

own. Sentences and questions are never finished; the thought gets lost in formulation. Food is 

eaten at his will; sometimes a lot but nothing at other times. He loves to have me close at all 

times and keeps kissing me, mostly kissing my hand.  

Today I made a mistake telling Joe about our neighbour, Steve, being robbed overnight; Joe 

keeps asking about it all day. He started taking pictures off the wall so nobody will steal them. 

He is packing his clothes. 

I asked Joe to sit in front of the house and feed the birds while I worked in the garden. I forgot 

about him for a few minutes and found him spraying weeds and pest poisons. I persuaded him to 

come with me and led him into the shower. While I got dressed he sprayed hair spray and 

deodorants around the bathroom; he was angry when I took them away.  

Joe goes into the car but I hid the keys. He manages to empty the battery by pressing buttons.  

Joe cannot see the spoon in front of him or the soap in the shower; his slippers are always on the 

wrong foot. He came into the kitchen with my swimmers over his head and his arms in the 

swimmersô leg holes. He cannot get out of it. He sometimes goes naked outside. At night he 
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wakes up and packs things for the trip. Today he almost swallowed a handful of his painkilling 

tablets; he mixes salt and sugar into any food in front of him. He sprinkled sugar into cashews 

and lemon squash over meatballs. Has to be watched at all times.  

Joe has to be fed most of the time; he has a shower, shave and change every second day as I also 

change the bed. He usually goes to the toilet well; he sleeps a lot. Sometimes he cannot find the 

bathroom or the bed by himself . When I cannot move him, I leave him and after a few moments 

he walks normally on his own. He likes to lean on me and wants to hold hands all the time; he 

follows me to the toilet and asks what I am doing. If I move a bit in bed he asks where I am 

going. Are you all right he asks every few minutes. 

Joe has not recognised our car for years, does not know the way home, sometimes he wants to go 

in and out through the window; cannot find the door. 

Are you coming with me to the pool? I ask. 

Cilka already asked me and she would be jealous if I went with you, he says. I am Cilka. 

Joe is becoming weak and I am sad and sorry for him; perhaps I am sad and sorry for myself as 

well.  

Joe lost 5kg of weight in a short time. Falls asleep in a chair. Celebrated his 82nd birthday 

yesterday 12.2.11. I invited a few close friends for a party but he did not drink or eat anything. 

He is becoming very frail barely walking or standing. 
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20.2.11 Joe does not eat and I worry. If he does not eat he will die and that really scares me. I 

urge him to eat and drink constantly. He toys with food and mixes in the bowl coffee and meat 

and vegetables and wine and then secretly takes it out to the dog next door 

23.2.11 Watching the program on TV about men laying the cables for broadband, Joe 

commented: These electricians are stealing the cables so they can sell them and buy drinks. They 

get drunk and donôt look after their children. Look at the children hiding in that cloud. It is 

dangerous when people donôt look after them, he said. 

2.3.11 Joe opened the cupboard ready to urinate in when Helene was visiting. When Marko was 

visiting I saw faeces falling down his trouser leg for the first time. I led him into the shower and 

cleaned up. I introduced a waterproof cover for the bed and incontinence pants. The pants made 

things worse as he was still insisting on going to the toilet during the night and while he fumbled 

and half pulled down the pants, drops of urine were already on the bed, on the floor and around 

the toilet.  

It is Easter Sunday 2011 and Marko's and Marjan's family are visiting. We cannot wake Joe to go 

with us to church so ambulance comes and they take Joe and myself to Sydney hospital to check 

his heart. I ask for permission to sit in hospital next to Joe overnight to reassure him but I was 

not allowed. I booked into the motel but the hospital staff kept me awake most of the night 

asking me to calm Joe down by telephone. Joe begged me to call the police and to come and get 

all the strangers out of his room- he believed that he was in our home invaded by burglars. 

They tell me that Joe requires a psychiatric nurse on the return trip and there is no room for me 

on the plane. I have to stay in a Sydney motel while they return Joe to Lightning Ridge hospital 

by plane. Lightning Ridge hospital staff again rings me a few times during the night to calm Joe 

down by telephone. He became totally disoriented and bewildered. It would be so much simpler 

if they'd let me stay with him overnight in the hospital and travel on the plane with him instead 

of a psychiatric nurse who could not manage him. But such are the rules and protocols.  

On 20th May 2011 we went by bus to Dubbo for a check up. Joe became exhausted and on the 

return home I couldn't get him to walk. I took him to hospital. The next day a doctor 

recommended that Joe stay in Age care unit. The separation was traumatic for both of us.   
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Behind the locked doors in 2011 

For over fifty years I looked after Joeôs health and dietary requirements; together we looked after 

our family and business; we took care of each otherôs safety and wellbeing but when the door of 

the Nursing home closed behind Joe on 22nd of May 2011, we both suddenly lost control of our 

lives.  

Age care staff simply dismissed all my requests, instructions and opinions. At no time did 

anyone have a consultation with me to gather information about his condition and his past 

treatment and requirements. It was a shock to me to realise that I had no say in Joeôs treatment or 

wellbeing. I wanted to tell someone about Joeôs medical history since the staff and the attending 

doctor knew nothing about him. I did not even get to see the doctor for weeks afterwards.  

Joeôs wellbeing was central in my life yet the staff considered me a nuisance rather than help. 

Nobody informed me about the running of the facility or about the code of behaviour or any 

rules Joe and I would be subjected to. I had no idea who was who in the hierarchy of the staff 

and who I could turn to for information or help. I was lost in the woods of different uniforms 

who were giving me conflicting messages and instructions. E.g. Joe wasnôt eating much so one 

nurse said: can you bring him food he is used to, while the other nurse told me that no food is 

allowed into the facility.  

I was treated as if I also lost my faculties. Perhaps the staff is so used to dealing with demented 

residents that they forget about those who still have the capacity to think a little.  

I admit that Joe and I felt vulnerable, sensitive and easily upset. We found ourselves behind the 

locked door, we lost the freedom of association and movement; we lost the choice in basic things 

like clothes, food, daily routines, and entertainment. We lost all decision making powers and 

decisions were often made for us by people who were less competent, caring and professional. 

They told us how to behave, what to eat, where to sit, how to talk, and what not to touch. They 

told us with a preamble: You should know better than... They reprimanded us daily for breaking 

the rules made on the spot and referred to them as protocols and codes of behaviour we are 

supposed to follow. No discussion allowed about the validity of staffôs demands or the rules. 

 I remember the words of a high ranking police officer friend who said: Rules are to guide the 

wise and to make the fools follow blindly. Wise ones evidently are thin on the ground of the 

nursing home and the fools follow the rules the way they understand them. Donôt even mention 

common sense.  

Age care staff provided no information on medication, medical condition or pain and diet 

management. 

For the first time I understand how prisoners feel. Only age care residents were not convicted of 

anything. 

I believe that it should be up to the staff or management to facilitate an informed introduction 

into the Nursing Home for every new resident and their primary carers.  

Age care staff who work behind locked doors every day feel at home there; they can come and 

go as they like. For the residents and their carers Age Care is the whole new restricted reality. 

I wanted to tell someone about Joe's medical history but nobody listened. 
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At the age of fifty-two Joe suffered severe gout attack. His arthritis presented with painful joints; 

this was hereditary in his family. I learned everything about uric acid and how to control and 

maintain gout with Zyloprim tablets and diet. For the following 32 years Joe never had another 

attack.  

At the age of sixty Joe became diagnosed as diabetic so I learned about diabetes and kept it under 

control with sensible diet and Diabex tablets.  

On entering the Age Care I presented the nurse with Joeôs medication: Zoloft, Lipitor and 

Diabex. I only had about ten Zyloprim tablets left at the time and they were already out of the jar 

and packed into the bags for administration. The Registered Nurse in charge at the time, known 

as RN Kim, told me that they cannot accept tablets out of the original jar. I said that I will go to 

the doctor for a new script the next day. She told me not to bother because the doctor is seeing 

Joe and will give her the script. For the next few weeks I kept asking if Joe is taking Zyloprim 

for his gout but they dismissed me saying not to worry since Joe is under doctorôs care. 

After a few weeks the staff security man weighing about 160kg reports that Joe became violent. 

He is screaming when changed and showered. He hits and scratches and has to be restrained. 

 I notice bruises and cuts on Joe's face and arms. Doctor prescribes antipsychotic drug 

Risperidone to sedate him. RN Kim assures me that Joeôs aggression is a result of his dementia. I 

say that he was never aggressive at home. Dementia changes their behaviour, says RN Kim. I 

point out that Joe isnôt violent with the staff that treats him gently; he is only resisting those that 

handle him roughly. His joints are inflamed and painful that's why he resists being changed by 

the security man. One care worker tells me that all residents are on Risperidone because that 

makes it easier for the staff to manage them. I look up the side effects of Risperidone and find 

that this antipsychotic drug was banned in USA nursing homes. It should especially not be 

administered to demented people with diabetes and renal problems.  

When on Risperidone Joe gradually changed; he was always cheerfully joking but now he seems 

half dead/comatose slumped on the table; he never even opens his eyes. I ask the staff that 

instead of giving him Risperidone they call me day or night to help with handling. I live five 

minutes away from Age Care. They called me a couple of times just before mealtimes. Joe was 

restless because he was hungry. Risperidone increased his appetite. They pushed and pulled him 

along and he resisted. I tell them that he reacts defensively when pulled by his arms because his 

shoulders are very painful. Any wounded bewildered animal would defend itself. 

More Risperidone sedates Joe so the staff leaves him slumped in a chair all day. I do not want to 

see Joe hungry or restless or heavily sedated. I offer to take him out during daytime or for me to 

be with him if his behaviour becomes problematic but it seems easier for the staff to dope him 

than to have me around.  

I keep explaining that Joe has severe pains in his joints and should not be pushed and pulled 

roughly. I keep asking if he is receiving Zyloprim and RN Kim assures me that he is under 

doctorôs care so I should not interfere.  

I tell the manager of Age Care that I do not want Joe so severely sedated. I ask if he could be 

given some activity when he is restless. I never needed to use force or harsh words at home or 

when visiting in age care. He always complied with a gentle word and a bit of patience. If he was 

going in the wrong direction I would simply distract him into doing what I wanted. 
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I suggest to the manager that carers should distract him with an appropriate activity or engage 

him in an appropriate dialog when he becomes restless. Instead of increased doses of 

Risperidone he should get frequent small portions of food because of his diabetes and also 

because Risperidone enhanced his appetite. He needs to be prompted to drink by placing the 

glass to his lips.  

Frequent bruises were the proof that Joe was handled inappropriately. I found three deep finger 

nail cuts on his left arm. When questioned about it the nurse said: He must have done it himself. 

I tell her that Joe cut the tips of his fingers on his right hand forty years ago with a lawnmower; 

he has no fingernails on his right hand with which he could inflict nail wounds on his left arm.  

 

Whatever. Donôt talk to me about it, she brushed me off.  

A few days later I find Joe with a cut to his head. The nurse tells me that Joe was naughty; he 

had wandered into a wrong room. The carer came after him from behind, grabbed his arm and 

yelled for him to come out. He pushed her away. She slammed the door on him and he fell 
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sustaining a big cut on his head. He was left on his own lying on the floor until he ñbecame 

cooperativeò. 

I often find bruises on Joe. He fell off the bed and cut his head a few times.  
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Eventually someone realised that Joe has a severe gout attack because he did not receive 

Zyloprim for months. His joints hurt because of the gout attack which was caused by their 

dismissal of my frequent requests that he has to receive Zyloprim.  

Risperidone increased Joe's appetite and he became restless when hungry; he ate more food; he 

put on weight which increased his sugar and uric acid levels.   

I beg the staff to be patient and gentle with handling Joe. Finally they acknowledge that Joe is in 

pain rather than violent. He did not attack the security man he just defended himself. The doctor 

prescribes an anti-inflammatory corticosteroid drug Prednisone against painful inflammation 

caused by gout. Prednisone in turn drastically increases Joeôs sugar levels. I find him slumped on 

the dining room table. I alerted RN Kim but she says that Joe is only sleeping. I know that 

something is wrong. Eventually I convince them that he is unconscious. Joe is in and out of 

hyperglycaemia for days. He is in acute care when I notice that he developed swollen feet and 

black patches on his heels. These patches opened as lacerating ulcers which never healed. They 

begin treating him with massive doses of antibiotics. Ulcers caused Joe constant additional pain 

so they dope him with more Risperidone to keep him quiet; the drug makes it easier to manage 

him. The succession of  drugs changed Joeôs behaviour; he cannot sleep; he has ferocious 

appetite and when hungry he paces the floor. They sedate him. 

RN Kim tells me not to interfere in their work. The staff accuses me of sabotaging Joeôs 

wellbeing by bringing him bananas and mango which he always loved. I also made sure to keep 

him hydrated. Exasperated I say: Joe is 83, he is at the final stages of dementia; I only want to 

see him happy and enjoying the time he still has. The security man stepped in and said: If you 

think you can look after Joe better, take him home. 
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I say that I would gladly look after Joe but I cannot lift him if he falls. He tells me to leave the 

looking after Joe to them if I am not prepared to look after him myself.  

They told me what Joe cannot do or have but nobody seems to care whether he drinks his drink 

or eats his food. I ask the staff if he was given a drink and the server says that there is drink 

always right next to him if he wants it. I ask them to introduce food and drink to his lips and then 

he will accept it but they tell me that they canôt force him to eat and drink if he does not want to. 

Some of the carers spread rumours that Joeôs gout attack and hyper were caused by the food and 

drink I brought to him. Everybody in Age care seemed to be an aspiring diagnostician. 

Especially the staff who attended a three day TAFE course on caring. 

It was Joeôs 83rd  birthday on 12.2.12. It was a weekend and I asked RN Kim specifically not to 

dope Joe because I prepared a party for him at home and had friends from interstate visiting. 

When I went to collect him he was totally unresponsive-doped- slumped over the table with his 

jaw hanging open and a string of drool hanging from his mouth. RN Kim was nowhere to be 

found.  

I told you not to dope him, I say to a member of the staff. 

He is not doped, she says. 

I can see that he is, I say.  

You should not make any accusations that you canôt prove, she says.  

I must come in on this as well, calls out the nurseôs assistant/kitchen server pushing the trolley 

closer. Joe got no Risperidone last night, she affirms standing next to the enrolled nurse.  

How do you know, I ask.  

We were both here and we both saw the RN Kim not giving it to him. And anyway, you have no 

proof that he is on Risperidone.  

I see him and I know, I say. He is slumped in the chair and does not respond. His jaw is loosely 

hanging to one side and he is salivating; he cannot speak or hold anything in his hand. 

He is breathing that means that he is responding, says the kitchen server. If he wasnôt breathing 

he would be dead, she adds knowingly.  

He does not open his eyes and does not respond to my voice, I say and then realise that it is no 

use talking to these people. 

RN KIM is hiding in the medicine room to avoid me. 

As a teacher I often had similar defensive reaction from primary school children. When a child 

was accused of doing something wrong his supporters said that they saw him not doing it. I 

hoped that the staff in the hospital would be more grown up. How can the two of them see the 

third person not doing something? They just said whatever pleased their stern boss RN Kim or 

whatever they were told to say. They were prepared. They knew that I cannot prove that Joe was 

heavily doped with Risperidone. Especially I could not do anything about it on the weekend. 

I speak to the management the following Monday.  

The new manager seems sympathetic and tells  me that it is hard to change the entrenched 

ignorance and bossiness of the staff. There should be respect, tolerance and friendliness; she says 

that she knows nothing of the rules and protocols the staff was quoting. 
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I pointed out that side effects of Risperidone make Joe hungry all the time. He gets agitated and 

restless. I can calm him by giving him bits of fruit but the nursing staff said that I make his sugar 

levels rise. I asked them for suitable small portions of food as he is a diabetic but they give him 

more Risperidone instead to disable him so he cannot move. I offered to come every morning 

and help with showering and dressing Joe but they rejected my help.  

I say that caution should be used when prescribing Risperidone to people with dementia and 

diabetes, as there is a greater risk of side effects and even death. Risperidone causes Joeôs hunger 

and as a consequence of his appetite, raised sugar and uric acid levels; it may also cause his 

agitation, anxiety, headache, trembling, excessive saliva, stiffness, leg restlessness, dizziness and 

fast heart rate. 

I say that when Joe entered the nursing home he ate little; his sugar was under control, he was 

happy; he suffered no pain. Now he is a wreck; a bewildered, unhappy, changed man in pain.  

I am becoming more and more distressed and cannot sleep. I cry a lot. 

Nobody listens to me; the nurses are repeating their mantra that they only follow the RN and she 

follows doctorôs orders. I again point out that antipsychotic medication should not be used for 

demented diabetic patients but they told me to talk to the doctor. I wait for an appointment with 

Joe's regular doctor and meanwhile ask the locum doctor that Joe be put off Risperidone. He 

promised to stop the prescription for it but his message apparently got lost and did not reach the 

nurses.  

After three weeks I see Joeôs regular doctor. He apologises profusely and says: what 

happened to Joe should never have happened.  

He explains that unfortunately mistakes were made; the script for Zyloprim was lost 

somewhere and that was why Joe developed gout. They treated gout with Prednisone; the 

side effects of this new drug raised Joeôs glucose level and he fell into hyperglycemias. They 

could not stop prednisone instantly but gradually. High blood glucose levels also caused 

Joeôs foot ulcers. Doctor said that he was only following nursesô observations and demands 

in regard of Risperidone.  

It took many months of Joeôs pain and my anxiety before the doctor admitted that all Joeôs 

problems started because they did not give him Zyloprim in the first place. Prednisone raised his 

sugar level to the point that it could not be measured and he broke out in ulcers. He was in pain 

and they administered more Risperidone to keep him quiet.  

I donôt know why Joeôs doctor left town at that time. For months after his departure the medical 

staff coped with side effects of drugs Joe was given. After they finally stopped doping him, he 

returned to his pleasant self and for many months we were again good company for each other. I 

often took him home for a day and we again wandered around the garden and he fed his pigeons. 

Watch him dance now, says Joe as a flock of pigeons came close to his feet and some began their 

courting. They will kiss, Joe smiles and squeezed my hand. They are like people, he says kissing 

my hand.  

This is the beginning of a peaceful period for us and we spend most days together driving around 

and sitting in our garden.  

While in Age Care I am polite and cooperative at all times because I do not want to jeopardise 

Joeôs situation. 
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The staff never apologised to me; instead some of them and particularly RN Kim and her shift 

became even more hostile.  I became the enemy who did not trust the óprofessionalsô to do their 

job; I asked questions and pointed out their mistakes. They became busy inventing rules and 

restrictions to stop me visiting Joe. They point out that evidently Joe was in Age care because I 

was unable to look after him properly so I had to relinquish my caring role to them. I keep 

repeating that he was well cared for at home and is in Age care only because I could not lift him 

when he fell.  

A nurse says to me in a very stern voice: You better stay away because Joe is more cooperative 

when you are not here. Fortunately this nurse eventually left after a verbal/physical fight with 

other nurses.  

The resident Evelyn tells me: They bully us constantly but we are afraid to complain because 

things may get worse. Everybody is scared of the staff.  

I always acknowledged that some of the staff were excellent carers and had no problems with 

Joeôs behaviour or mine. I said that I am grateful for their professional, compassionate care. 

Their good deeds did not go unnoticed. Derek, who is an excellent carer, says to me: A bit of 

kindness and respect goes a long way to make the work easier and to keep everybody happy. The 

assistant manager also tells me that there was too much tension among the staff and between the 

staff and residents, visitors/primary carers. 

I say to the manager that perhaps some in-service is needed to remind certain members of the 

staff that they are not dealing with idiots, or criminals or naughty children but with respectable 

members of our community who became in some way incapacitated. I point out that we are not 

in the army to be constantly ordered about; controlled and patronised. Most residents just need to 

be helped along.  

There is a general feeling among residents that they are at the mercy of the staff and that the staff 

is there out of goodness of their hearts. I know that their job is not easy but they have chosen it 

and they are getting paid for doing it. Kindness does not come naturally to some so perhaps they 

shouldnôt be in these demanding jobs. Demented residents will not get better or younger; they 

only have each day to be happy in. 

The manager asks what my relationship with RN Kim is. I never wanted to name anyone as 

being incompetent or bad so I say that I really have no relationship with Kim. I wonder why the 

manager singled RN Kim who seems to set the hostile tone of her shift. Did the manager detect 

some impropriety? RN Kim never once smiled at anybody and her staff looks equally unhappy 

and hostile towards each other, residents and visitors.  They screech orders. Donôt do this donôt 

touch that. Behave yourself. Have some manners. You should know better. At the beginning I 

was totally unprepared for this law of the local jungle. I know I am older than the nursing staff 

and it is easy to mistake me for a resident who has to be told how to behave, what to do and say 

and think. I made a mistake of letting them know that their putdowns succeeded in hurting me. I 

told them that I did not sleep at night because their words offended me. Of course they felt 

victorious. They hurt me intentionally. I let everyone know that they succeeded; they got to me. 

They saw me vulnerable and susceptible as I cried and begged and complained.  

If I was a bit wiser I would remember the chooks pecking the other bleeding chooks. I should 

have hidden the pain and smiled. I should also remember that we will remain different forever 

and that people will always want to dominate each other with any weapons they possess. At my 
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age I should definitely know better. I learned to smile. Smiles take years off my face; a smile 

also indicates my willingness to lay myself down as a mat for the young. One does not hate a 

thing one walks on. 

The manager asks me to consult with her weekly. I mention that generally there was no activity, 

exercise, interaction and communication with residents or consultation between the staff and the 

rest of us primary carers and visitors. We only learned about their protocols when we were 

rudely reprimanded for what was considered our transgressions.  

A visiting district nurse came to see me at home and she explained: nurses are trained to be 

very strict and disciplined in following doctorôs orders because in the hospital no mistake is 

tolerated. They have to be in charge. They have the health of their patients in their hands. 

Most nurses are not trained to work in caring capacity of a nursing home and in 

cooperation with residentsô primary carers. Apart from nurses most of the general nursing, 

cleaning and kitchen staff have little training, experience and understanding in the care of 

the elderly and demented so they have to strictly follow orders from a nursing hierarchy. 

Health is a delicate thing and nobody wants to make a mistake.  

I read the saying: the wheel that squeaks the most gets oiled more frequently but I am told that 

the in nursing it says: those that whinge the most get the least attention.  

I should have known how to dodge the bullets but I am too fragile to run. Joe is dying; he is in 

and out of coma at times. He is no longer my rock; he is no longer supporting me and making me 

strong.  

When a friendly RN is on, all her offsiders are gentle, friendly and quietly efficient. All residents 

and visitors know who is nice and who is not. We all dreaded RN Kim. 

RN Kim in a rare pleasant mood compliments me on the behaviour of my visiting grandchildren. 

She mentions that she has two grandchildren with Aspergerôs syndrome. Her daughter finds it 

difficult to control them. They are on antipsychotic drug Risperidone; the same drug they gave 

my Joe when he misbehaved and complained about his pain.  

What is causing Aspergersôs disorder, I ask.  

I carry the gene that is causing AD, said RN Kim. 

I look up Aspergerôs syndrome and find that it is a form of autism characterised by significant 

difficulties in social interaction. Individuals with AD experience difficulties in basic elements of 

social interaction which may include a failure to develop friendships. Some children with AD 

grow out of the main symptoms but difficulties in social interaction persist. Kim told me that she 

also is a victim; so perhaps she does her best with who she is. Knowing that Kimôs abrupt 

uncaring behaviour is not a personal attack on me makes it easier for me to cope and forgive. We 

all have problems we must put up with.  

Should Asperger's  syndrome person be in a position where empathy and friendliness are vital? 

Someone within the management must have known about Kimôs condition.  

During the 2012 there were many changes. RN Kim explained to me that new RNs are imported 

because they are young and therefore cheaper. I sense that she is not happy about it. A year after 

Joe became a resident, RN Kim explains to me different responsibilities, authorities and 

competencies of the staff. I say that it would be helpful to everybody if the management spent 

some time with new residents and their loved ones to explain at the beginning what was expected 
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from them and what they could expect from the Age Care; what responsibilities and rights each 

had and what rules apply in the facility. Finding out who was who, who was in charge of what 

and what rules applied, was a bewildering experience for me and for everybody I spoke to. 

I donôt know why gradually most of the rude and aggressive staff either transferred or left 

altogether.  

RN Kim was transferred into the administration. The fat security man became a dog catcher. 

Maybe in the end they realised that caring wasnôt in their nature.  

We all rejoiced when the new friendly staff came.  

Irene, a member of the Age Care staff tells me that she met the RN Kim in the supermarket.  

I am just so happy to be out of that place, said RN Kim to Irene. 

And so is everybody else, replied Irene. 

Kim caused much tension not only between residents and visitors but also among the staff. It just 

shows how important one person, the leader-boss, is. She may be a competent and disciplined 

nurse but her personality disorder prevented her from being compassionate and caring. I wonder 

if there is or should be some kind of screening in employment of medical staff in regard of their 

personality.  

In 2012 new nurses from India, Philippines and New Zealand arrive; they go about their business 

with friendly, gentle efficiency. The influence of these good carers even rubs off on the local 

staff. Gradually they even introduce games and craft activities. For the first time I notice smiles 

on residentôs faces as they bash balloons into the air. 

I thank God for the change.  
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Residents 

From the beginning it scared me to see friends entering a place that has no exit. Now I 

understand that most residents are at some stage of dementia and  have to be kept safe behind 

locked doors. Suddenly they are cut away from the familiar people, activities and places. The 

sights and sounds and smells they loved are a thing of the past. We are all shocked into a 

realisation that life is only a fleeting moment; that time never stops to give one a second chance; 

that the future has been cancelled. A few residents at first receive an occasional visitor until they 

too are forgotten and left to rest.  

People in Age Care are different on every level. 18 residents came from four continents, eight 

countries with 18 different educational levels etc. There is also a hierarchy of employees from 

nurses to kitchen to cleaning staff. They have a mysterious variety of abilities, qualification and 

responsibilities. The staff ranges from well educated to those with a few days of training but all 

have vested powers to order residents and visitors around and tell us what is right and wrong and 

how to manage health and behaviour of our loved ones.   

Most residents of Age care hope that one day their friends or children will come and take them 

home. Joe, however, never once mentioned home; he forgot about it before he was admitted. He 

does not know where he is but he visibly feels at home when I am with him. 

I look at the Age Care dining assembly. 

Evelyn, at the age of 91 is the oldest; she has a clear mind only her legs are not what they used to 

be. Her generation died. She only has a baby sister who is eighty-six. Evelyn is not easily pleased 

with the service; these silly young people should know better but they donôt. She complains. I 

donôt like fish; you should know by now that I donôt eat fish, she says. Eat the rest, the server 

dismisses her complaint. In Evelynôs time people showed respect for old people. Evelyn is 

always busy. I do buttons, she says. She has millions of them. Ladies from the Vinnieôs shop 

bring old clothes and she rescues buttons for sale to help the poor.  

Today Evelyn cried and followed me on the veranda to explain her problem. Nobody wants to 

listen to her complaint. She signed a paper for the nurse to take some money from her bank 

account. She was worried about someone taking all her money so she tried to get to the bank to 

check it. I told her to talk to the nurse about it and she did. The nurse said to Evelyn: The 

manager explained to you what happened and how it works. She did not, said Evelyn. Yes, she 

did. You donôt remember. I would remember but nobody explained, cried Evelyn. If you say it 

again, we will declare you mentally incompetent, shouted the nurse with the finger pointing into 

the old ladyôs face. As the manager approached, this same nurse patted Evelyn and said in a 

sweet voice: Are you ok now, darling? 

I later learned that Evelyn placed her purse on the vegetable shelf in the local supermarket during 

her outing with the help of Home Care lady. They had it on camera how somebody picked her 

purse. Manager of the supermarket told Age Care manager so they decided to take over Evelyn 

finances. Evelyn insists that someone stole her money from her drawer in her room. 

Peter wants me to check his bank statements every day. Nothing is safe here, he says. They are 

all thieves.  

Most residents are concerned with their finances and personal possessions. They worry about 

privacy and autonomy; they see enemies all around. It is frightening to surrender the last vestiges 
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of self. I remember old clichés. You are what you know and do and have. The residents no 

longer do, or know or have but they still feel the loss.  

Trudi is 89; she was born in Austria but married a Croatian and lived in Bosnia for twenty years 

before she came to Australia. She stands at the door and tells me that she just came to visit her 

husband and is now waiting to go home. Her husband died ten years ago and she has been a 

resident for two years. Everybody loves Trudi. She prays all the time. She carries her Croatian 

prayer book everywhere she goes. In it she has pictures of her mother and of her babies. She 

shows them to me every day. She forgot English and speaks only Croatian which others donôt 

understand. 

Gwen is a lady; I thought that she was a stuck up lady but she smiles and nods to everybody. She 

dines like she was in a restaurant all dressed up waiting for a boyfriend. Small bites and a napkin 

to dab around her mouth. She is the only one not wearing a bib at meal times. She has fine bone 

china cup in front of her; the others have plastic mugs. She knits scarves for everybody. I like her 

for the dignity she brings to the joint. She told me about her unhappy childhood in the strict 

religious cult. She does not want to have anything to do with religion now. 

Lisa is a tiny lady who picks at her food birdlike with trembling hands; she is shaking from cold 

and frailty. She complains that air-conditioners make the place too cold but nurses like it that 

way. Lisa is close to ninety and tries hard to hold on dignity. She is not happy with the treatment 

she receives. In her hometown in Philippines she was a princess until she married an Australian 

farmer and came to never-never; she calls all Australia never-never. Australian government 

would not let her come to Australia until the white Australia policy was abolished during the 

fifties. She lived in this never-never now for fifty years. Lisa demands that her friend Helen buys 

for her the right shade of lipstick and nail polish although at her age it may not be very important 

what colour her inverted lips are. Without her dentures her lips almost disappear. Most residents 

have denture problems and some refuse to wear them; their lips dragged inwards make old age 

more obvious.  

Edith is an aboriginal lady from Goodooga, Henrietta is from Germany, Dianne is a much loved 

local Aboriginal, and Jane used to be a nurse in this same place for many years.  

Rachel is with her husband Ron all day every day. She is a hospital volunteer and a great comfort 

to all residents. She does the laundry and wipes the tables but she is not allowed to give food or 

drink to anybody. Rachel and Ron eat with simple appreciation of nourishment. They were and 

are each otherôs only love. Their parents did not like them to marry because she is a Maori and 

he is English but they loved each other and have a loving family. They are chirping like young 

lovers but sometimes Ron snaps and swears and hits. He has never been angry or abusive in his 

life before dementia took over, says Rachel. Now on an occasion he swears fluently and loudly. I 

wonder where and how Ron learned to swear. He also constantly demands to be taken home.  

Joe cannot by himself take a drink sitting in front of him so he is usually dehydrated. If I see him 

drowsy and not responding I give him a glass of diet cordial and he revives instantly. Often Joe 

goes without a drink until I come. The server told me that he is usually sleeping. Morning and 

afternoon drinks are usually left in his vicinity although they know that Joe has no capacity to 

reach for them. Some ask him if he wants a drink; they should know that he cannot make a 

decision or express a wish or need. He no longer talks or responds but he drinks thirstily if the 

drink is introduced to his lips. I gave Joe a drink one day and my Rachel's husband Ron said that 

he was thirsty too. I gave him half a glass of water with a drop of diet cordial.  
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Who gave Ron a drink, came security manôs, thundering voice over the assembly. Cilka you 

should know by now that you are not allowed to give anybody food or drink, said the kitchen 

assistant. We have to record everything that goes in and out of residents, helped the nursing 

assistant. Cilka, do not give anybody food or drink, repeated the RN sternly.  

Rachel asked me to give him a drink when she is away, I defend myself. 

Everybody looked at me as if I committed a murder. I would never denigrate and reprimand four 

times publicly any child the way these four people reprimanded me. I really do not need to be 

told four times in front of everybody in a thundering disrespectful voice that I should know 

better. On her return Rachel was also reprimanded for giving me permission to give her husband 

a drink.  

Among many other tasks Rachel does everybodyôs laundry. When she once alerted the staff that 

Joe fell in the garden a nurse said to her: stop interfering with our work. 

Evelyn said: There is no point complaining about the staff because some people are just born like 

that and will never change.  

Menôs table is in the corner. Allan splatters his food over his bib and face and table. This giant 

always looks out for more food. I once chipped a bit of my sandwich for him but bossy boots 

nursing aide reprimanded us both and scraped the bit of bread out of Allanôs mouth. A special 

diet. Doctorôs orders, she hissed in my direction; Allan looked like a bullock before the slaughter 

with his bovine eyes and salivating smile. The nurse tells Allan to behave himself and use the 

knife and fork properly. Allan is humming the sentimental tunes from long ago coming from the 

radio. He has been here from the start. He is close to fifty now but he was in his twenties when 

his motorbike collided with the truck and left him physically and mentally damaged. He canôt 

have the food he craves because he would grow too fat and heavy for the staff to manoeuvre. 

Next to Allan is Janek, everybody calls him PJ being for Polish Joe since nobody can pronounce 

the manôs name. The security man tells me to keep away because Janek apparently hits. In five 

years Janek never had a visitor. I look at his eyes to see what mood he is in and then we both 

smile and he extends his hand towards me and I give him my hand to kiss and he says you are ki 

ki- he wants to say kind but the sentence is too long. Sometimes his eyes are angry and I keep the 

distance. He is somewhere between seventy and ninety. Nobody can tell me anything about him. 

One day I saw him carrying a big book and I asked him if I can have a look at it. We sat in the 

dining room and looked at his family album. There are people smiling, feasting and socialising. I 

see Janek in black suit and a bow-tie with the microphone in his hand addressing a meeting of 

well dressed group of people. I see pretty women smiling at Janek. He must have been somebody 

important.  

John is an eighty six years old Hungarian; he wants nothing to do with people at varying stages 

of forgetting because he still remembers. He tells me about his open heart surgery after which he 

never properly recovered. John is annoyed because Simon wants to talk Hungarian with him; he 

keeps explaining that he forgot Hungarian but Simon forgot English. 

Simon was a handsome local artist; he fancied himself as a desirable playboy until he realised 

that nobody fancied him anymore. Since his wife died he offered himself to just about every 

local female but they all rejected the old slightly demented man. He canôt comprehend what 

happened. He was certain that women will follow him like a Piped Piper into the sunset.  
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He went to Philippines and got himself a young girl for a wife. He tells me that he bought Viagra 

but it did not work and anyway his new wife would not let him touch her. He chased her with a 

gun and then police came and the doctor recommended nursing home.  

Simon regularly proposes marriage to me and I keep telling him that I am married. He tells me 

that maybe I will marry him when Joe dies. Should I be offended? Many old ladies in the Age 

Care complain about his propositioning. 

Simon is obsessed with the loss of his sexuality. He tells me that he is looking for someone that 

would take him out; he is like a puppy panting for a loving home. He became a nuisance telling 

everyone how he would like to make love to a woman. Any woman. He just needs a volunteer 

woman on which he would test his potency. He explains to everybody that he knows different 

ways to sexually satisfy a woman. All he needs is a willing partner. Simon was born on Croatian 

Hungarian border and his wife was Croatian. He can still go to town but he has nowhere to go 

and no one to see. He gave his money to his daughter to make room for him in her home but she 

tells him that it is much better for him in Age care. She did not like him marrying a young 

Pilipino girl. Simon tells every woman how nice bottom they have; he is obsessed with breasts 

and bottoms. 

Simon sometimes dances a little jig singing licky dicky and the ladies get upset. RN Kim asked 

me what does licky dicky mean in Croatian. I told her that licky dicky means nothing in Croatian 

but sounds much like dicky licky in English. I understand that the old ladies are frail, fragile, and 

slightly frightened of Simonôs exuberance. It is not easy to coop together people who are so 

different and act so unconventionally and without inhibitions. I can go away but the residents 

canôt escape him.  

I sit next to Joe holding his hand every day and Simon sits himself next to me sometimes because 

it is easier for him to speak Croatian which I understand; he tells me about Napoleon, Greek and 

Roman history, about Russian literature, about astronomy and about art world. I am amazed how 

much knowledge is still stored in his head. He reasons well on any historical or scientific topic. 

After awhile he notices that I would prefer to read my book so he asks me if I would mind if he 

told me something before he goes. I said feel free to tell me anything. He said; I get so excited in 

my trousers when I talk to you; I am sure I would get an erection if I touched you. His manliness 

is still the main issue for him. He tells me that he talked to an Indian woman about marrying her 

but she told him that her cousin in India still needs a husband so she could come to Australia. 

Now Simon would like to test his virility with some woman before he begins plotting to get this 

Indian woman to Australia. He went to see the immigration people to get permission to marry. 

He says that he is afraid of embarrassing himself by being unable to perform sexually. 

The kitchen lady pushing drink trolley bypassed Joe so I asked her for a drink. She looked at Joe 

and declared that he is asleep and does not require a drink. Everybody in a nursing home is half 

asleep until there is a reason to be awake. I bring out my bottle of juice and he drinks and revives 

like flowers watered after the drought. Keep alert Joe or you will not get your water. Can he have 

something to eat for morning tea, I beg the all knowing server and she tells me that he is not 

allowed anything because he is diabetic; he could choke on a biscuit. I feed him mango and 

bananas and pour juice into him. Maybe I should follow her advice and not feed Joe. Maybe I am 

only prolonging Joeôs suffering by keeping him alive. Maybe I am only serving my own sense of 

ethics. Maybe I am just scared that he will leave me.  
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83 years old Vincent wants to visit Joe with me. I also want to introduce Vincent to the Age Care 

where he will surely be soon. Vincent is very frail and has nobody; actually he has a dog and 

they are devoted to each other. In age care they see how starved Vincent is so they offer him a 

plate of food. I make him a cup of coffee and share with him a piece of fish I brought for Joe. He 

eats with great appetite. The next day Vincent tells me that the nurse in Age care wants to see 

him and would I take him with me again. He was hoping for a free lunch. I told him that he can 

stay in the facility and still go out during the day. Vincentôs dementia hasnôt progressed yet to the 

stage where he could not go out. Will they let me keep the dog, he asked. They do not. Vincent 

buys his smokes and dog food, he pays his rent and buys a couple of dozens of pies for himself 

every pension day. The rest of his money goes to the poker machine; he says he enjoys his 

freedom. He is happy. Which is obviously more than residents of Age Care have.  

Most of us try to disguise and deny the need to be noticed, recognised, appreciated, adored, 

praised and maybe loved. I realise that we do everything for love. I wonder if animals have the 

same need to be loved. People work, create and kill for love. Animals kill for the privilege to 

mate. Perhaps mating is all and Simon knows he can no longer mate even with the help of 

Viagra. Maybe we created the word love to disguise our natural need for mating. Maybe we 

wanted to lift ourselves above the animals by writing poetry and painting pictures. We are 

preening ourselves like birds do before they start their mating dance and nest building. Maybe 

people only work harder in order to prepare a better nest for a mate.  

We try to maintain our individual humanity in the anonymity of the Age Care; we know, actually 

the whole world knows, that we live in the shadow of death, waiting to be at peace with our 

maker; but there is still a flicker of life that wants to express itself. And be validated. We would 

like to forget at least for a moment that we are just an age problem the government is dealing 

with by providing nourishment and air conditioner.  

RN Kim scolds Simon and tells him to leave other people alone. I tell her that Simon never 

touches anyone; he only likes to tell everyone how nice it is to see them and how beautiful they 

are; women and men. He brings a bit of sound and colour to the drabness of the silent sedated 

place. During the next few days I notice a change in Simon. He is obviously on Risperidone. He 

sits alone and stares into space. His face changed; he is unsteady on his feet; his eyes are 

enormously sad. Simon swears and prays quietly in Croatian; his lips are silently asking god to 

take him. I hear the whispers of his prayers in Croatian. He goes to church on Saturdays and 

mouths these same prayers half audibly there.  

After a week I notice that Simonôs effects of Risperidone became less obvious; his jolly 

romancing begins again in slightly modified form. They must have adjusted the doze. 

Jean Claud tells me to call him John. John married an Australian lady who is in hospital at 

present so she placed him in respite care. Born blind to Jewish parents in Paris, John was a target 

of many taunts and torments as a child. He was a highly intelligent student in a Catholic Franco-

German school for visually impaired on the border of Germany and France. He felt persecuted 

by the teachers, priests and students; everybody had a go at him. They wheeled his bed into the 

German section of the dormitory and yelled Hail Hitler. Hitler is coming back and will burn you 

in Dachau. Partially visually impaired students tied him on the cross and fed him faeces. He 

burned the school in order to be sent home and escape the torture. His father was violent and 

John often ended in a casualty. On his vacation in England a Baptist family told him that Jesus 

loved him. For the first time they also hugged him. He became a Messianic Jew and devoted 
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church goer. These Christian people taught me how to be independent so I could escape the 

prison of my blindness, says John.  

Peter is in a wheel chair since he had a stroke. Lately his head hangs low, his face seems 

swollen; his bottom jaw hangs loose. His wife left him after he had a stroke and his children live 

in Sydney. He fiercely hates the staff that in turn ignores his needs, wants and wishes. 

Risperidone keeps him quiet. 

I am rather fascinated by residentsô stories. Terje tells me that in his Norway hometown they 

have no sunlight for six months. There is a lot of water and mountains but the nearest house is 

seven kilometres away. Childrenôs first lesson is how to build an igloo and how to dig a trench to 

survive a snow storm. They have many fish recipes. 

Most migrant residents forgot English and returned to the language of their youth until even that 

failed them.  

My Joe says an occasional Slovenian word, Simon speaks Croatian to everybody and Henrietta 

speaks German. Ron and Rachel sing Maori songs in Maori language. They are the gentle breeze 

of the establishment. 

Joseph is Czech and Ivana, his visiting girlfriend, is Ukrainian. Both are around 80. Ivana is a 

yoga teacher and astrologer; Joseph was a master builder. Both feel frustrated by Josephôs fast 

deteriorating health.  

Old Age residents are much like my garden. The flowers hang their blooms unless I water them 

but as soon as I do they lift their heads in a blooming salute. Same with people in a nursing 

home; the spirit of life returns to their faces as I shake them into remembering by sharing my 

memories with them. I can feel the vibrations of reawakened information in their bodies; when 

they make connections their faces blossom. I wish I could water these wilted flowers and return 

the life to their faces, to bring back memories and smiles and flirtations. They call out to me in 

the hope that I will spend a few moments with them. To the young nursing staff they are 

foreigners who have to be fed and washed but to me they are people I knew in their younger 

days. They told me their stories and we became connected. Our connections are fragile but they 

are all we have. They know that I know that they are real people. For some I remain the only 

witness that once upon the time they were young. One is only truly alive as long as someone 

wants him to be alive; when someone knows him.  

Most residents are still on Risperidone which helps them sit still and forget their sadness and 

anxiety. Does it matter if they are made contented? As soon as a resident becomes unhappy, or 

fidgety or starts to pace the corridors the staff demands from the doctor that he prescribes 

something to keep them manageable. I worry about the harm doping does to the residents. Then 

again many are praying for death anyway because they are simply tired of life. 

Wasnôt it only yesterday that these adventurers flirted and tried to impress me. Nobody tries to 

impress me anymore and nobody is impressed by me or them either. 

Decades ago these exuberant solitary individuals brought their plans and hopes for the future to 

Lightning Ridge and now they are suddenly alone, lonely and forgotten. Young care-workers 

serve them food and make their beds but they have no idea what dreams these people are 

dreaming. Some never had a family, some have broken families; some never had children others 

have children who are busy in distant cities. Their children never learned from their parents to 

care for the old; they never met their older relations. They never learned to revere the old. Sadly 
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half a century after their arrival these heroes of the outback became old people. It does not make 

much difference if they are rich or poor. These days we hardly mention the red on black; rainbow 

and harlequin patterns of the opal colour are of little interest to most of us. 

We talk about health. We exchange the news about aching joints, heart palpitations, pace makers, 

cholesterol, sugar levels and blood pressure; we compare various stages of dementia we are in. 

Some call our famous town a retirement village. Young adventurers no longer come to search for 

the famous gem opal- red on black; instead old tourists come for the hot artesian baths to soak 

their pains away.  

Every Friday there is an alleluia hour in the age care. Church ladies call it a care and share hour; 

they lead the residents into singing hymns; they also spend a few minutes chatting with 

everyone. This little conversations are the only human acknowledgment for many. 

Lately I attended many seminars about personality mental disorders. Members of the community 

who seem to function and perform normally in their roles tell how they cope and manage to hide 

their disorders. Depression manifests itself in different ways; anxiety seems to be common to 

most; then there are phobias and panic attacks and schizophrenia and paranoia. The invisible 

trauma of mental sickness causes people to act differently. I havenôt walked in the shoes of the 

person afflicted with brain malfunction so I better show compassion for people who behave 

differently. The fact that they hold a job is a testament of their struggle. 

I learned to read faces and can now tell at a glance if a person will be nasty or kind, serious or 

have a sense of humour. I also realise that we all have good and bad days. Good and bad feelings 

spread like a virus; sometimes it is better to keep a distance and give space for bad emotions to 

evaporate. 

Finally I have to accept that young people are in charge now. I shouldnôt expect them to know 

that the residents and I were once young. Like us older people, young ones only have one chance 

to gather wisdom of their own. The oldies saturated the market with wisdom nobody is interested 

in. Perhaps only the powerful, rich and famous remain desirable into the old age; they pay for the 

privilege. Somewhere I read a new golden rule which says: Those that have gold, write the rules. 

The year of 2012 is coming to an end.  

The whole atmosphere in the nursing home changed for the better. We all became carefully kind 

and gentle with each other; the tension evaporated. When I want to go out someone opens the 

door for me almost instantly. If I ask for assistance with Joe it is offered immediately. I love 

these foreign care givers. There is no new investment, no new equipment in the Age Care 

facility. It is only people. I canôt get over the fact that all the staff is doing what they are 

supposed to be doing with smiles on their faces rather than frowns. The tension is gone; we greet 

each other with a genuine smile.  

Yesterday they baked a cake for Evelynôs birthday. Ron and Rachel celebrated 56th anniversary 

of their wedding and the staff prepared a party with decorations and a cake. I remember with 

sadness Joeôs birthday in February 2011 when he only got a large dose of Risperidone. I found 

him slumped over the table while his friends waited at home for him to wish him a happy 

birthday. Lately everybodyôs birthday has been celebrated by all of us; every visitor is 

welcomed. I try to forget the visitations of the past.  

For Melbourne Cup we all got dressed up and participated in mock races and in the excitement 

of betting. There is already the talk about Christmas party. 
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On 11th November 2012, Remembrance Day, I go to the church. Most of the nurses also come to 

Catholic Church. I exchange the peace offering with them. Four of them came from India, one is 

from Philippines and two are Irish Australian. Since they started working at the Age care, there is 

a calm, gentle, kind, caring atmosphere. Could it be true that those who follow Jesus really try a 

bit harder to love their neighbours? Maybe the change is due simply to the fact that these new 

carers have no other interests in our townôs social structure so they dedicate themselves more 

thoroughly to the residents of the age care. Perhaps they are showing gratitude and appreciation 

for being in Australia. Perhaps we, Australians, need a wakeup call. Maybe we have taken 

Australia with its many gifts for granted.  

I accept that local staff could not help but be a part of townôs politics. Everybody is someoneôs 

friend or enemy; present or former partner in mining; related to or in relationship with someone. 

We all have common history; social and financial standing in the community plays a part in local 

politics. Even neighbours and their pets sometimes play a part in their working behaviour.  

i.e. I asked the cook/kitchen server for a drink for Joe and she said: I will first serve more 

important customers. Saying that one resident is more important than the other is, of course, 

inappropriate but hierarchy such as it is did not allow anyone to reprimand her openly although 

they exchanged glances in surprise. I asked her earlier on if Joe can get normal food instead of 

mash and she brushed me off sternly saying that she only listens to her boss. She could have just 

referred me to her boss politely if she chose to be professional.  

I remembered that this cook was our tenant forty years ago. She was defrosting the fridge; she 

tried to pry away the ice in the freezer with a knife and accidentally  put a hole into it. The gas 

escaped and Joe scolded her. She never forgot it and now was the time for her payback. 

Competing for power really is a local, tribal thing. Local Age care staff miss no opportunity to 

let visitors know who is the boss and what rules apply. Most are biased towards friends and 

family; they also ostracise residents on the basis of previous family disputes or connections. 

There is evident cultural and ethnic bias; often they knowingly or unknowingly act on envy, 

jealousy and hatred. They chatter about TV shows and boyfriends while a visitor waits to be let 

out through the security door or before they respond to any requests from the residents or 

visitors. E.g. I asked two care workers heading towards the exit to let me out. We have to attend 

to the residents first, snapped the care worker standing next to the exit button. They made the 

bed, found the program on TV and chatted with the resident for ten minutes before one flicked 

the card to let me out. She just wanted to show me who is the boss. Complain again and we will 

make you pay, was the message.  

I donôt argue or complain; I  learned my lessooon.. 

The manager did say that it takes time to change the entrenched culture. I saw slogans she pinned 

on the walls: Respect and dignity in this workplace. I did not believe that the words would mean 

anything. Then I remembered the words from the Bible: At the beginning there was a word and 

the word changed everything.  

I still believe that it was my right and duty to monitor Joeôs medical and nursing care; I know he 

would do the same for me always. I could even delude myself into believing that my 

complaining helped to change the culture. I mentioned to the manager that I am writing a diary 

and will try to have my journey with dementia published. I had no realistic hope at the time to 

write a book but they know that I occasionally write articles for magazines and have had books 

published. Would it be possible that ..;.no, no, it is not possible that they would want to be seen 
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in a better light although it would be wonderful if that was true. I was documenting the abuse and 

had pictures of injuries Joe suffered.  

Perhaps everybody contributed to the improvement but I still believe that overseas staff and the 

new management changed the place.  Maybe miracles do happen.   
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My diary from 2012 

 

I stay with Joe most of every day. There is no hope for him having any kind of meaningful life. I 

bring my face to touch his face and he kisses me; the touch of the skin is good for both of us. His 

body is stiff in a foetal position most of the time. Today I cleaned his nose and he snorted big 

lumps of dry phlegm that made it hard for him to breathe. I shaved him and cut his fingernails 

and toenails. He has bedsores, his heels are open lacerating wounds; his joints hurt. He holds my 

hand tight. I donôt know if he is aware of his condition or of me but he screams in agony when 

they dress his ulcerating heels. I rub his back and he purrs and whispers: you are my little kitten. 

I love you. I know that he is still there. He is still my husband. 

I feed him and kiss him and he keeps on eating and kissing with his eyes shut. He is kissing all 

the hands that touch him gently. He is kissing the food and the drink that touches his lips. I sit 

next to him in the dining room and force his mouth open for the first sip of the drink and then he 

drinks it all because he is always thirsty; same with food. I know that it is easier for me to sit 

next to my freshly washed and dressed and perfumed husband than it is for those who prepare 

him so. Preparing him is their job. For some it is what they like doing or what they chose as their 

career, for others it is a necessity 

The priest anointed Joe and placed hands on him; Joe no longer resists; he seems to enjoy the 

gentle touch of any hands as he closes his eyes to receive the blessing in Jesus name. 

Joe is on a soft diet now. I taste his mash to see if it resembles in any way any of the known food 

substances. The mash looks much like what will become of it at the other end; only smell 

changes slightly. Shades of yellow carrot  sprinkled with green mashed peas; much like a melted 

speckled brick. It tastes like gravel. No salt or fat or sugar allowed. Joe spits out the mash but 

happily eats mango and bananas I bring him. Sometimes I smuggle in ice-cream. Food is the 

only thing he may still enjoy. What else is he to live for? The staff say that they have to keep him 

on the diet for his health's sake because he is a diabetic. In his dying days he is not to enjoy any 

forbidden fruit that may raise his sugar or blood pressure or cholesterol. What are they saving 

him for. Do they believe that mash will cure him? 

Everybody is happy since new carers came in the middle of 2012. They actually talk to residents 

and visitors; we share bits of ourselves with the staff; we tell news and jokes.  

The Indian nurse tells me that India has no summer but has instead a rainy monsoon season; it 

rains nonstop for three months. Rice growers like that. She also tells me that India is now 

promoting one child families; the government stops giving child support to families with more 

than two children. Another Indian nurse tells me that in India a family looks after the old ones. I 

love these humble, gentle nurses. I explain how I would also like to look after Joe but canôt lift 

him when he falls. 

A beautiful Pilipino girl with a sweet and gentle disposition brings a smile to every face. She 

hugged me when Joe was very sick; she told me how she cared for her demented father. 

Everybody loves Michele, the wobbly New Zealand nurse. One feels better just looking at her 

kind face. All New Zealand nurses seem to have a sense of humour; for the first time we are 

allowed to laugh and generally see the funny side of our situation; their generosity and hard work 

is appreciated by the residents and visitors.  
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Sara is 16; she is like a breath of fresh air; as a volunteer she does manicure and plays games 

with residents during her lunch hour.  

An Aboriginal nurse tells me how Aborigines respect and revere their elders. I love her. 

The two new male nurses make residents feel cared for and important. 

The new staff restored my faith in the Nursing Home care. The new management and the 

imported staff have no interest in local issues; they are here professionally and when they leave 

they leave behind only a memory of their professional competency and any caring kindness they 

offered. There is humour, laughter, chatting, patting; games and exercise were introduced for 

residents. During the balloon game I saw the residents laugh for the first time. Their faces 

blossomed as they patted the balloon into the air. 

Even the leftover local nursing staff gradually became a little more respectful and 

accommodating. The gentle ways of newcomers must have rubbed off on them. Greetings and 

smiles began to appear everywhere. Rules vanished. 

I gradually learned some valuable lessons myself. 

People in charge of the nursing home are ordinary people who have their own private lives with 

all the ordinary private problems. Their thoughts do not revolve around the welfare of my 

husband like mine do. I had to accept that while Joe is my whole life, to the staff he is only one 

of their many demented residents.  They make mistakes; when criticised they become hostile. 

Accept it and deal with it. Their work is their survival not a hobby. I feel remorseful for being 

angry. I realise that we are just like the rest of the people; some are by nature caring, 

hardworking, friendly and generous while others are negligent, aggressive and lazy. The snake 

only attacks when it feels threatened or when protecting the family. We are no different. 

I had to adjust my expectations. 

As one resident put it: Ignore the ten percent of ratbags; perhaps they are coping with their own 

afflictions. Concentrate on the ninety percent who are fine or at least reasonable.  

Most of the staff are not trained to understand residentsô many medical conditions and 

requirements so they have to strictly follow the orders of those in charge. It is always easier to 

deal with people who are qualified to confidently apply common sense as well as rules.  

I learned to cope with the fact that even qualified medical staff is not always all knowing or 

caring; they are like the rest of the population; some can be at times arrogant, aggressive, 

belligerent, ignorant and negligent. Just because they are in a caring profession does not mean 

that all of them are natural carers. Some nurses may be more suitable for other areas of health 

where discipline is the key.  

Finally I realised that doctors are not gods. Sometimes they make mistakes. My husbandôs health 

and my wellbeing are not their first or only priority.  People live longer; age care is expensive; 

the health of old demented people is not at the top of anybodyôs list. All seems well as long as 

the oldies are kept quiet, clean, cool and fed. 

As I get to know people I understand and like them better. I practice tolerance. We are all trying 

to survive. Is it my right to complain and try to change their attitudes? Is it perhaps my moral 

duty to protect the most vulnerable any way I can? 
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Eventually the staff and I developed mutual respect. The new nurses are friendly, sympathetic 

and understanding; I put up with the few arrogant and negligent and lazy ones.  

It took me awhile to accept the fact that he ratbags and the caring nurses, are paid the same 

money. But that too is a part of a general pattern of life.  
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End time-2013 

During the last eighteen months I cried a lot; for the first time I realised what anguish people feel 

when they lose their life partners. Half of me was cut away and all our memories gradually died. 

I never knew such loneliness, desolation and grief. Nobody could share my sadness. Joe lost 

contact with friends long ago but in our aloneness we became closer every day. I remained with 

him most of every day in the nursing home as he moved away more every day. On rare occasions 

he would look at me and say something like: you are so lovely or you are my angel or I love you 

so much. It was like the light would flicker into the darkness. 

Joe became more loving, grateful, contented and demonstrative. I understand why in the past he 

did not dare tell me how important my love was to him; he had to keep me under control because 

he was scared to lose me. There were young migrant boys all around us so he had to be watchful 

but he would never allow himself to appear vulnerable or jealous. I was jealous, attention 

seeking girl; I needed attention to survive. I am trying to make it up to Joe. Joe will never get 

better but I want his last days to be peaceful and loving. The ulcers on his heels are inflamed, 

open, red around and white in the middle; he cannot walk anymore. Two men job with the lifting 

machine, said the nurse. I can only hold his hand and kiss him. Sometimes he rewards me with a 

word. Once he pulled me closer and kissed me smack on the cheek. 

I am so grateful to the people who look after Joe now. They could not be nicer to both of us. It is 

a pity that I had a bad start with local employees.  

By the end of 2012 Joeôs health gradually deteriorated as expected and was predicted. He had a 

few falls, so he became confined first to the chair and later to the bed for most of his time. There 

is no turning back.  

31.10.12 

Two nurses came to talk to me today. One explained that there is the form to be filled in regard 

to Joeôs treatment. I knew what the form was and have expected it. It asked if I was going to let 

Joe go peacefully when his organs gave up. No artificial resuscitation, no tube feeding, no heart 

stimulation. I cried because I felt that I was signing his death warrant. This simple action sapped 

my energy and the will to live. I donôt want to be old alone. I understand now why couples die 

soon after each other. Women usually die after their husbands because they need to tidy up.  

My sons will also have to make a step in line. Next in line. Death will hit our boys because there 

wonôt be anyone to fall back to; to carry their history. For the first time I miss having my 

extended family around me. I want to go home. I am alone. I would hate to become a nuisance to 

my children and grandchildren. 

I wish Joe was with me watching 2012 American elections. We were both interested in politics. 

Now I no longer care which party will win the election or who will win the knowledge or talent 

test. I have no one to argue with. I have no-one on my side. 

I look at long lines of Americans patiently waiting to choose their future leader. It is ironic really 

how we rush and look for the shortest line; to be served first; to get there fast. I have seen people 

travelling on the same plane arguing about their place in line to get to their seat on the plane. 

They know that they will all get there and that as soon as they are seated they will want to stand 

up and walk and get out. Yet these adults argue about reaching their destination, their seat on the 

plane, first.  
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I am here now. I arrived.  

I keep busy and talk to Joe; thatôs the best I can do during the day but when in the evening I turn 

off the light I have no dreams to put me to sleep. All the silly questions come to visit. Why am I 

here, who am I; why is waiting for death such a boring sad thing. Dreams about my rosy future 

were there on the bedside table to play with before sleep. Now I only have nightmares. 

I donôt like my face in the mirror. I do not dream about the riches or love anymore. How 

wonderful youth is when one falls in love and becomes blind to all the imperfections of the loved 

one. When one believes in the love of an ideal man or woman. 

My mind is congested with information. It is a highway of sudden stops and delays. I keep 

searching the folders of my mind for the dates and names. Is that how dementia begins? 

3.12.12  

Nobody can replace Joe because nobody else knows me as I was at seventeen and at fifty and at 

sixty. Inside of myself I am still all of those things that I was back then but only Joe knew all of 

those things.  

I am 73 now; I am grateful for my health, my looks and my ability to think. I understand much 

more than I did at seventeen when Joe discovered something nice in me. I hope I can still do 

things and be someone important in someoneôs life. 

Writing helps me cope with loneliness and despair. 

 

Locked doors behind me 

Locked doors behind you 

Nobody wants to know 

That we are broken in two 

Part of me with you 

In a nursing home 

At the mercy 

Of those that donôt know you 

That will never know you. 

You hold my hand 

With eyes shut 

Elevated feet 

Lips moving silently 

Who are you speaking to? 

What are you remembering? 

Where are you travelling? 

Memories 
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Of blooming springs 

Of dreaming 

Of believing 

Of dancing cheek to cheek 

We arrived 

Donôt go yet 

I donôt know how to do it alone 

We have it all now 

The bed is waiting 

The movie is on 

Books to be read 

Flowers to smell 

The kitchen invites 

The future is ours 

Donôt leave me 

There is nothing for me 

Without you  

Why canôt we go 

Hand in hand into the valley of silence 

Like we travelled 

Every step of the way 

Watching out for each other 

Donôt leave me behind 

Seventy three in front of me 

Seventeen inside 

Who would believe 

That I was ever seventeen 

And looked at the sky for eternity 

Looked into your eyes and discovered 

Love like nobody ever knew 

The first flower of spring 

Seventy three on the outside 

Seventeen inside 
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People in the nursing home became my friends.  

Chi is walking Neil, Fran is playing balloons with a group, some residents are absorbed in craft 

and art.  

How could a place change from hell to heaven? 

Nobody walked anybody or played games with anybody in 2011 when Joe first entered this 

place. Nobody talked to visitors or residents; nobody greeted anybody. Now they tell me what 

Joe ate, how they washed him, what medication he is on. They ask me where I would like to sit 

with him. Would I like a cup of coffee? I talk to Rachel and Evelyn and we agree that we are all  

grateful for the change. All is well that ends well, they say. I believe that everything is possible if 

we put our minds and hearts into it. 

Joe tightens his grip on my hand when I ask him if he is happy; he likes me being next to him.  

4.1.13 

I always liked our town because people are so unique, talented and skilful. Now I realise that 

they are all searching for the purpose to their lives; to make their lives meaningful. Which brings 

me to the question: is there a meaning to it all? Did we lose the meaning in the abundance of 

things we own? All the Christmas presents became forgotten, unwanted junk as we try to put our 

lives in order again after festivities. Is there anything that we can take into the night as we meet 

ourselves? Is anything forever? We are all fighting our own demons. The more I become familiar 

with people around me the more personality disorders I discover. I am sure that they also learned 

how to cope with my disorders. Struggle and conflict and the fight for survival go on in all living 

things. 

10.2.2013 

I have taken a sleeping pill with hot milk; I read a boring book but I cannot go to sleep. I try to 

create happy exciting scenarios in my imagination to escape from the nightmares of my life; I 

make up dreams of wealth and strength so that people will notice how loveable I am. Are we all 

deluding ourselves in this essential self love to survive after we lose the innocence and the belief 

that someone is calling our name into the night? There is no story in my madness. I am trying to 

laugh but I laugh alone.  

When I finally fall asleep my dreams are a muddled repetition of dayôs events and in the morning 

I donôt want to wake up to what is in front of me. Is this depression? I feel totally alone. I miss 

Joe. In the morning I tell him how I feel. 

16.1.13 I had a dream that Joe was well again and we remembered the days of his sickness and 

his getting well. We were grateful for our health and each other. Nothing else was important. I 

was grateful for the dream and wanted it to continue. Perhaps we all fail to be grateful. 

Unfortunately nobody gets a second chance; nobody gets the opportunity to use the painful 

lessons one learns on the way. There was a preacher on TV telling how every flower needs 

manure to grow and  bloom. We all apparently need unpleasant times to understand and 

appreciate.  

In the afternoon Joe smiled at me, kissed me and tried to talk. It was like he rose from the dead. I 

havenôt seen him smile for months. Asleep as he is, he is still the only person really close to me. 

He knows me and loves me; I always knew that Joe loved me, needed me and wanted me.  
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I am grateful to God. I wonder what is godôs name and address. What does he/she wants me to 

do? I like the answer being a secret; we are in awe only of things we cannot define or understand. 

I listen to music; I cry and sing with sad songs; crying helps me go to sleep.  

17.1.13 

People often ask me if Joe still knows me. Joeôs eyes are closed most of the time and he rarely 

says a word so I have no way of knowing if he knows me all the time but when his eyes are open 

he knows me. When he speaks he calls me mati-mother like he used to. This is a reward for my 

waiting and being there. Very rarely he rewards me with a smile. He often tries to tell me 

something, he really tries, and I try to guess what he wants to say; he shows pleasure when I 

guess right. He squeezes my hand. Months ago when he still walked and talked he knew me all 

the time. His face would light up as he opened his arms in greeting. I think that I am the only 

person he knows but he also showed recognition of our grandchildren; looking from one to the 

other he smiled ever so slightly. 

20.1.13 

People are rushing by to catch up with the new discoveries and technology. Humanity is pooling 

the knowledge and we struggle to absorb it all. We are scared of being ignorant; of being left 

behind. We are afraid of new ways people communicate through technology; we would like to 

communicate like we used to; relaxed and with a cuppa in our hands; face to face. We rush 

forward and dream about the golden olden days. 

I remember my father telling me: Close your eyes and see the magic land where you can be 

anybody and where everything is as you would like it to be. Most residents sit with eyes closed. I 

hope they see their magic land. 

22.1.13 I arranged the delivery of my new PC modem a day before the announcement that any 

mail addressed to residential address instead of PO Box will be returned to sender. I told the 

sender that there must be a PO Box number on the parcel; I also told the post office to put it in 

my box even when addressed to my home. They all knew full well that the parcel was mine and I 

expected it but they returned it to sender. Rules are rules. Every day one meets people who like 

being difficult; they follow rules instead of using common sense, common kindness and 

understanding. When we have bad days we want to take it out on something or someone. 

Sometimes I get tired of friction but maybe we need friction to distract us from meaningless 

existence. Maybe conflicts are scattered among us to keep us alert and interested and thinking. 

Maybe overcoming daily senseless confrontations is all there is to life. Maybe I am unhappy 

because I did not discover a higher purpose for my life. I am annoyed because I let people 

unsettle me with their innate attempts to control me. Nothing is as important as a peace of mind.  

1.2.13 Today I gave permission for the doctor to give Joe more painkillers. Will these painkillers 

kill him? Do I want him to die or live? I know that it is sensible to let him have a rest from pain 

now that there is no hope of him having a meaningful life. They are still serving him tasteless 

diabetic food; I suppose they have to follow the rules and look after his health. He spits out their 

mash but he still enjoys the food i bring him. They are looking aftyer his diet and I am looking 

after his enjoyment; I feel guilty and then I cry. Sometimes I think that I should buy a pack of 

smokes or have a drink but I know that nothing will take the pain away. I feel fatigued and 

sleepy but I cannot get a restful sleep. I eat for comfort. 
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9.2.13 I wonder sometimes why god let us struggle and gather and build and climb the mountain 

only to struck us down when we become comfortably perched on top. When we feel that we 

could fly, our wings get clipped. Dust to dust; same dust forever? Is god punishing us? Is he 

having a laugh? Why did he make us believe in the future? Is he afraid that we would become 

like him; reach the heavens. Build a tower of Bebel again? Is he still guarding his fruit of 

knowledge? Does he keep us guessing because he does not want us to know? Why did people 

always want to know? Not knowing lead them to believe, of course. 

Our mountain is levelled now and our gathering of possessions is meaningless. Will we ever 

know why we were granted this moment in time immemorial? Will we ever know if we spent 

this moment as we were meant to? 

I often remember mumôs old saying: Plans are manôs odds are godôs. I made plans for little 

meaningless events while god dealt with the issues of life and death.  

I know there is a list of things to do; I need to have a list and I need to be useful to pass through 

time. I did not change the world for the better although I had ambitions to do so for a brief period 

of time. The world and the humans in it remain as vicious and selfish as the rest of the creation 

fighting for survival; we are all programmed by the same creator. We pretend to be generous but 

we are afraid of losing a place, status, loved one or love itself.  

We never moved the boundaries we came here to move. Boundaries are endlessly stretching into 

the abyss. We are terrified that the boundaries will brake and we will descend into the abyss but 

we are still pushing and waiting for a little white daisy on the other side; we want a gently 

scented lily of the valley with the face of heaven growing on the edge of the abyss growing alone 

in that forgotten far away garden of the fairies. 

12.2.13 

The Nursing home dining room is decorated, the cake is ready, and Joe is washed and perfumed 

for his 84th birthday. We sing happy birthday and I kiss him. I try to put a bit of cake into his 

mouth but it falls out. I give him a bit of ice-cream but he chokes and coughs it out. 

14.2.13 Joe survived his birthday and his number 13. He always said that everything happened to 

him on 13th. I think it will be good for him to be at rest. Itôs time to make that last step in line to 

eternity. Do people live good lives in order to have a nice funeral with lots of nice words said 

about them? I am next in line.  

15.2.13 

I cannot read or watch TV.  

I am stunned into waiting.  

We never reached the future 

We never found the answers 

We never became 

Who we wanted to be to each other 

The mountain laid itself into the valley 

As we travel the last steps into the unknown  
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Saturday 16.2.13  

The nurse asked permission to suction Joe because he was choking; the fluid was entering his 

lungs. I watched Joe cough; his face was contorted with pain. I believed that he will die from 

chocking then and there. They syringed morphine into his belly. I prayed that he would not have 

to suffer long. He had nothing left to enjoy since he could not swallow anything and even 

breathing choked him. 

I rang Marko and Marjan. They came home often during Joe's sickness. I held Joeôs hand and 

talked to him for the next 25 hours. I moistened his lips with the cotton bud and wiped his face; I 

kissed him and told him that I loved him. Marjanôs family arrived early on Sunday morning; they 

travelled over night and together we sat with Joe the next 12 hours. We talked about all the 

things we did together. We remembered our fishing trips; our overseas travel, our Christmas 

celebrations and all our birthdays. None of us slept for the last 36 hours so I went home with the 

children to have a short sleep. Marjan stayed with Joe overnight and we returned early the next 

morning Monday 18.2.13. We stayed with Joe until he died.  

During the long hours on Monday 18.2 Joe stopped breathing and his pulse stopped for some 

seconds many times but he kept coming back coughing and struggling. We prayed and sang and 

cried. Nobody wanted to leave. The staff brought us sandwiches and blankets but nobody wanted 

to sleep. We spoke to Joe and held his hands until at eleven twenty-five in the evening he 

stopped breathing; he changed colour almost immediately and his temperature fell. Within 

minutes his body became cold and he was at peace.  

We came home at midnight and I emailed friends that Joe passed away. 

Tuesday 19.2.13 

Phone calls with condolences came from all over Australia and from overseas. Funeral has to be 

arranged. We have to get music in order.   

Marjan wants to have Joe cremated. During their many fishing times on Tumut river Joe 

expressed the wish for his ashes to be scattered in the Tumut river. Marjan remembers the deep 

pool near the rocks where they caught most fish. He wants to put a plague there in memory of his 

father.  

We arrange for the church service on Friday 22.2.13 at 2pm. Marko and Daniel prepared their 

speeches. I did not expect our old friends from Canberra to come but they did. People were 

coming from everywhere to express their sympathies and phone is ringing constantly. 

Wednesday20.2.13  

We finalised the funeral booklets and sent them to be printed. Children prepared the readings. 

Marko wrote the eulogy. Music is ready. 

Daniel planted a tree in memory of Joe. 

Thursday 21.2.13 

Everything is a blur of faces and words. 

22.2.13 At 130pm we finally gathered in the church and everything fell into place. The funeral 

service lasted almost two hours. Many of us cried openly with Tanja Zagar's song: I miss you 

and Marko cried as he told Joeôs life story.  
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In Loving Memory 

Of 

Jozef Zagar 

12 February 1929 - 18 February 2013 
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Our Lady of Fatima Church 

Lightning Ridge 

Jozef Zagar was a loving husband to Cilka, Father to Marko and Marjan and father in law to 

Kathy. He was Poppy to his adored grandchildren Daniel, Michele, Natasha, Eliza and Janez 

Order of Service  

Lightning  Ridge 23 February 2013 

Opening music - Tanjaôs ballads 

Opening Prayers 

Make me a Chanel of your peace  

Daniel Zagar: First reading from Ecclesiastes: There is a time for everything 

Responsorial psalm Marjan Zagar: The Lord is my shepherd 

Father James: The Gospel - A reading according to John 14.1-8 

Do not let your hearts be troubled 

Song Pogresam te- I miss you - Tanja Zagar. 

Marko Zagar :   Eulogy 

Nasha Zagar:  I remember 

Marjan Zagar   Tells about dad's wishes. 

Did you ever know that you are my hero. Daniel O'Donnell:  
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