
Living with Motor Neuron Disease   (MND) 

 

Good morning friends. My name is Anita King, my husband is Peter King, and we have been living with MND 

for the past 2 years.  But first let me give you a little history about us. We first moved into the Langkloof more 

than 6 years ago, from Cape Town, and discovered this beautiful valley between the mountains. My husband 

and I love the peaceful valley with its friendly people and its natural setting; we are nature lovers at heart.  And 

we have led a very active life here, we love to restore old buildings, furniture etc, so it was a shock to learn that 

Peter was diagnosed with MND in February 2011. 

 

MND is a disease affecting the Motor Neurons in the brain and spinal cord.  Motor Neurons are nerve cells that 

control muscles in the body. The Motor Neurons die slowly and cause general wasting of muscles in the arms 

and legs. There is also a wasting of muscles of the face and throat, which leads to difficulty in chewing and 

swallowing.   It is a steadily progressive disease and there is no cure or treatment. Patients with this disease 

have between 2 – 5 years to live. MND does not affect the intellect, and does not cause bladder or bowel 

symptoms and does not cause sensory, visual or hearing disorders.   Most MND people are over 50 years and 

older and is more common in men 2:1.  Doctors don’t know what causes this disease. 

 

We had noticed in early 2010 that my husband was finding it difficult to write, then he started dragging his foot 

and would trip over things, eventually he had to walk with a stick, this was 6 months before he was diagnosed.   

He also had a bad fall down the stairs and injured his back, which we thought was the cause of these symptoms. 

But he put off going to the doctor as long as possible.   Eventually he realized that he was not improving and 

went to see Dr Okkie who recommended some tests in Port Elizabeth and to see a neurologist. Dr Britz 

confirmed that Peter had MND and that there is no cure.  This was a shock, but we still could not really accept 

the diagnosis until he got progressively worse and he had to face the fact that he would have to use a wheelchair 

as he could no longer walk with a stick.   This was about 6 – 8 months after diagnosis. 

 

Now coming up to 2 years later Peter has lost the use of his arms, hands and legs and for almost a year he has 

also lost his speech, and swallowing has become increasingly difficult. We have got an electric wheelchair 

which he uses every day and communicates with his cell phone as he can still move a few fingers to tap out 

letters and words.  Through all of this we have been blessed with support and prayers from our family and 

friends in the valley and for this we are very grateful.  It made me question the real understanding of “living for 

today”. Ask anyone what they would do if they knew that today was to be their last and many will respond with 

frivolous and self-gratifying events. We only realize the futility of these things when we realize our loved ones 

will pass on and we should treat them with utmost kindness and love, each and every day. As if it was their last 

day. 

 

A good life starts only when you stop wanting a better one and start living the one you have got to the fullest.   

Trusting God won’t make the mountain smaller but will make climbing easier.   I pray that we will climb all our 

mountains today and every day.  Peter and I try to go out at least once a week for lunch or a drive to 

Eersterivier, although it takes a great effort from his side and mine it is worth it, luckily he has a big strong 

wife! 

We are also fortunate to have family from Cape Town, PE and Plettenberg bay who visit regularly and lend an 

enormous amount of support, which we are very grateful for. So life can still be interesting and varied. Peter has 

accepted his illness with courage and determination. The condition of his body varies greatly from early 

morning when it is rested, warm and relatively comfortable to the evening when it can be tired, awkward and 

decidedly uncomfortable. His emotions can vary from complete anger and frustration to a serene calmness all in 

one day. Being in a state of enforced physical immobility yet with full intellect one can understand his 

frustrations. Still as his caregiver it has been a long difficult journey, both rewarding and frustrating at times. 

 

I am far from “Mother Teresa” status, but I increasingly see my care giving activity as being a major part of 

selfless service and part of my own spiritual growth. Accepting life as it is and feeling connected with all beings 

who suffer, I find a more open sense of compassion, and a desire to help in any way that I can. My frustrations 



pale in comparison to Peter’s but are never the less real. Suddenly I am responsible for maintaining and running 

this property by myself, seeing to burst water pipes, electrical problems and storm damage just recently. And 

the huge problem of dealing on a daily basis with a husband who has restricted mobility and other frightening 

and alarming symptoms. When I find it gets too much to handle I sit in a quiet part of the garden and find the 

inner peace of realizing that neither taking control of our own lives, nor giving up on it is the answer.  By 

offering control of our life to a loving maker, we can start dealing with our difficulties. 

 

I am going to read these few verses from a carer’s point of view: 

 

Sometimes we need to fall apart. 

We don’t always have to be strong sometimes our strength is expressed in being vulnerable.  Sometimes we 

need to fall apart to regroup and stay on track. 

We all have days when we cannot push any harder, cannot hold back self-doubt, cannot stop focusing on fear 

and cannot be strong. 

There are days when we cannot focus on being responsible. 

Sometimes we cry in front of people we expose our tiredness, irritability or anger.    

Those days are ok. 

Part of taking care of ourselves means that we give ourselves permission to “fall apart” when we need to. 

We do not need to be perpetual towers of strength.  We are strong.   We have proven that. 

Our strength will continue if we allow ourselves the courage to feel scared, weak and vulnerable when we need 

to experience those feelings. 

Today help me know that it is okay to allow myself to be human.   Help me not to feel guilty or punish myself 

when I need to “fall apart” 
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Peter has always had a good sense of humour so when there is a stressful event such as a fall or accident we 

both look at each other and laugh. Just recently he fell in his bedroom and was trapped between his wheelchair 

and the cupboard, I had to make a quick decision how best to lift him and put him back in the chair, as I was 

lifting him he started laughing,   saliva was dripping on my head. We both laughed till we cried. After a few 

hilarious attempts I managed to get him back in his chair. 

 

In closing I will say, this spiritual journey that Peter and I share has brought us closer to Jesus Christ. He has 

shown us the strength to give up all control of our lives, acceptance of the circumstances we find ourselves in, 

and the maturity to handle it all with serenity.    

We would like to thank dominee Barnard Steyn for the opportunity to speak to the Congregation. Thank you for 

listening to our story. 

 

Anita King 

 


