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Medical Technology – A parent’s perspective
In this article I would like to share with the reader the journey we have been on with our daughter, Erica in considering medical procedures, exploring how we have weighed up her quality of life and her increasing dependence on medical technology.

Erica, who is now 30 years of age has profound and multiple learning disabilities as well as some rather complex health issues. During her life we have been asked to make a number of decisions which have led to her becoming increasingly dependent on medical interventions as part of her daily routine. Each time we have been asked to consider an intervention we have needed to weigh up the benefits for Erica, not only in terms of her health but also in terms of the quality of her life. As a person who does not easily understand science and technology I remain in awe of what medicine can do to support and sustain life whilst at the same time I have struggled to come to terms with how routine these procedures have become in our lives.
When Erica was very young, she was extremely underweight. Her eating and drinking was poor due to a lack of oral muscle control.  She was also often constipated.  Each time she was ill she was admitted to hospital as her low weight made her so vulnerable. When she was about 5 we were asked to consider having a gastrostomy fitted so she could be tube-fed. Whilst it made sense from a medical point of view, we were conscious of how few children there were (25 years ago) who were routinely fed via a gastrostomy and there appeared to be a lot of confusion and argument between services as to who would be responsible for feeding at school, summer play schemes and so on. Our feeling at the time was that if we went down this road, it would severely limit her quality of life as at the time it would have restricted the services she would be able to access. 

We eventually resolved the problem by putting our energies into finding a specialist dietician (outside our area) who advised us on diet and also by working with a speech therapist to improve her eating and drinking ability.  Slowly she gained weight, and although as an adult she still weighs under 6 stone, she is physically more robust.

The second decision we were asked to make came a lot later, when she was an adult. Constipation had remained a health issue for Erica and we tried everything – enemas, medication, alternative remedies, diet etc – I am sure a familiar story to most parents of sons and daughters with PMLD. In early adulthood the problem became so severe, it was causing Erica not to sleep; to often have severe stomach cramps during the day, and her skin colour permanently looked ‘yellow’. We were referred to a consultant and then to a stoma nurse, who discussed various surgical options.  The one we felt was least intrusive, although it involved major surgery was the A.C.E procedure. This procedure would mean that her bowel could be ‘irrigated’ by passing either water or an enema solution through it every day.
In this instance the health issues won the day as Erica’s health was so severely affected by the toxins that were in her body. And although the operation did not all go smoothly, once the ACE was in place and working it had a major positive impact on improving Erica’s health.  However I soon learnt that it placed other restrictions on both Erica’s life and our lives – these were not obvious prior to the operation.  We have always employed support workers in our home and not everyone is comfortable with carrying out the bowel procedure. Because this intervention is not a widely used procedure I always feel Erica needs to be within a 2 hours drive from our hospital in case the ‘button’ falls out (this has only happened once). Going on holiday, for example, involves taking a lot of specialist equipment, and on one occasion her irrigation pump broke down and we needed to find an alternative way of ensuring her bowel remained irrigated – so we go to the same Center Parcs – an hour and a half from our hospital – each year. The residential short breaks / respite unit Erica attends will not agree to their staff being trained to carry out the procedure, which means a specialist nurse needs to visit daily whilst she is there is irrigate her bowel. But on balance it was the right decision for Erica.
The next area we journeyed through was with regard to her epilepsy. Erica has rarely had a 24 hour period in which she has been seizure free. When she was a child I still clung to the belief that we would find ‘the drug’ that would control her seizures.  By the time she was an adult I realised that was extremely unlikely. The consultant raised the issue of Erica having a VNS (Vagus Nerve Stimulator). Once again it meant surgery, and this time in a specialist centre as our local hospital did not carry out the procedure, and it was yet more ‘technology’ to learn about. Having read whatever literature I could find I felt this decision was not a difficult one. It seemed less intrusive than the ACE or a gastrostomy although perhaps that is my lack of understanding of all things technological. The VNS has reduced Erica’s seizures from an average of 7 per night to 2 or 3, and I am still in awe of how it works. But I do feel I have been given something that I can use to attempt to stop a seizure – as a parent that ticks many of my emotional boxes.
We are now faced with having to revisit the possibility of a gastrostomy. This will mainly be used to ensure that Erica takes her anti-epilepsy medication and that she is having enough liquid in her diet, both of which have become issues for her. This time round gastrostomy feeding is more common place in services so it won’t restrict access to services; yet it will mean more equipment to become familiar with and to carry around when away from home. Many other parents have said ‘it starts with only using the tube for medication, but soon progresses to becoming the main option for feeding’. This is not something I want as Erica enjoys her food and meal times are an opportunity for social interaction. The medical issues seem less clear cut, which makes it a more difficult decision and one that we have not yet resolved.

Recently we attended a Continuing Health Care Funding meeting for Erica and I certainly came away from that feeling that we never spoke about Erica as a person; we spoke about Erica as a series of medical issues. I do think as a parent the more that medical interventions become part of our everyday life the more strongly I need to advocate for my daughter to ensure that her rights to a life in her local community are not eroded. Because of the immense health problems people with PMLD often face they so easily risk having their other needs overlooked, and we lose sight of the whole person.

