Experiencing sight loss – a counsellor’s perspective by Dennis Lewis

Twenty-six years ago I was diagnosed with Juvenile Macular Dystrophy (Stargardt’s), the younger person’s version of Age-Related MD. 

My consultant’s words held little comfort for me, “You won’t go completely blind” and “you must make provision for the future”. 

Today, I run the Macular Disease Society’s telephone counselling service and, sadly, the above phrases remain all too common. 

Whilst this news can be imparted in many different ways, the result is usually the same – for the vast majority of us little or nothing can be done. 

So, at the point of diagnosis, is there anything that can be done? 

My belief is that a closer examination of the psychological impact of loss on individuals can be helpful. 

During my training in counselling, I took a much closer look at the process of bereavement and drew what I believe are some interesting comparisons between losing a friend or relative and losing a significant amount of sight. 

I do appreciate how painful this might be but I have found in my work that the vast majority of people prefer to face these issues with realism, honesty and openness. 

Detailed below are a number of points which I believe go some way to describing what might be going on in terms of thoughts and feelings in any one of us following diagnosis of macular disease;

· Grief causing anger, sadness, despair and pain. 

· Acceptance and whether the reality can be understood and accepted or fought against. 

· Facing unfairness and the loss of expectation. 

· Feeling a sense of guilt or shame for envying others. 

· Social stigma when people can be unpleasant, patronising, over-protective, unhelpful and thoughtless. 

In my opinion, the final point above is the one that might have more far-reaching and longer-term effects on people. Hence, I feel it is not surprising that we need time to take in all that is happening. 

Other comments that I frequently hear in counselling sessions are, “I can talk to you because you’ve got MD as well, so you understand” and “you’ve had it for a long time so can you tell me how to cope”. 

I believe these statements go a long way to explaining why the Society is expanding so rapidly. 

I cannot put enough value on the importance and worth of being able to share how we are all trying to cope with this eye condition. It does not surprise me that the local groups are growing so rapidly, because here we have the real value of being able to share the experiences of others in learning how to cope.

With respect to my counselling work for the Society, yes I do know what it’s like to have MD - but I don’t know what it is like to be you! 

Reflecting on the aforementioned process, I believe each individual will find their own way through their loss. My job is to support, encourage and help those who request it.

The Macular Disease Society, for which Dennis works as a counsellor, can be contacted on Freephone 0845 241 2041 (within the UK) or + 44 1264 350836 (outside the UK).

Return to Information for counsellors and professionals
