An Unsuspecting Carer’s Tale

A father movingly describes the impact on his family of having to grapple with his son’s mental health problems without information or support.

The morning of 15 February 2001 will remain forever etched in our memories. Following a rapid deterioration over a ten-day period, and despite our desperate pleas for help from our GP, our son Jake, aged sixteen-years and eleven-months suffered a major psychotic episode, was sectioned in handcuffs and committed to an adult secure unit for twelve days. Since his discharge on May 4 2001 from Leigh House — a modern adolescent psychiatric unit near Winchester, and a paragon of how it should be for everyone — Aidre and I have cared for him and have grappled, from a zero-knowledge lay perspective, with the consequences and implications of mental health suffering for a previously whole family.

No-one told us what to expect or how to deal with anything: Jake on a day-to-day basis; the services; medication; relapses; claiming our rightful benefits; Nothing!  No-one explained that we would lose our jobs; spend our savings; run up debts; destroy our credit rating; be marginalised by family and friends; become isolated in our home; have to fight the system we had so generously contributed to all our lives. Nothing! No-one told us we had acquired a political title. We had become ‘carers’. And we were expected to fulfil that role without so much as a day or two’s training. We had become auto didactic carers!

We spent the first year in total denial, evading enquiry and getting away with telling people Jake had had a drug problem. When he was sectioned, we told them he had been spiked, probably with LSD. Bizarrely that explanation is more socially acceptable than telling people your son has a mental health problem. That’s how far this society is entrenched in stigma and prejudice about mental health, but tolerates drugs as part of the social structure.  He had in fact been smoking inordinate amounts of cannabis, which we now understand was an effort to self-medicate. Jake had always had learning problems. He was diagnosed dyslexic at seven and ADHD at eleven, attended special needs classes and a special school and seen three educational psychologists. And yet had been bright, humorous, gregarious, popular and street-savvy. In all of that, no-one even hinted at possible vulnerability, let alone suggested we ensure he kept away from cannabis or warned of the dire consequences if he didn’t. Jake’s character ensured that he was drawn towards today’s provocative, confusing and influential cutting-edge popular teenage culture of which cannabis is an intrinsic part and characters of similar dispositions conjoin.

Year two brought the magical reference point of adulthood. Jake was eighteen in March  2002 and CAMHS needed to get rid of him, but he wasn’t having any of it. We had no idea that such a schism existed within the services and had assumed there would be a thread of continuity. Jake’s CAMHS doctor is a saint. But he is an overworked and under-resourced saint and he hung on to him as long as he could. The difference in culture and approach is startling. As sixteen- or seventeen-year-olds, they are your children and you are expected to be parents, with very little back-up, except in a crisis. The day after their eighteenth birthday they are adults and you are expected to be carers. But carers whose motives are suddenly viewed with suspicion. Carers whose agenda it is automatically opposed to theirs. You are part of the problem. You have to play by confidentiality rules and observe their conventions of procedure. Looking back, I just cannot understand why, knowing what I now know, and presuming they knew that then, the adult services failed to hear the alarm bells when Jake absolutely refused to have anything to do with them. He finally agreed to meet the social worker assigned as his care co-ordinator in December 2002, by which time he was eighteen-years-and-nine-months old and suffering mini-relapse after mini-episode and self-medicating on anything he could get his hands on: alcohol; cannabis; ecstasy; amphetamine; cocaine; anything. He presented badly and left the meeting early. The social worker did nothing other than arrange a series of meetings for the new year which Jake refused to attend. 

Going into year three Jake was so disorientated, so dislocated from the services and screeching for help, that, in desperation, in February 2003 we admitted him to a private clinic, at a  cost that all but wiped us out financially. Mercifully, he has eschewed street-drugs ever since, but that admission caused another problem. They filled him with such a concoction of drugs that he developed an aversion to taking anything, even his neuroleptic medication and eventually, following a summer of complete disruption for everyone he was connected with, and with no effective medical help to turn to, he was again sectioned at the end of August and committed to the same acute secure unit, in the same circumstances as before. Two-and-a-half-years to get to where we started from.

Jake has never been offered a diagnosis. I don’t know if cannabis psychosis is stand-alone, attacks vulnerable predispositions or creates a dual diagnosis. And I suspect we will never know exactly the causes of his breakdown. Whenever asked, the professionals have always fudged and ducked their way out of an answer, other than following his sectioning last summer. In the most harrowing of circumstances and in the most unbelievably horrendous conditions, and after he has been forcibly injected with super-sedatives, the two doctors involved, with no active knowledge of his background, pronounced him schizophrenic. When pressed, following his rapid recovery, they retracted that opinion. It is now my understanding that a psychosis can be caused for any number of reasons and will present as the symptoms of enduring schizophrenia. It would seem a highly inappropriate time to offer any opinion about a person’s condition. For a number of reasons, it is my current feeling that Jake is not schizophrenic, but that the cannabis psychosis did create a dual diagnosis by attacking his vulnerable predisposition. A condition somewhere on the autistic spectrum, probably Asperger’s. A condition which makes him extremely fearful and has been indelibly reinforced by post-traumatic stress from his experience of crisis sectioning. A hypothesis always dismissed by the doctors, without any attempt at validation.

Three years after Jake’s meltdown we have become sanguine but no less indignant about our situation. He is starting to accept his condition and take responsibility for his life, and is trying to deal with his social isolation and fear of the outside world. His self-esteem  is understandably low and is not helped by his side-effect weight gain. He now accepts that the medication helps him psychologically if not physiologically.

Aidre and I have wised up. We have learnt how play the system and speak in their language. Although the taint of a child with a mental health problem follows you around like an unwanted dog, we are learning how to adapt our lives to an ongoing situation. However, we do not want to end up embittered carers of an embittered son in thirty years time. We feel that if the situation remains just contained, Jake will miss the stimulations of normal life, become more and more dependent upon us and gradually assume the symptoms he is expected to display, thereby complying with the social conventions of a mental health sufferer. That mould has to be broken, and whilst we would willingly dedicate the rest of our lives to Jake, that will not help him. He needs independence, not co-dependence. We won’t always be here for him and we need to establish a path to that independence before it’s too late. But he needs to be weaned down it.

Along with non-compliance with medication regimes and continued substance abuse, inappropriate accommodation would seem to be one of the most common causes of relapse, including remaining too long with parent/ carers. We are anxious that Jake does not fall into that trap and that when he takes the first steps towards independence, he takes them with maximum appropriate support.  We need to create a model environment for him specificated to his needs, based on every facet of his background and current situation. To arrive at that stage we needs to first establish a transferable support system that starts here with us, to include all human and financial aspects. The reasoning behind care-in-the-community seems to have been completely lost in application. Whilst there are some excellent models of supported accommodation, a huge percentage of options offer very little or no proper support, most especially if there are no family carers in the background. Service users are left vulnerable to a financially motivated system, overseen by under-resourced, underfunded and under-informed social workers, trained to feed them into what has become a multi-billion pound industry, regardless of consequences.  

Whilst nothing can wind back the clock for Jake, Aidre and I feel a certain moral obligation to put our experience to use to do something to help the next generation of mental health sufferers. We would like to think there is a degree of optimistic social groundswell towards a re-evaluation of distributive justice for all of its stakeholders. Obviously, there will always be acute injustice for some of the have-nots, but hopefully not skewed so mercilessly in favour of the haves. I believe we have just entered a more openly accessibly and less esoteric approach toward mental health, where diagnoses are not based on conjecture formed from snapshot observation, but on careful consideration of all the circumstances, a new climate, in which we treat the cause not the effect, and approach mental health treatment as part of a wider social process.  The danger, if situations are allowed to subsist, is that both patients and professionals sculpt the symptoms and background to suit the diagnosis. For attitudes to remain as they have for so long, would be a blatant infringement of basic human rights in such opulent times.

Unfortunately, our story is not unique. The litany of inadequacies we have discovered from our own and others’ experiences would be too long to list. For our part we want to help draw attention to the gaping holes in the system for ‘sudden carers’. It is quite enough to deal with the immediate implications without worrying about such bureaucratic details as Care Plans and Carer’s Assessments; Incapacity, Disability Living and Carer’s Allowances etc (all of which we only discovered through carers’ networks). But they are important and they should be brought to the attention of first-time carers as part of the discharge programme. Each service user’s needs are specific and the Care Plan Approach should be just that. But it is not. Confidentiality is not always appropriate and should not be an arbitrary process. The availability of the Direct Payment scheme should be an open option for all, with an operating service available for those unable to undertake the complexities themselves. Stigma and prejudice only arise from lack of awareness, which only arises from lack of education. If we do not educate from our experience, then who will?

We need to recognise the importance of seamless monitoring and early-intervention to avoid early-onset psychosis, which is apparently becoming more prevalent in our ever accelerating and response-demanding society. We have the mechanisms to recognise learning disabilities in primary school children, surely it would be easy to extend that process to identifying the risk-triggers for some of those children and educate them from that point on to avoid detrimental influences to their vulnerability. If that opportunity is missed, we need to ensure that crisis-intervention teams are in place to head-off the damage inappropriate reaction causes. If there had been somewhere obvious to turn to during those first crucial days of Jake’s illness, we know he would be significantly better now. If he’d had someone to talk to in a crisis, at any time since, he would be significantly better now. If we’d had proper tutelage in all aspects of caring for his well-being, he would be significantly better now. As I write this, Jake’s community consultant psychiatrist has gone on holiday for three weeks and not even told him, let alone confirmed his alternative contact should he require medical help! 

Although we feel battered senseless from our experience, are on call twenty-four hours a day between us and find it difficult to make ends meet, we are determined to achieve as reasonable a recovery for Jake as possible, and in the process, hopefully, make the smallest of difference for at least one other sufferer. 

We also intend to try and retain our sense of humour!
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