Who Will Listen?

A wife describes the impact on the life of her family when her husband became unwell, and highlights the dangers of mental health professionals seeing only one side of the story.

It was my youngest daughter’s 16th birthday, which should have been a day to celebrate, but for our family, that day heralded the beginnings of irreversible change.  That day started a journey into the unknown of severe mental health disturbance for one of the family members.  It was a journey that has proved not only unknown territory to our family, but to some extent unknown by others, and subsequently misunderstood and mismanaged by the Mental Health Service. This, I believe, was because the full diagnosis, when eventually given by a specialist three years later, included a personality disorder.  

On that day nearly five years ago as we prepared to leave home to go to a restaurant to celebrate, my husband suddenly said he would not go.  This had happened before but not on such a precious occasion.  It was to happen on many subsequent occasions and these occasions included other precious events such as a holiday abroad, funerals for family members and our middle daughter’s wedding.  On our return that evening my daughter dialled 999 at my request, as my husband was not responsive when we spoke to him.  Tablets and an empty alcohol bottle lay on the floor next to our bed.  We discovered later he had attempted his first suicide earlier that evening – not by drug overdose but by hanging in our garage.  Several months previously he had been referred by his GP to the local Community Mental Health Team (CMHT).  The diagnosis at that time was connected to mood swings and depression.  Following his attempt at suicide, which was interpreted as a ‘cry for help’, and our daughter’s subsequent ‘cry for help’, the CMHT considered that maybe more was wrong with my husband than middle age depression and marital problems!!  A decision was made to include our daughter in my husband’s therapy – to pursue family therapy – but her dad said ‘no’ and I learned at great cost that what the patient says within the Mental Health Service, goes!

Then followed three turbulent years, my husband presenting himself to others as OK, good job, good car, house and a family who loved him, for we did to the best of our ability within the teachings of our Christian concepts; a faith which teaches respect and honour of others, to love, to forgive, to persevere and not to prejudge.  According to the CMHT the problem lay with the family, with his wife.  It is true my judgement may have been impaired because of Christian teaching, for I was naive about control and manipulation, which is found amongst those who are suffering from mental health distress and illness.  I spoke to the CMHT of his strange behaviour and they offered help on several occasions but it never was given.  Nobody appeared to hear what I had to say or to take seriously my concern about the safety of family and friends.  In fact, I have since discovered we became known in my husband’s records as a dysfunctional family.

Before the Mental Health Service became involved with the family, there had been problems – which family doesn’t have upsets? - especially when parents are in their 50’s and have children, as in our case, four children ranging between 16 years and 29 years (then) and 20 years and 33 years (now).  Violence, jealousy and hatred towards some family members and friends were created within my husband’s mind as the Mental Health team became his medical advisor, his friend, his ‘saviour’.  We, the family and friends became ‘his enemy’ and so greater confusion and pain was created within the family situation.  For me this was clearly connected to inappropriate care at primary care level (seeing the GP) and secondary care level (care by the CMHT). 

Two years after my husband’s first attempt to commit suicide he tried again, this was a few weeks after our middle daughter was married.  Chemical imbalance was evident, but he knew best – it was my fault.  All I had to do was do as he said and only what he said I could do, and then all would be OK.  All I needed to be was reasonable like him.

Watching the damage created by his oppression, his aggression and his domination within the family brought me to the point of making the decision to say ‘no more’; in his confused, deluded mind this meant I was divorcing him.  So, when he was admitted to hospital after this attempt at suicide he presented me as ‘the enemy’, a faithless wife, someone who was not caring for him in his trouble, someone who was leaving him, divorcing him.  All I had done was go away for a weekend and that was only after I had overcome my fear of what he might do, for he had threatened to end his life, saying that next time he would be successful.  He had repeatedly said this since his previous attempt two years before. 

The in-patient care he received created a ‘safe place’ for him.  He was their sole concern.  No caring consideration of the family was given.  Nothing I said could change their minds to take into account the family events leading up to his admission.  It took three months before I was allowed to be present at his ward round meeting.  At CPA (Care Plan Approach) meetings I was addressed in the manner of the ‘accused’ and not seen as the ‘carer’.  Eventually, during a heated conversation with the CMHT doctor, it was uncovered that I was not divorcing my husband.  The doctor stated that this had been her belief since admission. She had chosen to believe my husband in his disturbed state of mind, and because of this, had prevented me seeing or speaking with her outside the CPA meetings.  At last she saw me as the carer – as the wife – not the one who was divorcing this ‘poor depressed man’.  Prior to this, my pain at watching the fragmentation of the family and the frustration of not being listened to was misinterpreted as anger. Also, the radical decisions I needed to make, which were my attempt at making our home safe and preventing my husband having access to our garage I realised then, at that CPA, would have created more opportunity for me to be viewed as the one who created the trouble.  Sad things happened to us as a family over the three months of his hospitalisation, dividing and separating the family, bringing stress and ill health to its members.  Even so, we held together, caring as best we could for one another.  No support for me as a relation of a patient of the Mental Health Service was given.  Only amongst Christian friends did I find understanding and friendship for my whole family.

Previous to my husband’s admission to hospital he had listened to a radio programme about Aspergers Syndrome.  He felt this was a possibility.  It would account for some of his strange behaviour, so he presented his thoughts and concerns to the CMHT.  Months later, after his admission, he saw a specialist who diagnosed that Anankastic Personality Disorder rather than Aspergers Syndrome was the problem. Even after the specialist diagnosis, progress in this area was halted by the CMHT’s doctor’s decision not to confirm the diagnosis.  It took months and a return visit to the specialist before she confirmed the diagnosis in the notes.  This delay created problems with staff whilst my husband was in hospital.  They refused to take the diagnosis into consideration, saying personality disorders, unless recognised by the referring doctor, could not be accepted as part of the diagnosis, and was therefore not taken into account by the staff.

After discharge from hospital my husband lived in a care facility for six months, where they assisted him to return to part time work and to look after himself.  It was evident by then that without appropriate care, he was unable to return to his home.  During that time our eldest daughter was diagnosed with cancer.  We can be glad she is making a recovery.  Our youngest daughter overcame her desire to give up on education which had happened after her dad’s first attempt at suicide.  She is now at university.  Our son is married and at this time sees his dad regularly and I am very glad about this. Even so, when I would have valued our son’s support he was unable to give it in a manner that was helpful to the family situation. 

Suddenly amidst this upheaval someone heard my cry, someone involved with my husband’s care, and so I was introduced to Rethink and, with the carer support worker’s help, I became stronger again – stronger to speak up and to believe I was being listened to.  My husband and I still live separately – it is safer for us all.  He is still not receiving the necessary treatment -family therapy- which maybe will help him come home.  I have since become a Carer Representative on the County Partnership Board using my experience to help others, to help my husband, my family and friends.

I believe a carer’s voice can make a difference in relation to the one they care for.  Also I believe that to give constructive criticism can create understanding which will affect governmental policy, Mental Health development and Mental Health medical decisions. It is because of this belief, in the midst of my pain, that I wrote this poem:

A Voice to be Heard…………

Will the voice of those who speak

on behalf of those

with tormented minds and broken hearts

be heard or be denied.

Those caring hearts, those thoughtful minds

are seeking a way to find

to be heard

above the voice of the tormented mind

and the web around it spun

which contains supposed sound medical advice,

creating its own delusion

and even more confusion.

Will the voice of those who speak

on behalf of those

with tormented minds and broken hearts

be heard or be denied.

Will those voices cease to persevere

because of the strain

to be heard

above the voice of the tormented mind

and supposed sound medical advice 

a web around them is spinning,

creating its own delusion

and even more confusion.

Will the carer cease to speak

on behalf of those they love,

or will they become just another

broken heart, tormented mind.

God forbid, for if their voices cease

who will speak on behalf of those

with tormented minds

and broken hearts.

Will the voice of those who speak

on behalf of those

with tormented minds and broken hearts

be heard or be denied?
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We are still a family, we still care as best we are able to for one another.  We have resisted being silent which results in complete breakdown in families - will you?








                                

‘a carer’

