Being Equally Different – Working with LGBT ‘families’

1. The title of this conference is an interesting one for me but perhaps slightly optimistic too? I am sure that I don’t need to remind you that in England we are reaching the point where the number of single households is rising to beyond 25% of the total number, and where even those creating families choose not to do so within the compass of a traditional legal marriage In my own sphere of work when it comes to caring for those with dementia it is by no means unusual in my experience for families to abnegate their hoped for caring role by running in the opposite direction. Even where we might assume a traditional family involvement eg in BME families there are doubts whether this is now automatic. Dr. Ajit Shah of Imperial College speaking to the Alzheimers Society Annual Conference in Sept 2006 referred to what he called the popular myth that ethnic minority elders are looked after by their extended family, citing work pressures, culturally different lifestyles etc for this change.

2. In the Alzheimers Society monthly newsletter, Share, there is still the assumption that families do and will automatically take on the burden of care when dementia appears, and the articles there  frequently show images of loving partners and children supporting their loved one. This assumption of close family involvement was not upheld by the Society’s report ‘Home Alone’ which as early as 1994 estimated that the numbers of people with dementia who had no known family carer was 154000 (ie not much in excess of the population of the Isle of Thanet where I live) and this number is forecast to rise to 234000 in 2011.

3. It was that feeling of frustration with the Society’s magazine which led me to write to head office calling attention to the fact that there might be those of us caring for someone with dementia who were not family members, nor perhaps related to the person cared for, nor married to them. I said that perhaps there were even carers in the Society who were gay like me and I said that I would be delighted to hear from such people. That letter led to the later formation of the Lesbian, Gay, Bisexual and Transgender(LGBT) Carers Group, as we are now called.

4. Significantly for those of us who are LGBT people, the word ‘family’ is not used lightly. It is a term we use frequently and is virtually Masonic code for when we wish to identify someone else as being gay. I might introduce a gay friend to someone else adding ‘He is family’ and straightaway there is nothing more to be said – the other person knows!  The significance of that is not merely linguistic. Yes it says I, he, she, they are gay but it also reflects for many of us a profound acknowledgement that being with our closest gay friends has a depth which can go beyond that of our biological family. Bear in mind the fact that there are still families who do not shirk from using whatever means of rejection they choose once a family member has ‘come out’. So when you hear the song ‘We are family!’ you might now just listen with a new understanding!

5. It is pertinent at this point to consider what it means for LGBT people of my age to be ‘family’. Bear in mind the fact that we will have grown up in situations where being gay was frowned on (an understatement), condemned, made illegal and often never even talked about by our biological families. The brave ones amongst us might have entered into partnerships but the reality of that partnership was sometimes ignored or denied by their families. Same sex partners were often identified by their families as ‘uncle’, ‘aunt’, ‘close friend’, ‘business partner’ and even in one case I knew ‘brother’. Any alternative was chosen to avoid acknowledging the reality of that relationship and that might be as true for the biological families involved as well as the gay partners themselves. 

And for those who never got as far as creating a relationship (the actual figures in the UK are not known but according to SAGE in the USA it is still 80% ie, the majority), there was usually the creation of an existence with two distinct halves – the one, carefully cultivated to avoid any possibility of detection; so by day our gay male, would be suited, formal, discreet, unassuming, always so careful about disclosing personal facts and experiences in conversation; and the other when at night that same person might become the sometime screamer, promiscuous, cottager who took extraordinary risks and whose circle of acquaintances went far beyond his or her class, intelligence, culture, economic status, etc. Additionally saddest of all were those people who could never acknowledge their sexuality even to themselves and who lived a desparately lonely existence outside of their daily work, and that is how it has continued for them and still continues in spite of all the changes in social attitudes and the law.

Of course some were eventually forced out of their closet, perhaps as a result of disgraceful tactics from the police (now fortunately at an end) and others by disloyal colleagues for vindictive reasons. Some like me, caring for a partner with Alzheimers, had  to face up to choosing what was the most important thing in their lives, whether it was what others might think of their relationship or whether it was their love for that person in such desparate circumstances. Actually for me I did not have any choice in the matter because wherever I took David, to the dentist, the doctor etc he always cuddled up to me and kissed me and I had no intention of pushing him away with the kind of disloyal comment like ‘he is ill and doesn’t know what he is doing’ 

Nowadays thankfully gay men and women emerge out of their closets and breathe in the new air of this more accepting society but some sadly also because of their past and their present insecurity stay firmly inside and, what is so frustrating, do so when health professionals and service providers are desparate for their clients to acknowledge their sexuality so that a more person based holistic service can be provided to them. If you are one of those fine accepting empathic people please feel good about that. However some of our clients in the LGBT Carers Group can still cite crass comments from professionals which exhibit the kind of ignorance which do not serve them well and which perpetuate the fears amongst others about ‘coming out’ because they fear such information might not be received in an accepting and supportive way.

Having said all that I should tell you that our successful bid for funding from Comic Relief in 2002 arose from an estimation that if 700000 people in this country have dementia, and 5% of the adult population is LGBT (and for some that is a gross underestimate), then approximately 35000 LGBT people have dementia, and you wont be surprised to know that we have little idea who those people are and where they are. When my partner was in the residential home, and when I went in every day to bring him back down to our house for a few hours, I always saw the people there who had no visitors, and I told myself that some of them were gay and no one knew and no one would know.

6. So whether there are changed social attitudes or not, for us the concept of being ‘family’ still exists, and for you here today the question should now arise about what it will mean to work with this family. As health professionals and service providers what can you bring to our situation which recognises our familial needs? Of course you will want to say, I presume, that you happily or at least willingly abide by equal opportunities policies, goods and services legislation and probably would also use, the death defying statement that you want to treat us the same as everyone else. Fine? Well sorry but actually not fine. You will forgive me but I don’t want to be treated the same as everyone else. I want to be treated as a gay man! No doubt you will consider meeting the specific needs of those who might be, Jewish, Muslim, Sikh, vegetarian, meat eating, disabled, black, Caucasian or whatever, then why not treat me as being gay. You can begin by asking those questions which you know should be asked so that your understanding gets beneath my skin, and once you have incorporated the answers into your mind set now ask how that should affect your service provision for someone like me?

I am especially concerned because I believe that LGBT people with dementia might be more likely to need either domiciliary or residential care and so both those within the LGBT community and those outside should be asking what, at its best, might that care be like. A week or so ago I sat down and tried to think what the best practice of a truly gay affirming residential home might consist of. I looked at first for help in the really excellent Age Concern publication on gays in residential homes, ‘The whole of me…….’ But to my surprise it didn’t really answer my fundamental question.

 So here is my good practice list which I believe would make a big difference to me if and when I might be on the receiving end of such provision:-

· When my visitors arrive, there would be an instant recognition by staff that a friend is just as significant a visitor as a family member and there would be an openness so that I felt free to hug and kiss my friend as I had always done when we usually met, and no one would be fazed by that. 

· Having been trained to be sensitive to gay people there would be an absence of the sort of comments such as ‘You look smart Roger you will have all the girls after you!’ They might even have the cheek to say ‘You look smart Roger you will have all the guys after you!’ 

· On a birthday gay friends would automatically be invited and be there to share in my celebration and everyone would feel relaxed and could be their normal selves. 

· I would be asked how I feel about who should be helping me with my personal needs. Do I want same-sex assistance or don’t I have a preference? Perhaps my friends might even assist when appropriate.

· In my room and even in the lounge, there would be magazines which  reflect the presence of a gay resident, with their distinctive gay interests. 

· When the staff chat to me will they will be sensitised to gay life styles gay language, and gay history? We bring a huge amount of baggage with us into our present existence, find out about it.

· The social activities of my home will reflect LGBT culture and won’t automatically assume that all the residents are heterosexual. They will also reflect levels of culture too; I can imagine the look on my face when bingo is announced as the afternoon activity! 

· The photos that belong to my past should be there in my room and, when reminiscing with me, staff should be prepared for the sadness  and the happiness arising from my gay past. 

· Staff should be prepared to remember and mark special dates in my gay life. Special birthdays, anniversaries, sad dates and happy ones; and when local Gay Pride days are being held, they should be marked  in some way too.

· If my partner is still alive, when he comes to visit then give us the right to express our affection for each other without embarrassment or horror!

I truly believe that this is no big deal but please recognise the change of heart necessary in implementing these simple matters. 

I close with 3 extracts from other peoples work which place the whole issue of our needs in other contexts:-

Bob Cant of South Bank University wrote the following in 2004 as part of his PhD thesis on gay men’s experiences of health service provision 

‘There was a perceived lack of respect which gay men felt in encounters with their general practitioners in primary care settings. Most GPs were reported as having given no indication that they saw any value in engaging with the information which they had been given about their patient’s sexuality. The patients had offered the opportunity for dialogue but most of the GPs had not taken this up. Such lack of engagement reduces the possibility of gay men’s health concerns being treated in a holistic manner.’

David Sheard Director of Dementia Care Matters writes in the new edition of our Newsletter

‘Working in a care service that was about to provide support, for the first time, to a gay man with a dementia, I was invited to provide a dementia care training session on the specific needs of older gay men.

Imagine the shock when this training revealed the most strongly held homophobic views by care staff with stereotypical notions of who gay people were and why they were ‘the way they are’ evidenced by drawings they did as a training exercise.’

Me writing in 2006 

‘Two weeks ago I went to our local medical centre for an appointment to see my doctor. He wasn’t available that day and I had to see another member of the practice. I had physical and psychological problems to discuss and when I referred the doctor to my situation of bereavement (fully outlined in my medical notes), he turned to me and said, “Did your wife die then?” I left immediately! 

It is highly likely that this doctor would have to see at least 20 patients that day. Bearing in mind that at least 5% of the adult population is gay then it was similarly likely that at least 1 patient would be gay and, on that day, this was certainly true. There is no doubt that he was treating me the ‘same as everyone else’ but I wanted more than that and it did not help that he assumed me to be heterosexual. He had not learned that society is no longer like that and it is a failure of any care service to make that assumption!’ 

I often say at meetings and conferences that sometimes, when thinking about current attitudes to sexual orientation, I can hardly believe the changes which have taken place in the last 30 years. I remember my solicitor saying to me when I first went to live with David in 1970, that if this information ever gets out I will be dismissed from teaching immediately. We have come a long long way down this road of tolerance but you will see from my talk that we are not at the end of that road yet. I hope today you will determine to make the needs of my LGBT family a greater reality in your professional lives.

Resources:-

‘The Families We Choose: Intervention Issues With LGBT Caregivers’ David W. Coon and L McKenzie Zeiss (from: Innovative Interventions to Reduce Dementia Caregiver Distress: a clinical guide: Springer Pub. Co., New York: 2003

‘The Whole of me……’ Meeting the needs of older lesbians, gay men and bisexuals living in care homes and extra care housing. A resource pack for professionals.  (Age Concern, England)

The Lesbian, Gay, Bisexual, and Transgender Carers Group – Alzheimers Society (www.alzheimers.org.uk  gay carers)

Senior Action in Gay Environments (SAGE) www.sageusa.org 

