Letter to the Editor, Link Disability Magazine October 2006
Different opinion of grief
I found the article about grief in the August edition an interesting read and it’s great to have an article of such academic quality. While some readers may have some difficulty ploughing through it, I hope parents, policy makers, service providers and bureaucrats take the time. 
I do have a difference of opinion though. I’m fully aware of ‘disenfranchised grief’ from a personal perspective; I lost a baby when my identical-boy-twins were born prematurely in 1976. My 30-year-old son is a survivor! I was told by nurses in the neonatal ward in Canberra General hospital 'You're lucky! Most women who lose babies go home without any!' I thought – OK, now smile and feel lucky!! (Never having seen, touched, held my baby for eight days while he lay there struggling for life.) Yeah right!
I first heard about disenfranchised grief in a presentation by John Daw, who was the SA Public Advocate in the mid 1990s. His research had been about Death in Custody, and how parents and other family members were not having their grief recognised when their ‘children’ died in prison – the study covered both ‘black and white’ prisoners and their families. So much of my experience suddenly started to make sense. All those people who thought my loss was not significant because I hadn’t known my baby! Even recently someone told me to ‘get over your baby who died 30 years ago’! The grief never goes away; it just hurts less, but occasionally comes back at me like-a-brick-in-the-face! Thankfully parents are treated very differently now when their babies die.
But back to the article: I think I understand what Lorna is saying? I do remember the first family wedding my partner and I went to, and how the tears came when the ‘wedding waltz’ was over and everyone but us got up to dance with the happy couple, and I thought 'OK so this is how it will be'. My partner using an electric wheelchair and having cerebral palsy; we don’t often dance together, although more now than in those early days when I knew less about staying clear of that damned metal footplate! But, I don’t see why we have to grieve over the losses of those amongst us who have disability.
It’s a bit like needing ‘empowering programs’ to empower those of us who have been ‘disempowered’ as a part of the process of living with disability. I believe if we run programs about how to stop disempowering we wouldn’t need to be ‘re-empowered’. 
If our family members, friends and neighbours are given good accurate, positive information and allowed to develop high expectations of people with disabilities, then we would give quality support to help people achieve these expectations. 
I’m an idealist! I know there are people who are grieving, and I don’t for one minute want to disenfranchise them of that. But, there is life after disability; there is love with disability; there is success with disability. Disability always has been and always will be with us all.
Thanks Link for such a thought-provoking article.
Jill Fowler, via email
