Living with sickle cell disease

I interviewed a friend of mine, GM, who has sickle cell disease (HbSC). We thought his experience might be of interest to the inquiry because there are probably not many people with sickle cell in Australia but it could become more common with a larger African born population. Sickle cell is more common in people of African background. 

Sickle cell is a genetic condition and one of G's children, J, aged 9, also has it and has been in hospital with it several times. He's an outpatient of Prince of Wales Children's Hospital. 

Neither of them knows anyone else in Australia with sickle cell. G said he would like to meet other people if he had time, just to talk about it and compare experience.

“It depends if I have a time.. It would be good, we could talk about it, because sickle  - has different type of pain, in different places where it starts from.”

G is a Ghanaian who came to Australia in the 1980s. He has been receiving treatment for sickle cell through RPA since the late 1990s, when he was hospitalised with a severe sickle cell crisis and afterwards suffered a series of complications related to the condition. He is currently on disability support pension because he has chronic pain due to sickle cell related bone damage and he also has some problems with his vision. His wife is the breadwinner. 

I asked him about his experiences of the hospital system and they were mostly positive but he did make a few points about it:

“They explain things to me well but sometimes I just don't understand some of the words, like words which they use in hospital and other words which they use, like diagnose and haemorrhage, I haven't met it before, but later on they explain. 

…......

When J was sick his school called me, which I really liked, and on my way there they called me again to tell me the ambulance was coming and what should they do. When the ambulance came the headmistress was there just to know exactly what went on, and the ambulance were also good.  

When we went to Bankstown Hospital one of the doctors tried everything, he tested J's blood, he asked how it started, but they didn't actually know what was going on. Then one of the doctors, he was Sri Lankan*, mentioned sickle and asked where we come from and have we got it in our family. And I said I've got it, and J's got it. And two of the nurses were asking, “what is sickle?”, so that means that if they get a patient like that, they don't know and they don't know how to handle it. But they were  listening carefully, so they would know exactly what they have to do, they were good. 

The only other thing was that at the hospital they told me he would not come home, he would be admitted for a day or two, but to get a bed look a longer time than I was expecting.

Because it's not known much among the doctors and nurses here, when you are wobbling with this much pain, I don't know how they think. They do things the normal way, but they should be quicker even than with someone who is dying, because the pain is very severe. They have to do things quickly and give painkillers which will bring it down. Because when you have that you can't think of anything, all you can think of is to bring the pain down.

One time when I was admitted, because of the sharp pain I was roaming about on the bed, the nurses don't know why I am doing that, how severe the pain is. They thought I'm very noisy. They came to tell me they will change me from the single room to another room. And I said it won't bother me, but I'm very noisy, and where I'm going there will be four or six people in the room – if it won't bother them, my shouting or yelling, I'm not worried to move. I can be changed, but I can't be quiet.”

After this the battery on my recorder went flat so unfortunately I don't have any more direct quotes from my interview with G. 

The other thing G mentioned was during the same admission, when he was in hospital for about two weeks, and medical students or interns would come and ask him questions. They would say they were “under” his specialist but he didn't understand they were just asking him questions because they were curious and doing research because he had an unusual condition. He thought they were doctors who were going to treat him. When he realised what was going on he complained and it stopped. He didn't mind if a group of students came and were introduced as students when his doctor was seeing him, but he didn't like it if they just came out of curiosity. 

There's just a couple of other things I'd like to mention. One is that because he's not disabled enough to need a carer, he seems to miss out on support that he needs. For example when his wife went back to Ghana for a funeral, he had to look after their children on his own. I rang a few services to see if he was eligible for any kind of assistance while she was away, with housework or childcare, but there was nothing. One service said if his wife had been his registered carer they could help. 

He's been on the public housing list for 10 years and is still waiting. He applied for housing in an area with a supposedly shorter waiting list in hopes of getting housing sooner, but this area is further from the hospital services he uses. 

When all his problems started in the late 90s  RPA put him in touch with the Thalassaemia Society at RPA and a social worker visited him, but G didn't remain in contact with him. He doesn’t remember why. The social worker did not know any other people with sickle cell at that time. 
Another thing is that I think it would be good if there are a few kids with sickle cell to link them up somehow, like they do for kids with other medical conditions like HIV and asthma. It can be a very isolating, painful condition. For example J can't do swimming activities unless in very warm water because it brings on pain – but he would like to be able to swim and be like other kids in that way. 

In case you don't know a lot about sickle cell I've included a couple of links for reference:

http://www.scinfo.org/
http://www.un.org/News/briefings/docs/2009/090619_Anaemia.doc.htm
