Hosted Chat with Paula Hall from Relate, Wednesday 1st November 2006
In attendance:
Paula Hall - Relationship Counsellor, Relate
Nick Torday – Online Editor of Carers.org
Carers:

Jeanette
Angelica
Bristoleer
Diddy diane
Ratty68
Fee
Boots
Mag
Shldvds
Else
Jennie

Jean_M

Nickno Hi Paula

Paula_H hello - am I here

jeanette Hi Paula 
Angelica I just wanted to know what the chat was about 

Nickno Angelica  the chat tonight is about relationships and the impact caring can have on them

Angelica I see, that's interesting - thank you
bristoleer Hi. Just joined to watch the hosted chat.
Nickno Thats fine bristoleer - welcome!
jeanette Welcome Bristoleer  
Nickno Paula is from Relate and will be hosting the chat tonight with myself

Nickno Now I know it is personal but would anyone like to start things off and ask Paula a question about difficulties they experience in their day to day caring role? 


Angelica At times my caree gets overwhelmed with her illness and gets upset and cries what can I do to comfort her? 


Paula_H I'm sorry but this is going to sound a bit weak, but there really isn't much you can do except be there. However, don't underestimate the importance of listening and being there... 


Paula_H it is such a comfort to be able to share the pain of a situation - I'm sure she knows there's nothing else you can do. 


Paula_H Oh - and I just say that when I do..... 


Paula_H it means I'm halfway through a sentence.

Nickno I have a question Paula

Angelica Thanks - I'm more of a fix-it person, so just being there will be cool thanks 


Paula_H don't underestimate it Angelica 


Angelica Sure thank you! 


Nickno One of my best friends and my flatmate was diagnosed with MS when we were living together... 


Nickno sorry best friend and flatmate being the same person... 


Nickno And he has since become very ill 


Nickno While I have not been his primary carer 


Nickno I have spent a lot of time with him in that capacity 


Nickno And it has really affected our friendship for the worse 


Nickno He has become almost childlike and needy and aggressive, which I suppose is to be expected

Nickno How do I best deal with these changes? 


Paula_H now I have to say upfront that I'm not an expert on medical conditions, but my understanding is that MS in itself wouldn't cause personality changes as something like a head injury can.... 


Paula_H therefore, I guess this is the way that he copes with the extreme stress of the situation... 


Nickno correct 


Paula_H there's a number of reasons why he could be doing it... 


Paula_H he may be unconsciously pushing people away or testing their friendship - "will you really stick by me through thick or thin".... 


Paula_H or it may be that it's triggered stuff in his childhood when he hadn't felt cared for.... 


Paula_H also, if he's someone who had thought life was fair - he may feel particularly cheated - especially if he's young... 


Paula_H and who can you be angry at - life? God? - trying to externalise the condition can really help with anger.... 


Paula_H i worked with a young person whose mum had terminal cancer... 


Paula_H he painted a wonderful picture of the cancer and turned it into a dartboard - it stopped him from being angry at his mum for being ill 


bristoleer Sorry, but big personality changes in my wife due to MS. 


Paula_H a major illness is always going to have an impact on someone’s character... 


Paula_H but sometimes like with a head injury it's an organic change... 


Paula_H but like I said, I'm no expert and everyone is different anyway.... 


Paula_H how are you coping Bristoleer? 


Fee Hi everybody lots of new names tonight  


bristoleer Not well Paula. 


Paula_H Hi - I'm Paula from Relate 


Paula_H sorry - go on Bristoleer 


bristoleer May do shortly. In the meantime, carry on without me! ;-) 


Paula_H ok 


Nickno ok bristoleer thanks 


Nickno I agree what you say Paula about pushing people away 


boots hi folks. sorry I’m late. son was on young carers 


Nickno My friend has been pushing really hard with all those closest to him, as if testing their tolerance.  


mag Hello everyone

Nickno Hi mag, hi anne welcome to the hosted chat 


Angelica Hi all

Paula_H it is very childlike, almost adolescent, but it's because they're going through such a profound period of change... 


Paula_H and the fear is that no-one will love them now they're ill... 


Paula_H many of us value ourselves for what we do for other people, rather than just for being ourselves... 


Paula_H so if you find that suddenly you can do very little, you can feel rather useless and unloveable... 


Paula_H what people need is lots and lots of reassurance - like a child. 


diddy diane they always take there illnesses on people they love 


Fee yes have to do that with my mum  


boots my husband is now my 4th child

Paula_H we all take our stresses out on those that we love - because we hope they can tolerate us, and our inhibitions are lower. 


diddy diane yes i feel as though i have 4 kids not 3 


boots he has turned from a loving husband to a monster 


boots we now have a hate hate relationship 


Paula_H that's so hard when that happens Boots - I've heard it many times before, it seems to be a common side effect of long-term illness 


Fee mum now turned into child instead of adult always asking me what she should do  


Paula_H It's about becoming dependent on someone else again... 


boots I cant deal with it Pauls and the kids lives have been wrecked too 


Paula_H we go on so much in our culture about independence - we prize it highly... 


Paula_H so when you lose it, you can feel like you've lost your very identity 


Paula_H How was your relationship before his illness boots? 


boots everyone is so angry

Fee very true Paula

boots really good

Paula_H how long has he been ill? 


boots 4 years 


boots son 13 has been suspended from school again for a week due to anger 


Paula_H he must be so frustrated - it's so tough on kids... 


Paula_H have you thought about leaving? I'm sure you have, please don't feel you have to answer anything if I'm being too direct 


boots often 


Paula_H what keeps you? 


boots he needs me 


Paula_H does he need 'you' or a carer?

boots Ive been a carer in the community for 31 years and know the type of care available to him, so he needs the level of care I can give him and no less 


Paula_H it's a big sacrifice boots - what about your needs? Are there other places you can get those met? 


boots I dont have any at the moment, Im cinderella 


boots sorry Nick and others I seem to be hogging the limelight here 


Nickno Dont worry you carry on 


boots ty

Fee no go ahead and get it of your chest will be good for you  


Nickno You are amongst friends anyway

Paula_H i'm sure you're not the only one who feels like this  


bristoleer For when boots has finished: Do I dare be a little upfront here? My wife and I used to have a normal married sexual relationship. Since the dynamic of our relationship changed to carer and caree this has stopped, for both physical and psychological reasons. I'm sorry to admit it amongst all these caring angels, but I find that very hard to deal with. 


boots me too 


Nickno TY bristoleer for raising that 


Paula_H you have hit the nail on the head bristoleer - you're no longer partners in the way that you used to be.. 


Paula_H the dynamics have changed - it's a patient and carer... 


Paula_H a good relationship is based on equality and it can be difficult to maintain that when one of you feels they can provide so little for the other... 


Paula_H most carers miss the physical side of the relationship - something we often take for granted till it's gone... 


Paula_H obviously there can be very real physical reasons why sex has to stop, but hopefully you can still be sensual together and enjoy touch... 


Paula_H it's something that couples really need to try and talk about - painful though it may be, so they can feel comfortable enjoying the physical contact that is possible, without feeling it has to go further or that someone is being 'teased'. 


bristoleer Because of the cognitive and character changes I alluded too, any sort of sexual relationship seems inappropriate. Not far off child molesting, if again I can be brutally frank. 


Paula_H absolutely - she's dependent, child-like as others have said, the adult/adult relationship has gone 


bristoleer Yep 


Paula_H but you can still hug and be hugged by a'child' 


Nickno Have you ever talked to her about it bristoleer? 


bristoleer Yes, but she has limited understanding and cannot follow an argument. 


Nickno Do you mind if I ask how advanced her MS is? 


bristoleer 20 years. Wheelchair bound. Catheter. Poor memory, poor understanding. 


Angelica Do you have any advice for a Carer who is looking for a relationship - would being a Carer jeopardise my chances? - I am single  


Paula_H well chatrooms are a good start Angelica... 


Paula_H it's tough if you don't have many chances to go out and meet people - do you?  


Angelica I feell guitly making time for myself 


Shldvds Hello everyone and welcome to anyone new. I'm Sheila. 


Paula_H the more autonomy you can have the more strength you'll have to care 


Paula_H Hi sheila - I'm Paula from Relate 


bristoleer Who are you caring for, Angelica?

Angelica a family member - sorry does not want others to know 


Nickno Angelica what sort of opportunities do you have to meet people in your average week? 


Angelica Limited really - had plenty of opportunities at Uni, then I moved back and now not much 


Nickno And do you feel your caring role would in some way limit your chances? 


Angelica being invited would be nice! :) 


diddy diane is there a carers canter near you where you can meet people in a similar situation 


Angelica Kind of, because I have to prepare before going out, loneliness is the culprit rather than my caring role

boots I know what you mean I cant get to carers meetings in town 


Paula_H can someone else in the family do some of the caring to give you some space to go out? 


Angelica Yes

Paula_H my suggestion would be to go out more - sounds obvious I guess, but there's a danger you'll lose your self confidence if don't start getting out again soon 


Shldvds That's oh so true Paula. 


Paula_H then there's a danger that you'll blame caring when really it's about you being nervous 


Angelica I agree, but I have become a lot more confident as a result of my caring duties - through representing my caree etc 


Paula_H but that's in a very specific area - I'm assuming you're young, you need to get confident out there in the dating field as well 


Jennie Good Evening Everyone bbhgs xxx  


Nickno Angelica do you mind if telling us your age? (you dont have to!) 


Jennie Oh yes angelica 


Angelica I'm in my late 20's

Nickno ok thanks 


Jennie PLease forgive my lateness..got my husband in hospital 


Fee how is he jennie 


Nickno Hope everything is ok Jennie? 


Jennie Very poorly but stable thanks 


Nickno Does anyone else have a question they would like to ask Paula? I can appreciate it can be difficult in a room with others... 


boots how can I help the kids Paula 


Paula_H what ages boots? 


boots 15 and 13 and 18 whose left home 


Paula_H snap - mine are 15 and 13 too - tough age.... 


boots tell me about it, the boy also has red hair 


Paula_H the problem is that it's very hard to differentiate between what is normal, challenging adolescent behaviour and what is caused by the additional difficulties.... 


Paula_H (mine are half Irish!!!!) 


Paula_H it takes a lot of tolerance and patience which is difficult when your resources are already strained by looking after your husband... 


boots true 


Paula_H kids need to feel involved and included, to feel they have some say in what's happening in their life, even a limited say when so much is out of their control.... 


Paula_H they need to know that they're loved, in spite of the bad behaviour and to know that anger is ok and understandable.... 


Angelica Can I ask a question - how can you make time for yourself without feeling guilty? 


Paula_H but bad behaviour (cruelty, violence, rudeness etc) isn't ok.... 


Paula_H and you need to know that even though it may not feel like it now, they will grow out of a lot of this stuff. 


boots feel sons anger is excessive

Paula_H i have seen your question Angelica - bear with me while I continue answering boots.... 


Fee goes with red hair  


Angelica Ok thanks 


boots true fee his dad had it 


Paula_H it's hard to really say what is 'excessive' - if you weren't brought up in a household with a lot of anger, then you may find it particularly hard... 


Paula_H anger as an emotion is ok - but boys (and men) will sometimes show anger instead of admitting that they feel sad or guilty, or afraid... 


Paula_H it may be that anger is his first response, but under that he's actually feel very insecure... 


boots his dad slapped him and he punched him 4 times in the face 


Paula_H if that's the case - then it's the underlying emotion that has to be dealt with before the anger will go. 


boots ok thank you 


Paula_H your son punched your husband? 


Jean_M Hi everyone

Fee hi jean m

else hello jeanm

boots my disabled husband yes 


Paula_H crikey - that must have been awful... 


boots it was 


Paula_H of course the other possibility is that he needs to do some anger management.... 


boots ok 


Paula_H are there any local young people's counsellors - maybe at his school, perhaps they can suggest something - you said he was struggling there too 


bristoleer Paula, when you've finished with Boots and Angelica, does Relate offer help to people in my kind of carer/caree, still married but only sort of, situation?  


Paula_H that's an easy one bristoleer - yes Relate do. 


boots good ? brist and angelica 


Paula_H Angelica - making time for yourself without guilt... 


Paula_H i read something today which said "guilt is the gift that just keeps on giving"... 


Paula_H the thing to change is the feeling that you're not entitled to time to yourself... 


Paula_H you are - and the more you can look after your own needs, the more you'll have to give to your careee... 


Paula_H i don't want to sound like a l'oreal advert - but you are worth it... 


Paula_H if you feel guilty - tough, make yourself go out anyway... 


Paula_H if you can then come back feeling refreshed and rejuvenated then you can begin to reassure yourself that the time to yourself is good for everyone. 


Angelica Oh thank you Paula xx Sorry I just saw George Galloway in a red catsuit that left nothing to the imagination! National TV Awards 


boots ::ohmy  


Fee sound disgusting  


Angelica it was 


Fee thats enough to put you of men for life hahahahaha 


Paula_H can we find an equivalent for Bristoleer so he can be put off women for life??? 


Nickno Ok everyone thanks very much and a huge thanks to Paula for coming in tonight 


boots thanks Paula 


Nickno I really appreciate that a lot of you have brought very personal issues to the table tonight 


Shldvds Thank you Paula and Nick. 


Nickno which is never easy


Jennie Thanks for giving your precious time to us Paula take care and God Bless 


Angelica Thanks Paula xx 


Paula_H has everyone had chance to ask anything - do let me know if you want me back 


else thank you 

Angelica and Nick too 


mag Thanks Paula and Nick 


Jean_M thank you both 


Jennie AS always Nick you are a wonder bhgs xxx 


Paula_H you're all very welcome - I admire you all hugely for what you do, it's such a tough, thankless job.  


diddy diane thank you 


jeanette Thanks for your valuable time Paula and nick. 


Angelica we do it for love 


Paula_H i suspected it wasn't for the money 


Angelica lol 


Nickno lol 


Nickno Ok I must be off thanks all see you soon, and thanks again Paula - good night 

