Hi my name is Diane Holmes. I’m from Massachusetts. I was a third grade teacher. I retired from teaching because I had a stroke three years ago on St. Patrick’s Day. I have aphasia. I am a lot of things. I’m a daughter, a sister, a friend, a wife, a mother of three sons, a teacher and within the last three years I have become a stroke survivor and a cancer survivor as well. I am proud to become a member of the aphasia community from Boston.  Our speaker today is Dr. Luterman. He’s a professor at Emerson College in Boston and the director of the Fayer Linsey Center Nursery for hearing impaired children. He gives new meaning to the word counselor with an important model with influence on content and affects exchange.  The title of today’s talk is caregiver issues, Welcome Dr. Luterman.

Thank you, let me fill in that C.D. a bit, um. I work, I really have two hats here today. I work professionally with families in which there is a um disabled member, mainly with deaf children but in my personal life my first wife developed multiple sclerosis, she was in her 30’s.  and then for thirty years I was a caregiver until she ultimately died of it so I talk to you from both aspects. As part of my therapy as a caregiver, I offered and gave a number of “well spouse groups” for chronically ill. So I have now a feeling for I think a number of disabilities and the caregiver issues which is what I want to be talking about to you today because the caregiver is the one that is, probably the one who gets the least attention, and probably deserves the most attention.  I think the caregiver is the mainstay. Is the person, if the caregiver fails, the caregiver can’t do it, the identified patient will fall apart.  The problem we have as a society right now is that um chronic illness is a growth industry. Previously fatal or terminal illnesses are now being converted to chronic ones. I think of cancer, and I think of heart diseases in particular, and Alzheimer’s is probably our biggest disease growth right now because we’re surviving our heart attacks and our strokes to get Alzheimer’s disease. I don’t mean to paint such a negative picture here but, as the caregiver again, I remember one of the first M.S.  groups that I facilitated, one of the wives their said “you know I’ve had M.S. for sixteen years only nobody knows it” and we all instantly understood exactly what she said about it. People look at the person in the wheelchair, they seldom look at the person who’s pushing the chair. So I want to talk to you about that reaction because when you have a stroke or a diagnosis of a chronic illness you’re life has taken a left turn and you had no preparation for it. We’re dealing here with a loss of the expected future. Now these slides just somehow didn’t get into your book, so you can e-mail me at that address and you can get the slides. I’ve been assured by my (unintelligible) that all I have to do is push this button , ah! And it works! I am technologically challenged. I did something awful to the technology gods (laughter). I think I have to sacrifice my first born, but my daughter refuses to cooperate. What I did was I sent my son to engineering school, so that was the best investment I ever made. I have a hotline to him, call him up, “I can’t program my VCR” and you know. I appreciate that. I call him up and he says “what’d you screw up now dad” when he picks up the phone so. We’re talking about the grief reaction here. There’s a loss here. It’s happened suddenly, you haven’t been expecting it, nobody is prepared for it and it’s the loss of the expected future. Everybody has a life that you think you’re going to live. Even if you can’t articulate it you have certain expectations about what your old age is going to be like and what’s going to be happening to you.  And you’ve lost it! And so, you have to grieve that loss. Now we used to talk about this in terms of this being a loss like a death in the family. But it isn’t, it isn’t that because this loss is chronic. This is a loss in which you’re going to be living with for a very very long time because it’s there everyday when you wake up. The loss is confronting you right in the face. It’s not like the body you buried in the ground, not that you ever really forget, but you go through long periods of forgetting.  Well with this loss and this grief reaction it’s there every morning when you wake up.  You see it lived out in front of you. So it’s very appropriate to the life situation, the grief that you have and the pain that you have.  This is not, and what I mean by being appropriate to the life situation, this isn’t the kind of pain that you have the kind that requires that you have a mental health professional. Not that I think, or don’t think a mental health profession would be very helpful in this situation, but this is quite appropriate (the kinds of feelings you’re having) are quite appropriate to the life situation. They are very painful feelings of loss.  The other thing about this loss is that it’s without ritual and without the traditional social support.  We don’t have a vocabulary for chronic illness.  There isn’t any here.  We have a vocabulary, we have a ritual we have ceremonies for death.  We don’t have any for that chronic illness the long term illness, the debilitating illness, people do not know what to do with it. In the immediate, the aftermath of the emergency situation around the diagnosis there’s lots of support. Then it dissipates, people go back to their lives. People in your everyday life don’t have the vocabulary.  Don’t know how to comfort you, or how to deal with you.  Then there’s the active grieving which emerges after any noted progression.  There are these – what are called trigger events- and they are the ones that kind of hit you in the face. And, um, so grief, you know when you have the chronic grief (that kind of dull pain that hits you on a daily basis) and then when my wife, when the crutches couldn’t work and she had to go into a wheel chair, and when she couldn’t, that was a big blow, we had a whole succession of big blows.  Underneath all of this are the little blows.  And unfortunately the kind of pain that you’re in is not always identified by the professionals or by the family. This is stuff you tend to do alone.  I love sitting up here because, and I’ll tell you about it some more, um the healthiest thing, the safest place is here. You’re with a group of caregivers; they instantly understand what you’re going through.  And there you get the emotional support and the bouncing off of ideas uh there.  So it’s a lonely experience. Everybody conspires to try to make you feel better because that’s the intuitive response that people have to somebody they care about who is in pain. But it’s the worst thing to do because it invalidates the experience.  They’re sort of telling you you shouldn’t be feeling this way, when how you are feeling is really quite appropriate to your life situation. And then what I’ve seen very clearly here is how much anger there is in grief and most of the anger, most of it, is fear based. If you recognize and can step back from it  and recognize the anger that you feel, it’s invariably fear based. I had it when my wife would drop a fork or cup, which is something she began to do toward the end quite a bit, and I would get like a flash and absolute flash of anger.  Rage is the only way to describe it, and I knew it was not appropriate.  Until I could step back from it, and it took me a long time to step back from it and see, you know I was so afraid that this is a regression that I would have to feed her ultimately.  So my fear was when she dropped things, was um, you know that this was another progression. And so I had to recognize, because care givers have a lot of anger.  And there is a lot of pain and loss that I talked about other feelings, but I want to spend time on this anger.  Fear based anger.  


I want to stay focused on this, a lot of the other feelings that can happen but the one that that interferes a lot with the caregiver uh patient relationship is the anger. As the caregiver can begin to recognize the anger, he can begin to start dealing with it in a appropriate way that doesn’t necessarily take it out on the identified patient or on yourself.  Where we get anger? We get anger when there’s a violated expectation. So this is a general, overall anger that we have uh when you have an expectation for a normal life.  My wife and I expected to have a nice golden age where the four kids would leave and boy we were planning for what we’d be doing and how we’d be living and that expectation was violated.  Every time we saw a couple about our age walking hand in hand – doing things we couldn’t do (because she was in a wheelchair) we felt anger.  Then there’s a loss of control.  What happens is our life became dominated, totally dominated, for the longest while, and actually toward the end it was totally dominated by the M.S., by the wheelchairs, by the home health aids, physicians, by the physical therapists, by everything and every place we had to go. Some of the other things that we wanted to do, we just couldn’t do.  We just had to loose a lot of control.  By control I mean the degrees of freedom we like to have in planning our life, in doing things that we like to do. And these, these were just lost. And then I talked about the fear. Here are some of the fears that I’ve been aware of in almost all of the groups that I’ve facilitated, the caregiver groups that I have facilitated.  One is the sickness of the well spouse, I had to take really good care of myself and a lot of things I used to do, I used to go jogging, I just stopped going when it was icy or slippery because I just kept thinking about what would happen if I slipped and sprained an ankle or broke a leg, how would we manage? Because I was the mainstay. I was it. I couldn’t afford to get sick. And so, underlying everything was the recognition that we didn’t have any failsafe mechanism, it was me and my wife.  My kids were all out of the house by the time that she was really disabled. Vulnerability of children. I worked with a lot of disease in which there is a possibility of transmission. Now I realize with stroke patients there isn’t’, but I think you recognize your own vulnerability here and certainly I did, there was nothing to prevent me from getting M.S. or any of the other chronic illness I’ve been talking about.  The economics here are formidable, uh we’re not really well equipped to deal with as a society and our insurance policies are woefully inadequate and they need work at paying for the health you need, the home health aid, paying for the wheelchairs, adaptive vehicles, adapting your home to what needs to happen to help a person get around your home um most of this is severely lacking so there’s always an economic issue here, ultimately the big scare is nursing home and they can get up to 8, 9, 10 thousand dollars a month. Who can afford that? Not very many people. Progression of the disease is always there, always there. That’s that fear that I talked about her dropping the fork. Any kind of disability, and kind of, red flag, there are loads of them. Red flags will go off on a daily basis, is he getting worse? Is he going to have another stroke? Am I going to have to do more than I ‘m doing now because I’m stretched to the limit right now kind of thing.  And then the adequacy issues. Am I going to be up to this task? It’s a horrible task, it is.  I used to tell people that the raising four kids was the toughest thing I ever did, but I’ll tell you, 35 years of being a care giver is the toughest thing I ever did. Nothing quite compares to that. The problem with it is you’re alone with it.  Raising the kids I had my wife to talk to about, and I had a lot of help but my wife and I shared the responsibility and most of these cases, when you’re a caregiver there is nobody to share it. Nobody understands it there’s nobody who can take the burden on an equal basis. You get the help coming in for you a few hours or a weekend even, but to really share the burden, and to really be able to talk to.  So there’s that loneliness that’s inherent. Am I going to be able to do this? And then the last one, “is this a life sentence?”  The Parkinson’s group, a uh, husband said “you know a friend of mine has called me up and told me that his wife had terminal breast cancer and only had a few months to live and I commiserated with him he said, and then I hung up the phone and sat and thought about it and I thought, you know, he’s lucky.” And we all understood him, right away, that he had some kind of end in sight some kind of um, these chronic illnesses are without an end. You just don’t have any kind of a, you know it would be easy enough to say well for these four months or these eight months of this year I can do it, and then I will have a different life than this.  If somebody had told me early on in this process that I was going to be doing this for thirty odd years I don’t know if I couldn’t  have done it. You’re always wondering is this, is this it? Am I when I’m eighty years of age going to be pushing this wheel chair in a nursing home? My wife died, it was slow and long. My daughter, my poet daughter called it a uh, thirty year train wreck because that’s what it was. It was an ongoing funeral. I don’t want to be so negative here because there was a lot of good stuff which I want to get to too. But I want to talk about how to cope now, with this situation. Alright.


Maybe I’ll get it by the end, I’m not certified.  Alright these are some coping strategies. These are some of the things we need to be doing. Some of the ways in which we can do them.  We talk about this as emotion centered dealing with our feelings state, or really focusing on the problem. One of the first things we look at is fight or flight. I don’t know how many times, how many times I drove away from work thinking that boy, I want to just keep going.  You always have that kind of flight feeling and there are lots of caregivers who say hey I just can’t do it there are a lot of divorces, separations or bailing out kinds of things so flight sometimes is the most helpful thing a person can do because then the patient can find a more supportive environment.  I don’t, I don’t ever blame anybody for the flight response, it’s always there. Always feel like, boy sometimes I just want to get out. I define the shadow spouses as somebody who loves to go to work and dreads coming home. Modification, and this is what we needed to do to our home to make it more palatable and more navigable for our spouses or our parent. Uh the things we needed to do to make it work for a person in a wheel chair or any other equipment there are loads of them that we need to do. Reframing, this is emotion centered kind of coping. Probably that and denial are two most potent ways of dealing with this from an emotional based frame.  Reframing is a marvelous capacity we have to look at a situation and we have a choice of how to see this. This is the whole conundrum of is the glass half empty of half full, and the answer is: it depends on how you choose to see it. See there are events out there and they only cogency the only value they have is the value we choose to give them.  We don’t always recognize that we have the choice. So, we have a choice of how we’re going to see this um, chronic illness that has um descended upon us, and we can see it as a terrible tragedy and a lot of times that’s what engulfs us. We also can see this as an incredible teacher and this is the way I have for myself reframed it and in groups reframed it because there’s a lot of positive stuff in here and I’m going to get to some of that a little later. I think I am a much better person, I’ve learned a heck of a lot, an enormous amount as a result of my wife’s M.S. and I’m going to have all kinds of skills of transferring people and um dealing with um all sorts of bed stuff, and so you know I had to learn a lot.  It also I think softened me up a lot and uh, made me more appreciative of what I have.  Every morning  I wake up so thankful that I can walk  and think and talk in a way that I didn’t have before. So I appreciate in a way what I have and know that I can lose it at any time. So reframing is a way of looking at it. And then denial. I know that people are going to tell you that denial is a bad thing but, denial some days is the only thing you got going for you. Denial is fine. I mean you get too stuck into denial to your own peril so you have to watch it, but there are days my wife and I would say “you know what, let’s pretend we’re a normal couple, let’s practice denial.” That’s the only way you can get through some of these days. There are some really bad days , but this is how to do it sometimes. Nothing wrong with it, try to just keep a little piece of it out here and recognize that sometimes it won’t work. This isn’t the way to go, but if you can do it in a conscious kind of way it’s helpful. And then what you must do, and it’s in your book and I have handouts here, is learning how to deal with the stressor. This is really stressful situation you are in as a caregiver. It’s enormously stressful and you have to deal with it and find the ways it will work for you. For me it was my morning jog, it was making bread, it was being out in the garden, it was the 20 min. or half hour where I was just alone. I didn’t have to deal with anything. I’d give myself those time outs, I’d give myself those activities that I really enjoyed that reduce some of the stress that I felt. The thing I had to learn, and if there’s one thing I need to communicate to you today is that absolute total need to take care of myself first. Not second, not what’s left over because it’s the analogy of the, when you’re driving when you’re flying in the airplane and you’re traveling with a child and the oxygen masks fall down you’re to put it on your face first because if you go under your kid is going to go under. Well the same thing is true here. If you go under, the patient is going to go under.  You are the most important person in this scenario. And take time for yourself. 


There we go, now this is, I’m getting a little short on time here, this is based on research and based on my own experience. These are the likeliest conditions under which the well spouse is most likely to remain in the marriage. Here are some of them, we’ll go through them.  If the chronic illness is light and does not progress very much. See I had to constantly adjust to changes if you, if it’s relatively mild, and there isn’t a lot progression it’s relatively easy to stay in. It’s the severe ones, the role reversals severe role reversals that take place and then the jolts that you have going down a slippery slope that may be very hard.  There needs to be an abundance of resources within the family both financially and socially.  The social ones are probably the most important ones finances help a lot.  Without a good social support network, you’re not going to do this. We talked about the loneliness that’s in here, you need help and you need support. My wife knew this, she was really good.  We went to the local temple and women’s auxiliary and asked for help. We had these marvelous volunteers that would come in and they volunteered a couple of hours every day so that I could go off to work.  They would come in and do what she needed to have done.  She had schedules and was very anal about it and thank god for her doing this having schedules laid out, everything laid out so that when people came in there was somebody with her. I could go off to work and I was able to work for twenty odd years after the diagnosis.  The marital contract has to be satisfactorily renegotiated or the relationship redefined because this is what’s happening: marriage is a contract that sometimes is very formalized most of the time it isn’t. Most of the time those expectations that we have about what you’re going to do and what I’m going to do and how we’re going to manage to  get through life and get through our relationship. Well when you have a chronic illness of when you have a stroke or any of these illness that I’m talking about um the other person can’t fulfill their end of the bargain. So you have to renegotiate have to find out the things that you can do. We would always be talking about, my wife and I, about what things she could do. She would cut out all the food coupons, she could go through the news papers.  She could for a long period of time make calls that needed to be made. And so we would always be looking for and finding the things that she could do. I talked about this as , like a seesaw and you start out kind of even, and with a she had a choric progressive kind of M.S. so it was more and more of the burdens of managing the household the getting through the day were all mine. We always were looking for and seeking for things that she could do. Even when she was bed ridden she was still making those phone calls and doing what she could do. If  The couple can find tolerable substitutes for the lost activities.  We were very, both of us were joggers and we used to do a lot of hikes with our kids and all of that had to go by the wayside.  We wound up doing a lot of radio listening and books on tape and reading to each other. We just had to find other activities uh to substitute. Rather than sitting and dwelling on what I’ve lost here- and you have lost a lot -  what’s there? What can I do ? what can I utilize?  The couple needs to make some philosophical meaning of the situation.  It’s the “why me” response. We al have it.  Why did I get this?  Why me? Somehow, somehow we need to answer that question or else we get stuck in bitterness and if we go down that slope you can feel very sorry for yourself, very bitter about um where you are and you’re not going to have a good result when you go down that way. I don’t have, I don’t have a good answer for “why me? “  my response to that is “why not me”.  What’s so special about me that I can’t have a wife with M.S. and then the other answer I give to myself is how can I, another really meaningful question is how can I make good come out of this? That is the ultimate question that I have to answer myself is how can I make good come out of this. Self esteem with the family has to be high.  You have to be willing to go out there and be an advocate and use resources with people. If the well spouse is a woman the woman will stay much more in to these relationships as a mainstay than a man will.  If you look at divorce rates it’s that men tend to leave and women tend to stay more so. It is almost 2:1 in some of the studies I’ve looked at.  Women are used to care giving so it is not a traditional men’s role so it’s a bigger leap for a man, most men, to get into the care giving role. And also, some of it the economics of it. Women don’t have sufficient skills, at least the population that I was into, these were spouses of Alzheimer’s patients who did not have sufficient economic skills to make a living for themselves on their own, so the economics were keeping them in that caregiver role.  But a woman is much more likely to stay in the relationship than a man. Personality of the well spouse has to be prone to nurturance.  Men do not have nurturance and I’ve sometimes been called a Jewish mother, will tend to do this much better. Will tend to stay in and I’ve seen women who don’t have, and they are the ones who tend to leave.  There needs to be a great deal of that unpaid support.  That’s that social network that you need people who are there because they want to be there not because they are being paid to be there are the ones that are the most helpful.  The most helpful, by the way, person for you is somebody who’s been in your situation.  The least helpful by the way is a sibling taking care of a parent.  The sibling is probably the least helpful because a lot of times you are playing out unresolved sibling issues with them.  But the unpaid person who’s been there knows exactly what you ‘re going through and can give you the kind of support that you need.  The well spouse has to remain healthy to be successful.  And I have such a strong bias and I sat on the side of the room here while we’re talking, the support group. I can’t say enough about the support group for well spouses – without the identified patient there.  In a group where you can just talk to people who really understand.  It’s so hard to find anybody who really understands what you’re going through.  They just don’t.  They try, and they give a lot of sympathetic stuff but you don’t get the empathetic stuff that you need.  So I would like to just finish on this note, and we’re at the end here.  I’ve got a handout, and it’s in here, about what I think the well spouse needs to do.  A lot of it I think we’ve talked about.  The principle things is to take good care of yourself first, and then what you got left over take care of your spouse and or parent. 

