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Psychological Aspects of Coma Recovery From the Family Perspective

By

Robert H. Phillips, Ph.D.

(Robert H. Phillips, psychologist, spoke at the Coma Recovery Association of South Florida Seminar to professionals to acquaint them with the psychological aspects of coma recovery from the family and patient perspective.  The following is selections from Dr. Phillips lecture.)

It is very important to be aware of how family members are dealing with their loved one being in a coma and after arousal from coma.  While the patient is in coma the most important variable is good medical care and proper stimulation program.  The most important variable from the family members is support and understanding.  The family members are the key and the following stages are what they go through from the first moment they hear about their loved one being in coma until that point at which the loved one is functionally independent or fully recovered.

STAGES:
1.  Initial Reaction

2. Upheaval

3. Frustration

4. Resignation

5. Anticipation

6. Arousal

7. Stabilization

8. Retraining

9. Recovery

INITIAL REACTION

This is the stage at which the family is first informed of the tragic news that a loved one is in a coma.  There is a lot of shock, disbelief, hysteria, numbness--all kinds of reactions.  Families in some cases seem to be able to listen to what is being told to them without much of a reaction at all.  That numbness is a protective cushion that keeps them from breaking apart all together.  Families wish for their own death, which is drastic, but is a way in which they do not have to deal with this tragedy.  There are feelings of pray, panic and trying to arrange with anybody for the proper information that will help them deal with this.  Guilt begins at this time and families say, "If only I was with him" or "If only I had told him that I loved him once more; if, if."  The ifs go on and on and on and of course there is no logic to them.  It is a totally emotional reaction but one that can be devastating to the family members.  The initial reaction stage usually lasts anywhere from 12 to 48 hours.  This is an arbitrary stage designed not to give you a specific time of reference as they can vary with each person, but rather it is subjective reference as to what is experienced.

UPHEAVAL

Numbness wears off and reality begins to set in and devastation begins to manifest itself most clearly.  The upheaval stage can be emotional and practical.  A lot of anxiety and fear of the future will set in from an emotional point of view, particularly if the patient is the bread winner.  The concern for about how expenses are going to be handled will come about and how will the family continue to fulfill their responsibilities.  A breakdown of normal activities is common.  People who were able to function very well may have difficulty doing the most menial task.  Depression is one of the most prevalent emotional reactions at this time.  Some family members can't even talk, don't want to talk, have a lot of difficulty dealing with the situation, and tend to withdraw.  Although this is a negative picture, it is not always so.  There are usually two types of people in the upheaval stage.  Those who cannot function, cannot face or do not want to face what is going on, or breakdown emotionally and physically.  The other types are the power houses.  They seem to be so strong that you wonder what keeps them going.  The concern for these people is if they are really coping with the situation or if they are using it as a defense mechanism and might fall apart.  We don't know.  There are some power house people who can act that way indefinitely as it is their make-up and they will be okay.  There are others who simply are doing it as a façade.  It is a tough exterior enabling them to handle everything because the pressure is on their shoulders.  But if someone else comes along and relieves them form some of the pressure they seem to melt into a puddle of jello.  Then you have to deal with them from another perspective.  During the upheaval stage questioning is more prevalent.  Family members will ask questions of anybody they can speak to about what they can and should do, what the future holds, etc.  The problem is that NO ONE KNOWS.  No one knows when the patient will come out of the coma.  There is such vague and indefinite information available about this topic that answers are not forthcoming.  This differentiates the problem that family members and professionals alike have been having to deal with for comatose patients and the family.  Namely, if you have a broken leg or such, you know there is a finite procedure.  At the end of a certain time, recovery will take place and when the family asks, you can recite research that says after "x" number of weeks the patient will be able to function.  You cannot do that with coma patients, there are no such answers.  Another problem is that in the past, coma was considered to be a precurser to death.  When a loved one went into coma you were ready to accept the death of that person.  So all of the emotional reaction of the family was the preparation for the mourning process that would take place after the loved one died.  The mourning process is painful, emotional, devastating, and upsetting, but never-the-less it is finite.  Research has documented that usually after two years a readjustment has taken place and the family is once again able to go about their lives and the loved one is a pleasant memory but not so emotionally traumatic as it was at the time of heir death.  That doesn't exist with coma.  The patient is still alive but functioning apparently as if he did die.  So the family is now going through a period of limbo where no such a readjustment can begin because there is no situation to readjust to.

FRUSTRATION

At this point the intense upheaval stage has subsided to some degree and anger tends to set in.  This is when families are bitter about the fact that nothing is being done.  The first three or four stages are predicated on the fact that the patient is still in coma.  The family has not abandoned the loved one, as this does happen from time to time.  The frustration stage for the family is very intense in terms of anger.  Anger can be directed to a number of sources.  Anger is predominantly directed towards physicians with their Cadillacs and all those years of training who can't do anything to bring their loved one out of coma.  Anger toward nurses with their Toyotas who are not as supportive to other family members.  Even toward the patient they ask "Why can't you do anything to help yourself?"  Anger is directed spiritually, "Why me, what have I done to deserve this?  Why has God let this happen to me?".  Such sensitivity develops during this period of time that even the smallest problem within the family is monumental.  Scapegoating is very common as well.  It's very easy to blame somebody else for something.  Once again the "if only" comes into play.  All of these reactions are emotional, very few are based on practical issues.  If you know what the family members are feeling you can at least do a little better to help them get through these rough times and your support is invaluable.  Family members at this stage have nowhere to turn.  Who do they know that has experienced what they are experiencing?  They are in a limbo state.  

RESIGNATION

This is the time that the family members have begun to accept the fact that the patient is not going to come out of coma at all or at least not coming out now.  Families are aware that the patient is still alive and will probably remain alive for an indefinite period of time.  Depression will surface again during this stage and the fact that the family has resigned themselves to a long haul doesn't mean that life is pleasant.  There is some degree of adjustment during this stage and some normal functioning can be established.  This is the period that the family members begin to rebel.  Friction begins to set in within the family unity.  Siblings of the patient will start acting out, showing that they miss the attention, others in the family may develop health problems, whether real or psychosomatic. Marital conflict occurs.  One of the partners is wanting to spend more hours in the hospital.  The other partner says, "Why? What's the point?  We've been spending 12 hours a day for four months and it hasn't helped.  Why don't we get our own lives in order?".  A very important point made to family members at this stage is that there is a lot they can do to help.  Not much they can do to help the patient but more important they must help themselves.  The family members have got to be able to detach themselves from what is going on and regroup.  Spending 12 hours a day with the patient is NOT the answer.  Professionals are firm believers of quality time not quantity time for families to be the best support and use to the patient.  The family must have their feet on solid ground.  In order to do that means time away from the patient, and evening or weekend and even vacations are not out of the question as long as there is somebody with the patient.  It is necessary for all immediate individuals to have some time away.  Guilt seems to resurface again probably because of the reduction of time spent away from the patient.  There is bitterness towards other family members who are not there at all or less frequently.

ANTICIPATORY

The fifth stage has a slightly different component.  The families begin to get some kind of intangible feeling that the patient may be coming out of coma.  At this point it should be noted that there are two kinds of coma patients:

Pro-long coma:  Here the patient is in a coma for more than a month and coming out of coma much more slowly and recovery is slower.

Acute coma:  The patient is in coma for less than a month and comes out of coma faster and recovery will be faster with less residual difficulties.

The anticipatory stage is more noticeable for the family in the acute coma patient because that is when they can see more things happening quickly.  Patients pay more attention to people and there is a sensing that the patient is trying to communicate.  The patient when asked may be able to squeeze your hand with greater consistency.  This is when the anticipation comes in and the family members begin to feel something is happening.

For families with patients in pro-long coma recovery this anticipation is more intangible.  They may not be able to pin point something that is making them feel that way but it may seem like the patient is in a lighter state of coma.

AROUSAL

This is the stage that there is no longer any question at least in the physicians mind that the patient is communicating.  There is some sense of awareness and some line of communication reestablished between the patient and the world around him.  This can range from the spoken word to some kind of physical communication, as the blinking of an eye on request or hand squeeze response.  Many cases the physician will tell the family that the patient is out of coma and they will not see anything different from yesterday.  For acute coma families the reaction is usually jubilation as the patient is returning to functioning and able to do things over again.  For pro-long coma families there is a lot of tempering of enthusiasm because even though diagnostically the patient is out of coma, the family sees little difference.  However there still develops a sense of hope for the future for the family members.  The patient has done something that nobody else seems to think possible, namely to be aroused from coma.

STABILIZATION

This is where the positive feelings come, as a result of arousal from coma begins to stabilize.  There is frequently a pendulum effect where families will go from feeling good about what is going on to bad.  Especially if they feel it took the patient a long time to come out of coma and how much longer before he will be walking around.  It is always that feeling in the families mind that when the patient finally "woke up" he would get up and go back to work.  It doesn't work that way and as the family members realize that even though he is officially out of coma, that doesn't mean he I doing much more than before.  Families begin to realize how long it may take the patient to be functionally independent.  Once again family problems seem to develop and members that may have been temporarily elevated during the arousal stage and united with their happiness find that again family problems resurface.

RETRAINING

This is when the patient begins all of the intense rehabilitation efforts designed to take the patient from a bed-bound patient to a functioning patient.  Families are involved in screening different programs and this is not a pleasant task because there are not that many good programs around.  The programs that they explore tend to have so many restrictions that not all patients are suitable for all programs.  Some family members develop problems even greater than the problems that existed before.  This can create more friction and diverseness within the family unit.  Families at this point, when they find they are having difficulties dealing with the patient's slow recovery should be encouraged to spend some time away from the patient even though the patient is responding.  It is during this stage that the families have to start dealing with the psychological problems that the patient is experiencing as well.  Before the patient was not communicating, not doing much and the family had to deal with themselves and others in the family.  Now the patient becomes the problem and family members become aware of the intensity that those problems can involve.

RECOVERY

In this stage, hopefully, a good number of patients will reach recovery.  Obviously not all patients reach recovery where they are functioning independently.  Functioning independently does not mean that they are perfect.  It does not necessarily mean they are doing all the things they could do before coma and this becomes a big problem both in this stage and the retraining stage.  The constant comparisons of what he could do before and what he is doing now, is both a problem for the family and the patient.  The fact that the patient is functioning independently does not mean he is free from any problems.  There may be residual physical or emotional problems that have to be resolved by all concerned.  The family members have to deal with the psychological problems that may linger long after the physical problems abate.

SUMMATION

How do the professionals deal with the family members that are going through this crisis?  There are no clear cut answers, but understanding from professionals will help.  By being aware of what families are experiencing, the professionals are showing the family that their feelings are not abnormal or pathological.  Their feelings regardless how intense their emotional reactions may be are appropriate to what they are going through.  The fact that the family member needs that emotional support is crucial and that you are with them, in whatever way you are, will show them that you are there as a source of support.
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