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From the Patient's Point of View

Coping with a Memory Loss - A Personal Perspective

I believe the key to overcoming the obstacles that a memory loss creates is taking responsibility to address the problem and making a sincere, personal commitment to improve the situation.

When a person is rendered sightless in an accident or due to an illness that person must immediately find ways to cope with a world of darkness and adapt entire life skills in order to succeed even in daily tasks such as using the telephone, managing in a kitchen, getting dressed, etc.

Similarly, a person who loses the benefit of a good unimpaired memory in an accident or due to illness must also adapt in order to cope with the demands of everyday living.

Persons with a memory loss must be committed to adapt to develop compensatory skills for self-preservation.  Why?

· for self personal safety-an unattended heating appliance is a hazard to oneself and others.

· avoiding the task of adapting will leave one behind in the workplace.  People who do not adapt become unproductive and eventually loose their sense of self worth.  They can be left with feelings of helplessness, hopelessness and devastation.

· one will be left behind in their circle of friends if they do not strive to deal with their memory deficit.  Forgetting engagements with friends is only acceptable for a short while-eventually even the closest of friends tire of the aggravation caused by missed engagements and unkept appointments-eventually one will loose even their companionship.

· only the person with the memory loss can make the adjustment-no one else can do it for them i.e.,. many find themselves asking a friend or parent "would you remind me to pay the telephone bill?".  This strategy is not acceptable-one must take the responsibility of remembering for themselves.  Perhaps the friend or parent is called away and not able to carry through with the reminder-the outcome is a disconnected phone-an additional stress that could have been avoided.

How Does One Deal With a Memory Problem, How are Coping Skills Created and "What Works"?

The two words that first come to my mind when I ask myself these questions are patience and self-discipline.

Patience

Persisting with my previous behavior of impatience created such a degree of frustration that I was unable to cope and function.  Frustration is self-defeating and I urge anyone with a memory problem to work through it.  When frustration reaches a near intolerable level taking a break to enjoy an alternative activity is a must.  A second attempt at the task at a later time will be met with a different perspective and success is most probable.  Success is necessary for developing a positive attitude and gives one the courage to "get on with it".

Self-Discipline

Routine is not a desirable lifestyle; however, in the situation of a poor memory it is the only mechanism that will allow one to reach his goals.

Note-Taking

This is my first rule of management.  It is tedious, boring and consumes time, energy and attention; however, on the positive side "it works" and one realizes great reward from using this technique daily.

How easy it is not to bother to make a note.  A person with a memory problem is often so certain he can remember a particular detail.  Inevitably when the moment arrives to recall what he is so certain to remember-his mind is blank.  Speaking from experience, I often found myself in this situation and even though excused by forgetfulness I ask myself, "how could I be so stupid?".  These words I knew too frequently and they speak for a less than positive attitude. One must take responsibility and be self-disciplined to enter that note in a notebook each and every time the situation presents itself.

The following situation aptly describes the self-discipline required to carry out note taking:  On occasion I will get into bed and remember I must do an errand in the morning-the lights are off, I am warm, comfortable and near sleep.  From experience I know memory will not serve me in the morning hours and I have no alternative than to turn on that light and make a note of the errand at that moment.

My notebook is set up so that I make an entry every hour.  I wear a watch with an hourly chime that reminds me to check my notebook and make an entry.  This exercise also serves to increase my level of awareness to time and schedule.

The days of the week are preprinted in my notebook and even with that set-up I must take great care in entering notes on the correct day.  Note taking must be done with a concentrated effort as an incorrect entry is of no value.  Note taking has enabled me to live unassisted-it indeed has given me access to independent living.

Daily Schedules-Routine-Consistency

My second rule of managing with a poor memory is establishing and maintaining a daily routine.  I have a routine five days a week and on weekends reward myself to nearly two nonstructured days.  A schedule should be posted in prominent areas in a home.  I have a great sense of well being when I can glance at my schedule beside my bed in the morning and know immediately what the new day encompasses.  A daily schedule should be tailored to individual needs and should be reviewed frequently to ensure it is meeting requirements and additions and/or deletions made accordingly.

Fatigue

Before I go on to describe some of the devices I use in my home for memory support I want to mention the element of fatigue.  I urge those who experience excessive fatigue together with a memory problem to recognize it and build into a daily schedule to rest.  No one can function at their best in the state of being fatigued.

Memory Supports

I use the term memory to describe a devise or technique used to aid memory.  Memory supports I use are in the form of visual and/or auditory clues.  Once I have identified a problem caused by poor memory I then try to create a clue to assist me in remembering.  Following is a list of some of the problems I have encountered and the strategy created in solving the problem:

Problem:  Difficulty in remembering which is the hot water tap while in the shower and also not remembering which way to turn tap off.

Solution:  The taps are marked with waterproof paint (red for hot, blue for cold) and arrows are printed on the taps to indicate which direction the tap is turned off.

Problem:  Difficulty in following the steps in a recipe.

Solution:  The entire recipe is dictated into a tape recorder in a step-by-step manner.  I then play back the steps, pausing between each until each step has been completed.

Problem:  Leaving the house inappropriately dressed.

Solution:  A red tag is hung on my apartment door just above the door handle.  This serves as a reminder to check the mirror before leaving.  The tag is hung so that it must be pushed aside in order to turn the door handle-this insures that tag is not neglected.

Problem:  Leaving heating appliances unattended.

Solution:  I use a self-turn off iron, a non-electrical curling iron and a microwave instead of a conventional stove.

Problem:  Not remembering what items are in my wardrobe.

Solution:  Clothes are separated into individual closets and everything is hung so that it is visible, i.e., sweaters are in one closet and shirts in another.  Non-seasonal clothes are hung at the back of the closet-out of sight.

Problem:  Remembering where articles have been placed in the home.

Solution:  Everything in my home has its own place.  When friends visit I ask for their cooperation with this concept and explain that a misplaced item is often a forgotten item.  The phrase "out of sight-out of mind" is indeed applicable.

Problem:  Difficulty following sequence when using technical equipment, i.e. intercom, camera, stereo, etc.

Solution:  A numbered sticker is placed identifying the sequence to be following to operate the particular piece of equipment.

Problem:  Difficulty with decision making with the selection of the day's appropriate wearing apparel.

Solution:  Memory and other cognitive skills are slower in the morning so I put aside the clothes I need for morning activities before going to bed.  My daily schedule gives me the information I need to make the decision for appropriate dressing.

Problem:  Dialing wrong telephone numbers-a problem which occurs as numbers read from the phone book are not retained in the time frame or reading the number and applying it to the telephone.

Solution:  I locate the telephone number in the phone book and follow the instructions on a notation attached to the telephone which reads "Step 1- confirm number, Step 2-read number aloud while reading it from the phone book, Step 3-dial number and repeat it as you dial".

Problem:  Not knowing my whereabouts when suddenly awakening in an unfamiliar surrounding at night.

Solution:  A safety pin with an attached notation indicating where I am is pinned to the bed sheet and to the bottom of a loosely fitting nightgown.  When awakening and disoriented the pin delays my getting out of bed and wandering.  While attempting to undo the safety pin I am able to recognize the situation and the notation serves to further assist me in orientation.

Problem:  Not remembering names and faces.

Solution:  I am able to retain two names at one time when paying particular attention to the task.  When in a situation of meeting several persons on one occasion I limit my attention to only two names and hopefully the opportunity to remember others will present itself at another time.  In the process of remembering names I must also attend to detail as faces are not remembered.  This additional information that I am required to retain limits the number of names remembered.

Problem:  Not recognizing landmarks therefore getting lost in public places.

Solution:  Initially the fear of being lost created panic-now I continue to walk for a short distance hoping that something will quickly become familiar and should that fail I then ask a passing pedestrian for direction.

Problem:  Not retaining information in written form.

Solution:  Reading aloud written information assists in the memory process.  When it is absolutely essential that I retain written material I dictate it into my tape recorder and listen back to the information.  Additionally, writing the same information heard on tape assists retention.

Problem:  Not knowing what articles are placed in kitchen cupboards.

Solution:  On each cupboard door a bright colored square with a number placed next to each door handle.  Each cupboard has a different number and colored square.  This establishes a code for me identifying which cupboard contains dishes, glassware, etc.

Problem:  Grocery shopping-buying too many of the same item and forgetting others entirely.

Solution:  Each time I run out of an item I immediately make a note of it on my list attached to my refrigerator door.  Routinely on Sundays I make up a meal plan for the week and then go to my kitchen to check to see if I have all the ingredients I require for the week.  Items I need to meet the requirements of the week's meal plan that are not in my kitchen are also noted on the list on the refrigerator door.  Monday morning is designated for grocery shopping and the list from my refrigerator door provides me with everything I need to buy and nothing is duplicated or forgotten.

Problem:  Failure to differentiate between household containers-this poses a particular hazard in the kitchen and bathroom.  Drinking a household disinfectant instead of distilled water has caused injury.

Solution:  Countertops are kept uncluttered.  Having too many items on a counter provided a greater risk of misidentification.  Labels of containers are read aloud-not once but twice and returned immediately to the place it has been retrieved.

Problem:  Crossing the street at unmarked areas when fatigued and memory, attention and a level of awareness are at their worst, therefore, putting myself at great risk.

Solution:  Streets are crossed only at a marked pedestrian crossings, I avoid the temptation of crossing midblock to save a few steps-the energy to walk that extra block is worth the safety the marked crossing provides.

These and other strategies pertaining to financial and household management are "what works" for me and that reward gives me the encouragement to persevere.  

People may find themselves in situations where they have identified a problem caused by memory difficulties and even after applying various compensatory techniques nothing proves to yield a solution.  This is no reason to give up and say, "I can't do it".  An objective look at the problem by a family member, a friend, or a health care professional may be the answer.  Family and friends often feel so helpless and when they are given the opportunity to assist they feel they can contribute to the rehabilitative process.

Conclusion

I attribute my progress and successes to the help of a health care professional who I visit each week.  During the course of a week I make notes of problems I encounter due to memory difficulties and together, as a team, we work out solutions.  After each visit, I come away with a sense of accomplishment and an eagerness to go home and try out new coping techniques that were discussed at my visit.

Developing techniques is not always an instant solution to a problem and it may take weeks to realize success.  Applying adaptive techniques with an improved sense of patience together with self-discipline to persevere has given me an opportunity to experience a success and hope for a happy, productive future.

Melanie Elliot
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