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Amputee Support and Education Group

Minutes from the June 21, 2005

Attendees: Ryan, Edith, Rachael, Scott, Bob, Harry, Millie, Norm, Christian, Kim, David, Peter, Rick and Tanya

Staff: Shelley, Carey, Stephanie, Linda and Dianna

New Business: Future meetings will be held in the Social Services Seminar Room (SSSR) on the main floor. This room is bigger and can accommodate larger groups.

Presentation: Energy Conservation

Presenter: Dianna Mah-Jones, Occupational Therapist, Amputee Team

Fatigue: How does it make you feel? 

Angry, stupid, grumpy, tired, impatient, sore, harder to be motivated, feeling low, resilience to illness is low.

Importance of recognizing what things “eat” energy:

· Lack of activity=less tone=more effort

· Lack of sleep

· Physical reasons i.e. low on iron=more fatigued

· Using or not using a prosthetic

· Emotional components i.e. depression, trying to hide feelings, pretending that you can “do it all”

· Poorly fitted chair or prosthetic

· Too hot, too cold

· Medications

It is important to figure out what is behind the energy depletion i.e. is it because of physical reasons, emotional or environmental reasons?

It also helps to understand that when using a prosthetic limb, a person expends much more energy then a non-amputee.

A below knee amputee expends 25% more energy

An above knee amputee expends 65% more energy

A bilateral below knee amputee expends 45-50% more energy

A bilateral above knee amputee expends 85-100% more energy

Therefore, what might seem like a low-energy task to a non-amputee (i.e. laundry) takes far more energy for an amputee.

One way to keep track of how you spend your energy is to try and be aware of the choices that you make in a day and to try and prioritize your activities. 

Some group members commented that it is difficult for them when family and friends do not understand that at then end of the day, the fatigue can be completely overwhelming. 

Some mentioned that their friends think they are depressed or “lazy” when they come home at the end of the day and have no energy to go out or socialize.

The First Principle of Energy Conservation: Prioritization

· Need to determine what is important to you i.e. is it sleep, proper nutrition, looking after children, work etc.

· Prioritization gets easier with time.

· You can set your self up for failure when you try to take on too much.

· Energy conservation is something that must be learned before it becomes second nature.

The Second Principle of Energy Conservation is:

Don’t “should” on Yourself!

· Don’t be hard on yourself for not being “perfect” or for not being able to get everything done that you had originally planned. 

· Remember: what you don’t get to today will be there tomorrow

· This can be the biggest roadblock- dealing with the expectations of others and yourself.

· Guilt can also be an energy drainer. For example, feeling guilty if you have to leave work early for medical reasons or for not going to the gym. 

· It is good to be mindful of the pressures that we put on ourselves and to be able to articulate them. 

· Often it is hard for people who are perfectionist or who are more judgmental of others who they perceive as “lazy”

· Some people are more comfortable with “taking it easy”

What is hard is when the people you are close to don’t have an understanding of what you are going through. 

Therefore, it is important to include family and friends in the rehab process. One way is to have them try the simulated prosthetic leg at GF Strong.

Tips:

· When planning your activities make sure you schedule fun things in as well.

· Look at planning, when do you need to do things and when do you have the most energy?

· Spread heavy chores throughout the week, delegate to others and eliminate unnecessary tasks (i.e. ironing the tea towels!)

· Pacing--make sure you have ample time to complete tasks and build in rest breaks (i.e. 10 minute break in each hour).

· Mental energy can be very fatiguing—depression, worrying, dealing with unsympathetic family members, friends or colleagues. 

· Fatigue is a complex web—not just physical reasons. 

· It is easier to retain energy as opposed to trying to regain it once lost.

· Important to be kind on yourself and build on your successes. Focus on what you can do, not on what you can’t do.

· Importance of positive thinking

· Need to remember, that when you are learning something new, like using a prosthetic, you need to concentrate so much on the new learning—brain is on all the time and this is tiring.

For those who have lost a limb to cancer, there is the additional worry that the cancer will return. Worry saps energy. 

Some attendees mentioned that dealing with cancer is a harder challenge in some ways then the amputation. 

The anniversary of the limb loss can also be an emotionally draining time.

Last point re: Energy Conservation: Importance of positioning

· Alternate from sit to stand

· Working in an environment where you are not bending over—should have a level seated position

· Use a chair with an Obus Form cushion and arm rests reduces energy expended

· Keep things that you use most frequently close by and level to you

· Use reaching devices

· Make raised garden beds and use apartment sized gardening tools 

· Use a kitchen stool to don and doff the prosthesis

· Use a shower bench in the bathtub or a hydraulic bath lift

· Install a stair glide

· Use a wheeled cart to carry items

·  Take your prosthesis off if it will help you get in a better position 

TETRA: An organization whose purpose is to recruit skilled volunteer engineers and technicians to create assistive devices for people with disabilities. They can be reached at 604-688-6464 or on the web at www.tetrasociety.org

Other tips:

Use a fish scale to weigh footwear (lighter footwear is energy saving and pain reducing). 

Fish scales can be purchased at Steveston hardware.

Summer meetings:

Meetings to proceed in the summer and they will be open discussions.

Next Meetings: 

Tuesday July 19th 4:30-6:30 in the social Services seminar room at GF Strong.

Tuesday August 16th 4:30-6:30 in the social services seminar room at GF Strong.

Fall meetings:

In the fall, there will be sessions on pain (guest speakers plus personal stories of dealing with pain). 

There will also be session on Fitness and Nutrition.

Other topics of interest:

Sleep

Importance of positive thinking

Different types of prosthetic limbs

