Amputee Support and Education Group

Minutes from February 21, 2006

TOPIC: BODY IMAGE

Presenter: Verna Amel, PhD. Psychologist 

The group was asked to share their experiences in public. Examples of  good and bad experiences were given. Many gave examples of having to get used to people staring or making inappropriate comments such as:

· Getting up from a low chair and having people staring

· Experiencing “double takes” in public

· Feeling like you have to explain your situation over and over again

· People tend to look at the prosthetic limb first and them look at you in the eyes—awkward moment when they are caught staring.

· Children sometimes try and touch the prosthetic limb and parents don’t know how to react so they tell their child not to stare.

· Some group members stated that they make up humorous stories about how they lost their limb i.e. shark attacks, elevator accidents, alligators 

· Others stated that they feel it is none of people’s business and say nothing other than to ask to be left alone

· Some people have had very good experiences and have found people to be very helpful.

1) What is a reaction made of?

a) Personal values and beliefs
· Confidence: If shy, this can influence how you react to a situation. If insecure, you may feel threatened.

· Body Image: This is our imagined view of how we look. Our body image is usually fixed at age 22. It is an idealized sense of us therefore if someone makes a comment it can clash with our sense of self.

· Body Identification: i.e. we may see ourselves as an athlete or we may focus on one body part that we like, such as “my eyes are my best feature”. An amputation can clash with our body identification.

· Embarrassment/ Shaming: If you grew up with critical parents or grew up in a family where you were low or high in the pecking order, this will affect how you react to a situation.

· Individualization versus conformity: Your comfort level with being an individual versus conforming or “fitting in” prior to amputation will affect your reactions. For example, do you like being noticed? Do you prefer to blend in? Are you defiant?

· Personality traits such as being assertive, passive, or aggressive all come into play in feeling peoples reactions

· Tolerance is helpful 

· Forgiveness can be a virtue

· One’s own sense of belonging or alienation are important factors

b) Prior Learned Experiences:

· Family Credos: Did you grow up with permission to be different? Or were you required to submit?

· School based experiences: gym class, hazing, body growth adolescence transitions, and peer pressure.

· Familiarity with other persons with a disability, relatives or friends with a disability

· Length of time since acquiring a disability

c) Social Upbringing Messages
· Don’t be rude

· Don’t stare

· Persons who are different are “put away”-Once group member shared an experience of how her father wanted her to go to a “special school”, as a child with a disability, but in the end she went to a mainstream school. This also came with challenges because she was kept separate from other kids with disabilities. This resulted in her being uncomfortable being around others with disabilities and not always feeling totally comfortable with people who don’t have disablities. 

· Verna commented that for individuals with this experience there is the risk of being “re-identified” as a disabled person in adulthood and that requiring adjustment.

· Integration of different persons with the “dominant groups”.

· Integration and inclusion can help able-bodied kids learn about empathy and caring for others.

· Tolerance

· Deal with a problem as soon as it arises (i.e. if someone makes a comment, you may feel that you need to deal with it right away).

· Be firm but fair

· Everyone has a right to personal dignity 

d) Assessment of Risk
· Is it worth the effort to reply? 

· Will responding be an opportunity to educate someone? Over time, as the experience “gets old” you may feel differently and get tired of always explaining.

· Risk/ benefit analysis: Do I risk the effort of responding? Do I feel threatened? Will the other person get rude or defensive if I decline to answer?

· Need to assess your comfort level when trying new things and weigh the risks (risk that someone will make a comment vs. benefit of trying a new activity)

2) Assertiveness:
Verna distributed an Assertiveness Handbook: How to express your ideas and stand up for yourself at work and in relationships. Author: Randy J. Paterson, Ph.D.

When someone has a disability his or her sense of self-image can change. It can therefore become difficult to receive comments, or even to accept a compliment and some people may feel that others are not being genuine.

If you are feeling “prickly” you may give yourself permission to have this feeling, while trying to be at least polite. This is ok.  And sometimes it is useful to realize that you are not being very nice to others and it might be more constructive to give positive feedback to others. These are choices. There are no right or wrong ways. You must honour what feels best for yourself. 

Many styles of response are ok.

One group member shared that when people compliment her on how she walks, she says, “Thanks, I work hard at it!”

Another member shared that he likes to agree with people’s compliments (neutral agreement versus thanking).

Giving positive feedback to others takes practice. Try the “daily compliment policy”. 

3) Reactions to Criticism: Various reactions

Fear, anger, counterattacks, denial, defense, shame, and inadequacy are some common responses to perceived negative comments. Need to look back in your life to figure our why you react this way.

Most group members stated that they don’t feel people are critical. 

One member stated that she likes to “ gently provoke” people at times, describing herself as a “non-conformist”. She shared the skulls and roses artwork on her socket with the group as an example. She added that how she reacts to people’s comments is based on how she feels at that moment. 

Some days a comment can initiate anger, while other days it will not. Patience/ frustration can vary day to day but core values are fairly consistent and she tries to be polite and educational.

4) Dealing with kids curiosity:
One group member shared that she has dealt with a child’s curiosity (asked what happened to her leg) by saying a “crocodile ate it”. She added that she did not want to burden the child by getting into the truth and tried to make a joke and hoped after that the child wasn’t horrified by that answer.

Another shared that her neighbor who has had two legs amputated from diabetes tells kids when they ask what happened that she “didn’t play it safe”. This seems to be something that kids understand and relate to, although that answer also would need some explanation to a child.

These examples brought up many humorous examples of answers some do give, or could give, when the public asks about an amputation and people aren’t “in the mood” to make it educational. The group had many laughs from examples that included “shark and alligator attacks, flesh eating disease (while rubbing the person warmly on the arm), telling people staring in elevators that their legs were amputated in elevator doors, and telling taxi drivers they were hit by taxi’s and getting free taxi rides. The examples could go on. 

5) Skills for coping with criticism:

· Don’t demand perfection of yourself

· Practice. When someone asks a question or makes a comment that you feel is inappropriate, say “Thanks for your concern but I’d rather not talk about it right now”. Give a short answer and the person should realize that you do not want to talk about it. 

One group member stated that there is a difference between petty criticism and constructive criticism and gave examples. 

6) Examples of negative experiences from the group: 

Kim: She was at the gas station filling up her car and she kicked her shoe off by accident. A group of girls nearby started laughing, which made her feel uncomfortable. She added that it helps having good friends around you when you are faced with a negative experience.

Rachel: horseback riding at 11 years old and her leg fell off and the other kids laughed. This was the first time her mother let her go to camp (not surprisingly her mother didn’t let her go the next year).

She added that sometimes people feel that they need to “rescue” you. She has had an experience of someone trying to “convert her” with religious zeal. She added that she would like to go swimming but finds that others stare or ask very inappropriate questions. When she has gone with support people, people have asked the person accompanying her questions about her (talking over her “What happened to her??). She stated that it “jerks her out of her normal routine” because she is not constantly thinking about the fact that she uses prosthesis. Rachel also shared an experience when another amputee with an entirely different level of amputation (BKA) criticized her walking and used himself as a better example, illustrating that there is ignorance even among amputees

Scott stated that he deals with negative experience by portraying an attitude that it does not bother him. He added that he feels he has “lightened up” over the last three years and that he doesn’t get angry like he used to.

Some group members described situations when people thinking they didn’t need it confronted them when they were using a handicapped parking spot. Kim stated that she lifts up her pant leg to show her prosthesis when this happens. Generally the group was happy that the public protects the parking spots from being used by people who don’t have a disability, but that can become awkward when amputees are accosted inappropriately. 

Suggestions for dealing with these negative experiences:

Verna suggested practicing a comeback in the mirror so it becomes a natural response to a stranger’s questions. Keep it on the surface so it does not engage you. The response needs to fit with one’s personality and comfort level.

Linda, (PT) suggested that you have several different responses that you can use depending on the situation and your mood.

Shelley (SW) inquired whether this would be useful for new amputees to know this information because all amputees experience these things. The group agreed and wondered how to get this information to them early on. Discussion followed that the group member’s feel that emotional support is lacking for new amputees and a network is needed to support them. This support could be found in a group like the G.F.Strong Amputee Group, on the website, and from individuals reaching out to each other. 

One suggestion was to use the physicians, surgeons and rehab doctors as a contact so that new amputees can be connected to the group. Discussion followed about peer training and peer mentoring.

Mike has offered to help in any way, as a peer mentor. He has had some training and has had both a reconstruction and an amputation. He added that he feels that he made the right decision with the amputation, given his particular circumstances.

7) Other issues discussed: Payment of prosthesis:
Scott mentioned that once registered, the War Amps would pay up to $2000 per year for adults.

Pharmacare pays 80%, and, if you have Extended Health, it should pay the remainder.  

Extended Health companies need to be educated about what items need to be covered. Sometimes it is necessary to advocate for yourself or ask others to help you advocate. The group can look into advocacy issues and get organized.

You can lobby to have the Fair Pharmacare deductible reduced, if income level changes, but it requires paper work and verification of income.

All this information is important for new amputees and there was discussion about how to reach them and how to share this kind of info. This will be an ongoing discussion and will be incorporated into our website as it grows.

Next Meeting: March 21/06 Topic: Return/ Not Return to Work Issues 

