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We received nearly 200 responses, we were overwhelmed and delighted with the enthusiasm to help others. A striking feature in all the questionnaires was the highly variable and individual experiences you all expressed. There were stories of joy about cancer being successfully removed from your future to the contemplation of how central your voice was to your identity and an ongoing sense of struggling to come to terms with this loss. 

What are you using?

You reported using different methods as the main method of speech in the following proportions  (also represented in pie chart below):

Standard valve  46%

Pharyngeal  18%

Artificial larynx 15%

Combination of 2 or more methods 13%

Hands free valve  4%

No speech/lightwriter 3% 
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28% had tried a hands free valve and 39% of those who had tried it kept using it as their main method of speech.

Preparation

The group were split 50:50 on whether speech options were discussed before surgery and experiences of choice on speech method were varied. 57% said they had no choice or very little choice in their speech method whereas 23% said it was completely their choice. The rest had a degree of choice or took the recommendation of healthcare professionals.
The good, the bad and the leaky

There was consistency in the general pros and cons of each speech method as summarised below:

Pharyngeal speech

Positive aspects: no need for equipment, no need for medical input, ability to use both hands whilst talking.

Negative aspects: harder for listeners to understand, more difficult to learn technique

Electrolarynx

Positive aspects: easy to learn, low maintenance, consistent ability to speak, does not interfere with breathing

Negative aspects: unnatural sound, need to use a hand to speak, need to carry the device

Standard valve (both indwelling and exdwelling)

Positive aspects: easy to learn, easy for listeners to understand

Negative aspects: valve can leak, requires regular cleaning, requires changing (sometimes frequently), need to use a hand to speak

Hands free valve

Positive aspects: can use both hands and talk

Negative aspects: more difficult to learn, breathing can be difficult during use, frequent problems with baseplate not sticking properly

Years of experience

The oldest stoma was formed by an operation in 1964, impressive by anyone’s standards! The majority of you had surgery between the years 2000 and 2009.

Some people reported starting to talk immediately after their operation and the longest in our group is 7 years and still trying to get along with any method.

On a final note

Many people without a stoma could learn from the following quote:

‘I now think before I speak, which is a good thing’

