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Myotonic Dystrophy Contextualised Scenario

John Bryant

Learning Outcomes 

To demonstrate an understanding of the ethical issues related to use of individual genetic information: autonomy, 
privacy, confidentiality, informed consent, risk assessment, individual and corporate responsibility.

Assessment of Learning Outcomes

Completion of the questionnaire with a brief written reasoning that led to each answer (note: this is informal 
assessment: no marks allocated).

Teaching Structure/Format

Case study and questionnaire is handed out prior to a teaching session on 'genethics'. Students read the case study 
prior to the session and complete the questionnaire after the session.

Approach 

It is helpful if the person(s) leading the session has some knowledge of moral philosophy to tease out what the 
ethical issues actually are.

The Scenario

Myotonic Dystrophy

Dilemma One

Stephen is 24 years old. He is becoming more and more concerned about his increasing muscle weakness. He 
shares his anxieties privately with his GP who refers him to the hospital for further tests. These confirm that Stephen 
is suffering from Myotonic Dystrophy. This means that over the years his muscles will weaken and he may have 
other physical and mental symptoms. However, his consultant assures him that at least for the time being, this 
condition should not affect his life too much. Myotonic Dystrophy is a disease that is inherited. This means that one of 
Stephen's parents must carry the defective gene that is causing the disease. It could mean that many other members 
of the wider family could be affected. Even if their own condition is mild, they could pass it on to their children in a 
very severe and even fatal form.
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Does Stephen's family have a right to know about the risk that they are under?

Yes

No

Don't know

Dilemma Two

Stephen has decided that he would like to keep his condition private because he does not want his career prospects 
to be damaged. He is applying for a new job as an engineer that would involve some physical labour.

Should Stephen tell his prospective employers about his condition, knowing that if he does his application will 
probably be rejected?

Yes

No

Don't know

Should the employer have the right to that knowledge?

Yes

No

Don't know

Dilemma Three

Stephen, before knowing about his condition had already taken out an insurance policy that protects his salary level if 
he becomes unfit to work.

Should Stephen be made to disclose his new-found information to the insurance company which will probably modify 
or withdraw his policy?

Yes

No

Don't know

Dilemma Four

Stephen does tell his family and his sister, Anne, decides to be tested. She discovers that she too has a mild form of 
Myotonic Dystrophy. There is a 50/50 chance that she has passed it on to her 8 year old son Darren. Should Anne 
arrange for Darren to be tested? If he does have the condition Anne and her husband might become over protective 
of him and he could grow up feeling stigmatised and 'doomed'. On the other hand if Darren's parents know that his 
mental and physical abilities will be affected they could ensure that his education has equipped him for the future.

What should the family do about having Darren tested?

Should he be tested?
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Yes

No

Don't know
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Moral Context/Underlying Ethical Issues: 

Autonomy, privacy, confidentiality, informed consent, risk assessment, individual and corporate responsibility

Relevant Professional Codes (if any): 

Confidentiality of patient information - General Medical Council (GMC) http://www.gmc-
uk.org/standards/default.htm
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