Sharing Information about Genetic Assessment with Family Members 
The results of a genetic test occasionally affect not only the one being tested, but the other family members as well. When focusing on the duties of genetic counselors and physicians, the question arises as to how to increase the chances that the patient will not withhold information that may prevent illness, detect a disease at an early stage, or prevent suffering, or how to share such information with his or her family.
Decision-making criteria:
· The severity of the disease with regards to lifespan and quality of life
· The degree of inheritability
· Whether treatment is available and whether there is a way to minimize risk (behavior, stage of life)
· There is no other way that the relative will know about the genetics (in the Haredi sector, Dor Yeshorim—there is a chance)
· The damage of concealing exceeds the damage of revealing
When a person overtly opposes sharing information, the motives are usually:
· Concealing- So that no one finds out about me, so that I won't be different, so that I won’t be pitied
· Poor relations with family members, a desire for revenge
· The family blaming the patient for being ‘responsible’ for the problem: For example, children being angry at their parents for problematic genes they inherited
· Fear of a social reaction (such as among the Haredi sector - it may harm chances of a finding a good shidduch [arranged marriage])
· A desire not to cause concern
We will present possible guidelines for genetic counselors on how to persuade a person to inform their family. The proposal does not refer to the legal considerations — how to force a subject to inform, but rather psychological persuasion.
· Miranda warning (avoiding testing)
· Suggestive wording: Do not present two options in a dichotomous fashion — inform or not inform, but rather appeal to the subject with an attitude of ‘we presume that you consent that we use the information to prevent disease among your relatives.’ This is suggestive wording, which presumes consent, and makes it difficult to refuse.
· Repeatedly inviting the person to a meeting, or maintaining ongoing telephone contact with him or her; this may convince him or her to consent to having the information shared.
· Enlisting the help of mental health professionals (psychologist, social worker)
We will present a combination of ethical and psychological claims that may form the foundation for a dialog to increase the chances of consenting to share the information with family members.
· Confidentiality: Sharing information anonymously (through a geneticist, family physician)
· Punishment: If the same was done to you
· You are punishing people you don’t really wish to punish
· Self-punishment if it turns out that they were ill, or they knew you hid the information, anger directed at you when they find out
· Social considerations: The ‘joint account’ model
· Protecting public health
· Consulting with a social/community authority (like a rabbi, for example)
· Rejection: May be irreversible, you may not be able to share the information in the future
· If the relatives are too young to be informed — their parents will share the information with them when their children grow up
· Unnecessary concern: A relative may not contract the disease
· The power of prevention
· The importance of early planning in life
· Incurability: Perhaps preventative measures will be discovered in the future
Control: There is control in concealment, but also in providing information
             An ethics committee may decide
My decision by law - Correct. But you are causing distress to the physician and the genetic counselor. The ethics committee may decide against your will
In summary: It is possible to invest considerable effort in working on communication with a patient who has tested positive for a genetic disease so that he or she will make no delay in sharing the genetic information with his or her family. Presenting the proposed options is not dichotomous — a simple yes or no to medical confidentiality; there are more complex methods that exploit mechanisms of guilt, self-control, high and detailed awareness of outcomes, and options for sharing information that subject the patient to less exposure. 
Potential reactions to these claims:
1. You may feel guilty if something happens to a person in the family. If they know you possessed information - they will blame you.
2. Reaction to procrastination: I’ll share the information later: Concealing the information may be irreversible.
3. How would you feel if you knew that one of your relatives possessed life-saving or suffering-preventing information and didn’t share it with you?
4. If the reason is a quarrel with a relative: This is revenge that may harm you as much as them (guilt, being a family outcast if they knew you had the information and hid it). 
5. You may end up punishing people that you did not want to punish: elderly parents, a wife, children, grandchildren.
6. Relatives may be angry with you if they find out you possessed this information (for example, if you have already been sick for several years and did not tell your family, who could have used the information to prevent the disease from breaking out), you may be rejected by your family.
7. Control: You have the power to benefit others, to improve relations in the family.
8. By law, an ethics committee may decide to divulge life-saving information even without your consent. Would you not prefer to be the one making the decision on the matter?
9. The genetic counselor also has a moral dilemma when you refuse to share the information. 
10. If the explanation is that you do not wish to cause concern since the disease is incurable
- It is important for a person to be able to plan his life even if the disease is incurable.
-Perhaps a cure will be discovered in the future and lack of information will prevent a person from benefitting from the cure.
11. If the disease manifests in the distant future, for example, during old age—again, the issue of planning is significant.
12. You can make every effort to share the information without divulging that you are sick or carrying the gene — for example, through your relatives’ family physician who can recommend that they undergo the test, or monitor the possibility of the disease developing in a discrete manner.
