The Mass Family Voices/Family-to-Family Health Information and Education Center Advisory Board has established the following policy regarding confidentiality of personal information that is shared through the Mass Family Voices listserv. If you have any questions, e-mail: massfv@fcsn.org or leave a message at 1-800-331-0688, ext. 210. Your call will be returned.

Mass Family Voices Listserv Policy Regarding Confidentiality

Mass Family Voices @ Federation for Children with Special Needs is a state chapter of Family Voices, a national, grassroots organization of families and friends speaking on behalf of children and youth with special health care needs. As parents of children and youth with special health care needs, and professional partners, we understand and respect the sensitivity of the issues and concerns that families face and are committed to maintaining the confidentiality of personal information that is shared by any member of this on-line forum. 

Please be advised that postings that contain personal information should not be forwarded off the list, as this is a breach of confidentiality. Often professionals and family members choose to share personal information about their family, and many do by way of introducing themselves when they first en‘list.’ That information is considered confidential and shared exclusively with the Mass Family Voices network of listserv subscribers. When you have information or resources that would help any particular member and others on the list, please post that information to the entire list, or respond directly to that member. Again, please do not forward messages that contain personal information.

There are databases associated with this listserv, but no personal information is recorded. At times, members solicit this listserv for participants for research studies, focus groups, parent training opportunities, etc. In order to assess the usefulness of this listserv, Mass Family Voices asks the poster to provide information about the success of his/her recruiting efforts by reporting statistical information only; your personal information is not shared. We also report total messages, categories of messages and number of participants. 

Many of the postings to this list can and should be shared with the larger parent and professional networks with whom we are connected. Examples from recent postings include: notices of upcoming conferences, low cost loans to purchase assistive technology, product recalls and information about medical suppliers. It is also to everyone’s benefit to forward postings about advisory opportunities for family members, public hearings and other occasions where families’ and professionals’ experiences and expertise can promote positive systems change.

I thank you for your continued efforts to share resources and information, promote family/professional partnerships, post questions, hear from the collective expertise of our diverse and growing membership and support each other in our advocacy efforts on behalf of children and youth with special health care needs. 

As always, thank you for joining your voices with Mass Family Voices. We look forward to your continued participation.

Sincerely,

Meg Comeau

Peggy Curran

Esther Karinge

Lisa Lambert

Polly Sherman
March 30, 2005


