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Rationale for the Confidentiality Agreement

Each chapter has an obligation to safeguard the confidentiality of personal

information and shall not disclose, in an individually identifiable

way, information about a particular person without the person’s

expressed authorization. This policy of the National Multiple

Sclerosis Society recognizes the rights of individuals to privacy and

conforms with the general principles defined by the Federal Privacy

Act of 1974, generally accepted social work practice, and the guidelines

of various professional associations. The NMSS believes this to

be so important that each new employee and volunteer is expected

to read, understand, and sign a confidentiality agreement before

starting work in the chapter.

The Principle of Confidentiality

The principle of confidentiality limits the disclosure of personal

information that is revealed in a service (medical, counseling, legal)

relationship. The individual who reveals personal information to a

service provider expects that information to be safeguarded within

the service relationship. Each one of us enjoys this right to privacy

concerning our personal medical and psychosocial information.

Threats to Our Right to Privacy

In the present age of computer technology and managed care, however,

the cherished right to privacy is being threatened by the development

of massive, computerized data bank systems that compile

private information on growing numbers of people. The use of fax

machines and e-mail to transmit confidential information provides

an additional threat. The National MS Society is advocating at the

federal level to preserve the privacy rights of all individuals with

MS and their family members. It is equally important for us to be

respectful and protective of these rights in our day-to-day, personal

contacts with clients.

Maintaining confidentiality about clients is one of the most important

operational principles of the National MS Society. This basic,

and apparently simple, principle is complicated by the fact that

people with MS and their family members often have multiple

roles within a chapter or the organization as a whole. At different

points along the way, a person might be a client, a volunteer, a

board member, or an employee. Therefore, it is essential that

everyone working within the chapter have a clear understanding

of the ways in which information about clients can be obtained,

and to whom it can properly be revealed.

Access to Confidential Information

Under certain, prescribed circumstances, the following individuals

have access to confidential information:

◗ Clients

◗ Personnel within the chapter

◗ Relatives and friends of clients

◗ Home office staff

Clients

Clients who access chapter services have the right to know that

the chapter staff maintains records. Therefore, I&R personnel will

inform clients about the existence and the nature of the records

or data banks that are kept (basic demographic data, entries of

phone calls, requests for service, and participation in programs),

as well as the reasons for maintaining this personal information.

Clients will be assured that the information is kept confidential.

[This procedure is described in detail in the I&R certification

training protocol.]

Personnel Within the Chapter

The generally accepted professional practice is to limit access to

personal information to authorized individuals who have a “need to

know” in order to carry out their responsibilities.

Staff

1. The chapter president (along with the board of trustees)

retains the obligation and responsibility to safeguard the

confidentiality of personal information, but has direct

access to the information only for activities related to

what he or she “needs to know” in order to carry out

responsibilities. For example, the chapter president has

access to records in order to evaluate the chapter programs

director or to extract data for planning purposes.

2. The chapter programs director and the professional program

staff have access to the entire range of data because

they are in the role of direct service providers. [Note:

Chapter presidents in chapters without a program director

have the same access.]

3. Other chapter staff (or volunteers) performing secretarial,

clerical, and/or computer-related services, have access as

needed to perform those duties, under the direction of the

chapter president and/or programs director. Personnel

having no professional reason for looking at confidential

records should not be permitted to do so.

Volunteers

1. The board of trustees (along with the chapter president)

retains the obligation and responsibility to safeguard the

confidentiality of personal information. Board members

do not have direct access to personal information simply

by virtue of their membership on the board. Board members

who serve on program-related committees, or carry

out program-related functions, have access, on an as-needed

basis, as described in the next point.

2. Volunteers who are involved in a program, such as peer

counseling, have access to confidential information as

needed to carry out their responsibilities under the direction

of the program director. The chapter programs director

(or designated representative) is responsible for

training volunteers about confidentiality and for obtaining

signed confidentiality agreements.

Home Office Staff

Home office staff and consultants have access to confidential information

for specific purposes, such as review and evaluation, consultation

with chapter staff on problems or complex issues, orientation

and training of chapter staff, and to extract data for analysis or

planning purposes.

Relatives and Friends of Clients

With the client’s written consent, information (as specified by the

client) may be given to the individual. Written consent is not

required when a relative or friend is able to verify that he or she is

a legal guardian for the client.

Various other individuals (e.g., student interns, persons conducting

internal reviews, third-party funding sources supplying grant or program

monies, outside agencies or individuals) may be given access

to confidential information under conditions specified in Managing

Chapter Programs.

Exceptions to the Rules

1. Life-Threatening Situations

When a person’s life appears to be in danger, chapter personnel

should bypass written consent. When possible, substitute verbal

consent by the person with MS or by a family member and make

note of this verbal consent. Life-threatening situations include

medical emergencies or crisis situations. Examples of such situations

include: a person who faints at a chapter program, a call for

assistance from a person who has fallen and cannot get up, a

telephone call from a person who is threatening to commit suicide,

a person threatening to harm a staff member or volunteer.

Refer to Handling a Crisis Call.

2. Suspected Physical Abuse or Neglect and Sexual Abuse:

Child and Adult

Most states require that any professional who encounters evidence

of child abuse or neglect must report it to a designated

child-protection organization. These organizations have the

legal authority to evaluate the situation and recommend appropriate

action to prevent further injury to the child or to give

clearance that there was no abuse.

In general, adults who may be vulnerable to abuse, such as those

who are elderly or disabled, are not afforded the same degree of

legal protection as are children. Frequently, professionals are not

mandated to report suspected abuse, and adult protection regulations

lack provision for enforcement. The state department

responsible for delivering services to adults with disabilities can

provide information about adult protection regulations and services.

You will need to become familiar with your state’s adult

protection regulations and services by studying the materials

posted by your chapter programs director. Abuse/neglect guidelines

are also included in the Providing Programs for Families

manual.
CONFIDENTIALITY AGREEMENT

FOR VOLUNTEERS AND STUDENTS

I have read and understand the policies and guidelines of the National Multiple Sclerosis Society regarding confidentiality.  

To the degree I may be given access to the identity and details of persons with multiple sclerosis and their families, I will safeguard such information in strict confidence.  

I understand that this applies to me both while I am associated with the Chapter and after I leave the Chapter, for whatever reason.

Failure to adhere to this agreement is grounds for immediate discharge from this agency.

I also recognize that the Chapter Programs staff provide continuing direction and counsel as to the proper use of confidential information. 

__________________      ________________________

Date



       Volunteer or Student’s Signature

____________________       _____________________________

Date



      Program Staff’s Signature
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