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INTRODUCTION

FAMILY COUNCILS: AVENUES FOR CHANGE

The Law

California’s Family Council bill, Health & Safety Code 81418.4, went into effect on
January 1, 1989, and was amended by SB 1551 (Dunn), which was signed by the Governor
and became effective January 1, 2000. California's family council law now provides the
following:

* Defines “Family Council” as a meeting of family members, friends or
repesentatives of two or more residents to confer in private without facility staff.

* No facility may prohibit the formation of a family council when requested by a
member of the resident's family or the resident's representative.

Family Council Rights:

» The family council shall be allowed to meet in a common meeting room of the
facility at least once a month during mutually agreed upon hours.

» Facilities shall in no way limit the right of residents, family members and family
council members to meet independently with outside persons or with facility
personnel.

 Staff or visitors may attend family council meetings at the group's invitation.
Facility Obligations to Family Council:

» The facility shall provide a designated staff person who shall be responsible for
providing assistance and responding to written requests that result from family
council meetings.

. The facility shall consider the views and act upon the grievances and
recommendations of a family council concerning proposed policy and operational
decisions affecting resident care and life in the facility.

» The facility shall respond in writing to written requests or concerns of the family
council within 10 days.

» Family councils shall be provided adequate space on a prominent bulletin board or
other posting area for the display of notices, minutes, newsletters, or other
information pertaining to the operation or interest of the family council.

* When a family council exists, the facility shall include notice of the meetings in
guarterly mailings and shall inform family members, friends and representatives of
new residents of the time,place and date of the meetings.

Penalties for Interference:

* No facility shall willfully interfere with the formation, maintenance or promotion of
a family council. "Willful interference" includes discrimination, retaliation or the
willful scheduling of facility events in conflict with a previously scheduled family
council meeting.

* Violation of these laws can result in a citation and penalty up to $1,000.



California's new family council provisions are based on the federal OBRA regulations, found at 42 CFr
8483.15(c), These state and federal laws give families and friends of residents a unique opportunity to effect
change.

What are Family Councils?

Family Councils are not merely “gripe” sessions. While the primary purpose of a family council is for
families, as a group, to influence the quality of care for the residents, they also offer a forum to enhance
communications with the facility staff and offer peer support for the relatives and friends of residents.

Whatever affects the residents' lives is a proper concern of the family council, whether it's the atmosphere
of the facility, the role of the medical director, the day-to-day care or the activity program.

An effective family council will provide an opportunity for the members to meet without facility staff (and
thus, without fear of retaliation), share concerns, and submit the group’s concerns in writing to the
administrator. The council should requestthat appropriate action be taken and follow up the request to ensure
that such action was taken.

Working Together for Prevention of Problems

Too often, nursing home and residents' representatives attempt to resolve resident problems individually
rather than working tprevent the problems in the first place. Too often, this one-to-one approach, because
of fear of retaliation, prevents residents and their representatives from lodging legitimate complaints and
asserting their rights.



ORGANIZING A FAMIL Y COUNCIL

By presenting a united voice with mutual goals and concerns, members need not fear being isolated anc
threatened, and they can address the probleral dsidents, rather than a few. Each family council is
different, according to the needs and interests of its members. As aresult, there are no hard and fastrules abo
organizing and running a council. However, experience has shown that the effectiveness and ongoing
success of a family council has much to do with the initial organizing.

Where to Begin

Before starting to organize a council, contact the social worker and the administrator of the home to enlighten
them about family councils and to enlist their support. A presentation of the idea at a staff meeting of the
nursing home would also be helpful, so that all nursing home personnel understand and do not feel threatene:
by a family council being started.

Plan an initial meeting with families and friends:

* Plan a meeting to which all families and friends of the residents of the home will be invited to determine
if the families are interested in having a council, and, if so, to begin the process of organizing. In some cases.
the nursing home is willing to send out invitations to the families. Following up on the invitations with a
personal telephone call is very effective. Notices should also be posted in the home, because all interestec
family members and friends may not be included on the home’s mailing list. or

» Get together a small group of families and friends who are already active and involved and work with them
to plan and run the introductory meeting. This can be more time-consuming initially, but in many cases, it
will be more effective because it establishes, from the start, that the council will be run by the families
themselves, rather than the staff.

The Introductory Meeting

The introductory meeting should include

a) Presentation: An explanation of family councils, their purpose, importance and organization.
Slide or video presentations may be used for this purpose. CANHR can provide sorsé &ets
for the meeting.

b) Organizing: A decision on whether or not they want a council. If the concept is explained with
enthusiasm it is unlikely that they will respond negatively. However, it is important that the principle
of self-determination is established by making it their decision.

c) Selection of officers: Since the families often do not know each other yet, most councils begin with
temporary, volunteer officers, who serve until regular elections can be held. Most councils have a chair
(or president), a vice-chair, a secretary, who will take notes during the meetings, and a treasurer. Some
councils have co-chairpersons to share the duties.

Having co-chairs or alternating leadership is often a good idea. This builds leadership skills and prevents
the chair from being "co-opted" by the facility and keeps the family council from becoming a "personal”
agenda, rather than a group agenda.. No chairperson should serve more than one year, unless there are
alternatives and he/she should not speak on behalf of the group without its permission.



Staff Involvement

Members will often suggest that the staff run the council instead of, or until, electing officers. This has
proven to be unsuccessful in most cases. A staff-run council isamotla council. In many instances where

a family council has been staff-run, interest and attendance has steadily declined or the council has lapsec
into a purely social group. Often a staff-run council meets infrequently or is not very active because the staff
doesn’t have adequate time to devote to it. In many instances, well-meaning staff persons have agreed to rul
a council “temporarily” only to find it much harder to get the family members to assume responsibility later.
By selecting temporary officers at the very first meeting, many such problems can be avoided.

Although the facility is required to designate a staff liaison to provide assistance and to respond to written
requests from the group, this staff person is not required to attend the meeting. In fact, staff are permitted
to attend only with the consent of the council. Itisimportantto have at least some time at each meeting where
the family council members can meet in private.

Structure
A decision should be made on what the basic structure of the family council should be. Two structures are
most common:

a.Group structure: ifthe group of interested families and friends is small, a council usually invites all families
to each meeting. Planning, decision-making, and other basic functions are carried out in these meetings.

b. Committee structure: if the group is large, a steering or executive committee is often selected to plan and
make decisions that would be difficult or time-consuming to deal with in the full council. This committee
may meet monthly, prior to the regular meeting and make reports to the full council. One of its major tasks
is to plan regular meetings and projects to which all families are invited. The steering committee can include
all officers, sub-committee chairpersons, representatives of each floor or wing, or a number of members
elected by the whole membership. With this type of structure, it is very important that the steering committee
make efforts to get input from other members and to keep other members active and involved.




TIPS FOR ORGANIZING AN EFFECTIVE FAMILY COUNCIL

1. Meet With the Administrator

When you and other family members or friends decide to start a Family
Council, ask for a meeting with the Administrator to discuss the date(s), a mutually
agreed upon time, the place where you can post notices, the designated staff liaison
and the process for submitting and responding to concerns of the Family Council.
(See sample letter to administrator) You don’t need the cooperation of the
Administrator, but it helps if you want to reach out to other family members and
new ones, and if you really want to see changes rather than resistance. In addition,
it’s better to start out on a cooperative basis, as things tend to heat up soon enough.
If the Administrator won’t discuss it, send a letter and start the Family Council
without his/her cooperation. They are prohibited from interfering with the
organization of Family Councils.

2. Involve Facility Staff

Too often facility staff feels threatened by Family Councils. They see them as
“gripe” sessions that separate family members from the staff. While family
councils, by necessity, have to allow for family members to gripe and voice their
concerns, this should be done during the private council meeting. While at least
some part of every meeting should allow for the family council to meet in private,
staff should be invited to specific meetings at specific times to discuss specific
concerns. For example, if one of the council’s concerns involves dietary issues,
invite the dietician to talk to the council, answer questions and address these
concerns. It’s always better to have the staff on your side, if possible, since they are
the ones who provide the direct care.

3. Put It in Writing!

Someone should take notes during the meeting and be responsible for
relaying the specific concerns of the family council in writing to the administrator or
the staff liaison. The issues and/or concerns should be agreed upon at the end of the
meeting, and the format and tone of conveying the message should be agreed upon.
If you don’t put it in writing, don’t expect a timely response. Be concise and direct.
Be specific and give examples of the problem, without naming residents’ names.

4. Pick Your Battles!

Family Councils usually form because of a serious problem(s) at a facility.
Thus, the family members and friends who initially get involved are usually pretty
upset by the time of the first meeting. However, it would be a good tactic to lay out
all of the issues and prioritize. Pick one or two less serious issues first, and see how
the administrator responds. Or pick the one issue that has the most direct effect on
the residents. Then you’ll know what you’re up against, and you’ll have an idea



how hard or easy getting changes will be. It’s also unrealistic to expect all of your
concerns to be dealt with at once. At the end of each meeting, one or two concerns
should be submitted in writing, with suggestions, if appropriate, as to how the
concerns could be addressed.

5. Do Your Homework!

Find out the laws and regulations regarding the particular issue or issues the
family council selects. If you don’t know your rights or the residents’ rights, you
won’t know if the response is appropriate or not. (Call CANHR for a copy of current
state and federal regulations regarding the issue or issues)

6. Prepare an Agenda

Although some time needs to be set aside for free discussion of concerns, the
meetings should have some structure. You don’t need Robert’s Rules, but you
should have a plan for each meeting. For example, there should be time for
introductions of all attendees, follow-up from the last meeting, guest speakers, if
any, and setting the time and dates of the next meetings at a convenient time for as
many as possible.

7. Don’t Be Too Formal!

With the exception of making sure you put all correspondence from the
Family Council in writing, the meetings should not be too formal. They should be a
place where family members, representatives of residents and the residents can feel
free to talk about what they need to talk about; where they can give and get
emotional support and important information; and where they feel welcome. Have
some refreshments. Nothing increases attendance like the smell of fresh-baked
chocolate chip cookies! Some facilities will provide cookies, coffee and soft drinks,
but don’t count on it. Bring your own or take turns bringing refreshments.

8. Involve the Residents

Invite any residents who can or want to attend. Sometimes, family members
will bring the residents to the meetings. That way they can combine their visits with
the meeting. Most residents probably won’t want to attend, but make them
welcome. Their voices are the ones that seldom get heard.

9. Reach Out!

One of the first orders of business for a Family Council should be organizing
an outreach program at the facility to make sure all the current family members and
the new ones know about the meetings. If the administration is cooperative, your
job will be easy. That is not always the case, however, and you’ll need to be
innovative in meeting family members. Have special, short get-togethers on a
weekend. Bake some cakes and have a “coffee.” If you can’t get new family members
involved, the Family Council won’t last.



10. Try Not to Control

A lot of family councils fail because the person who organized it, put in all
the time and energy and took control, doesn’t want to give up control. This is a
difficult dilemma and requires a careful balance of addressing members’ real fear of
retaliation and empowering them at the same time. They only way you can do this
is by letting them talk, educating them and showing them, through results, that
Family Councils can be effective tools for improving care. Change in leadership can
be healthy, as long as the leader is in sync with the Family Council’s and residents’
concerns.



COMMUNITY RESOURCES

There are numerous community organizations who will provide written information to distribute at the
meetings, and who may provide speakers. CANHR staff is also available to assist with initial organizing
efforts and suggestions for speakers. The following is a brief list of community resource groups who may
be able to provide speakers, literature, and information for both family councils and individuals. Please call
CANHR for resources on specific issues or problems.

Long-Term Care Ombudsman provides trained, supervised volunteers who visit nursing homes and
residential care facilities for the elderly, and who can advocate on behalf of residents, investigate complaints
and help to resolve problems if possible. Ombudsman programs are available for every county.

Caregiver Resource Centemprovides information and referral services, counseling, support groups,
education, training and other resources to caregivers of brain impaired adults. Fact sheets and other material
available. There are eleven centers throughout the state.

Alzheimer's Associationprovides support and assistance to afflicted persons and their families; sponsors
caregiver and family support groups in most counties; numerous publications available. There are twelve
branches throughout the state.

National M.S. Societyprovides information and referral, support and assistance for persons with Multiple
Sclerosis and their families. Some centers have publications available which could be of use in educating
nursing home staff about M.S. There are eight chapters throughout the state.



SAMPLE

April 1, 2000

Ms. , Administrator
ABCDE Convalescent Hospital

Dear Ms.

On behalf of the several family members of residents, | have been asked to inform you that we are in the
process of organizing a Family Council

We hope, through the Family Council, to forge a partnership with the staff that will enhance the quality
of care for all residents. However, in order to get the fullest participation of families, the council meetings
will be limited to families and representatives of residents, with staff and speakers present by invitation. As
we would like to meet at least once a month on a Tuesday evening, between 7:00pm and 9:00pm, please le
me know what room we could use for this purpose and where we can post notices of the meetings. We would
like to hold our first meeting this month.

Of course, there will be many occasions when we hope to meet with you. As one of the purposes of the
Family Council is to promote better communication with the facility, within one week of our meetings, we
will submit to you a summary of the concerns discussed at our meeting, and we would like to have a written
response within 10 days, indicating the action, if any, you have taken, or will take on matters of concern to
the family council. We would like to post both our summary and your response.

Please let me know which staff person has been designated to provide assistance and respond to th
Family Council's concerns, and please contact me if you have any questions.

| look forward to working with you on behalf of all the residents.

Sincerely,

photocopy to:

1. , Ombudsman
2. CANHR



SAMPLE

EXAMPLE OF MINUTES FOR A FAMILY COUNCIL

The ABCDE Nursing Home Family Council met Tuesday, January 11, 2000, at 2 p.m. and
was chaired by Co-Chair Mary L

Agenda:

1.Introductions

2. Announcements (Home’s luncheon Feb. 4)

3. Administrator’s response to concerns form Dec. 9, 1996 meeting:

*Assistance with feeding: DON has re-scheduled staff to help feed patients.

sLoss of items: Forms for reporting loss will be mailed to families. Dentist to engrave dentures
Feb. 2. More procedures being developed. Will have info. next month.

*Wed. a.m. Art Class: Time changed to 10:30 so more residents can attend.

4 New Business

Richard

A.

Concerns:

1.Several families agreed that their relatives need pills crushed and that it's not done
consistently. It was agreed to request DON to make a survey of patients.

2.Are families’ phone numbers up-to-date in office? Request Administrator to up-date by
mail.

. Volunteers for New Families Welcoming Comm. for Feb.: J. Cohen; L. Jones.

Discussion re: assistance with eating. Families agreed that new scheduling is meeting needs
of all residents.

. Unanimous vote: Letter to Assemblyman supporting AB 000.

. Will try to get speaker from Licensing or geriatric physician for March.

Feb. mtg of Family Council will be addressed by panel of aides.

, Acting Secretary



(The following are only brief extracts and the full notes should be read to ensure that full knowledge of the

problems is obtained.)

AREA
DISCUSSED

SAMPLE

FAMILY COUNCIL RECOMMENDATIONS FROM 10/2/96 MEETING

FAMILY COUNCIL
RECOMMENDATIONS

ACTIONS TAKEN BY
DEPT. HEADS

COMPLETION
DATE

Patients able to
converse should be

seated together gt

meals.

As stated.

Walking program.

Institute previously dis-
cussed program.

Patient bedtimes

Implement +enforce
better bedtime policy.

Wrapping sheets
around legs.

Issue reminder and/of
training.

Noisy patients

Place noisy patients
together so quiet one
can sleep.

UJ

Extra liquids in warnp
weather.

Extra servings of wate|
handed to patients Whll)

can't or won't get fo
themselves. Familie
will assist.




