Caregiver support group

Member welcome package

Welcome to the Alzheimer Society of B.C. caregiver support group
We are very pleased to have you as a member.

The main purpose of the group is to offer reliable information and to give you an opportunity to share
your thoughts and experiences with others who are on a similar journey. We know from talking to
group members that this mixture of practical and emotional support is invaluable. Your feedback is
welcome throughout your time in the group. We want this to be a positive experience for everyone
involved and so if you have suggestions, please feel free to bring them up at the meeting, with the
group facilitator or fill out a program evaluation form to share your thoughts.

We use the minimum amount of formality necessary to ensure that group members have a positive
experience and are able to share their thoughts and ideas in an environment that is respectful and safe
from judgment. To maintain this environment, we ask that members are committed to understanding
the guidelines outlined in the following documents (1) Ground Rules for Discussion and (2) Purpose of
the Support Group. Both of these documents are included in your welcome package.

Please read below our COVID-19 safety protocols for in-person events. The safety of our
community — clients, staff, volunteers and other supporters — is extremely important to us. The
following safety policies will still be in place for everyone participating in our in-person events:

e  Proof of vaccination is no longer required to attend in-person events.

e  Masks are optional.

e  Practice hand hygiene: Wash hands and/or use sanitizer provided.

e Physical distancing is no longer mandated but based on individual's comfort level.

e Stay home if you are sick or have symptoms.

We look forward to getting to know you better and to the contribution you will make to the group.

Welcome package contents:
e  This welcome letter
e  Ground rules for discussions
e The focus of caregiver support groups

Dementia information package contents:
e  What is Dementia?
e  Personal Planning Along the Dementia Journey
e  Community Resource List (revised yearly)
e Suggested Websites (revised yearly)
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Caregiver support group

Ground rules for discussions

° Everyone has a chance to talk; no one dominates the discussion.

° One person talks at a time, uninterrupted, while others listen. No side
conversations.

° At times of sharing, everyone has the right to pass. Share only what you feel

comfortable with.

° Feeling upset or sad is allowed, tears are ok.

° Silences are sometimes necessary.

° Respect the perspectives of others, even if you do not share them.

° Do not ask direct questions to individual members, rather ask the group as a

whole for their input.

° Share thoughts, feelings, and ideas, but do not give advice.

° Speak up as there may be some members of the group who have difficulty
hearing.

° Keep cell phones turned off, if possible. If you must have them on in case your

family member with dementia needs to get in touch with you, please turn the
volume to vibrate and quietly leave the room to take the call.

° Keep other members’ identities and issues confidential; what is said in the group
stays in the group.

° The facilitator may need to discuss what happens during the group with his/her
professional supervisor or with an external agency when imminent danger, abuse
or neglect are suspected.

° By sharing the time and respecting these ground rules, everyone shares
responsibility for making sure that the group works
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Caregiver support group

The focus of caregiver support groups

Supporting a person with living with dementia can be incredibly demanding and caregivers can
experience a variety of feelings along the journey. The disease can make it difficult to stay in touch, and
people living with dementia and their caregivers may feel isolated. Support groups offered by the
Alzheimer Society of B.C. — based on the information and mutual aid model — provide an opportunity for
participants to meet others who are currently caring for someone living with dementia, to share their
feelings and experiences, and to realize that they are not alone.

Group members may be providing a wide range of supports for the person living with dementia. They
may be living at home with the person living with dementia, supporting the person living with dementia
from a distance, or the person living with dementia may be living in a care home. Members may be the
primary caregiver or involved in a secondary caring role such as a supportive family member or friend.

All new members must speak with the local Society staff or volunteer facilitator before attending the
group to receive their welcome package and introduction. In an effort to protect the safety and integrity
of the group setting, we ask that members refrain from bringing friends, neighbours or other family
members along to the group without speaking with their local staff member or volunteer facilitator in
advance.

About the information and mutual aid model

Our support groups are based on the philosophy that people in similar situations are in a unique position
to give and receive support from others on the same journey. Therefore, these groups rely on the sharing
and mutual support of fellow group members more than on the knowledge of experts.

Mutual aid is about people helping each other according to the following principles:

e All members of the support group are equally respected and valued.

e The group is based on people talking as equals; the facilitator’s role is to help guide discussion
rather than offering expert knowledge.

e By following the Ground Rules for Discussion, members take an active role in ensuring that the
group is safe and supportive for everyone who attends.
The Alzheimer Society of B.C. offers group members reliable resources that can be used to supplement
information shared amongst members. This takes the form of handouts, newsletters and information
sheets for facilitators. Support group facilitators will introduce information on topics relevant to the
group but are not expected to be experts. Facilitators ensure that the group starts and ends on time, and
that group members adhere to the Ground Rules for Discussion.

Information that is shared during support groups is confidential. To maintain the quality of our support
group and volunteer programming, volunteer facilitators are required to debrief with their staff
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supervisors regularly. However, participants’ personal circumstances are only discussed during these
debriefs if the volunteer facilitator is concerned about potential danger, abuse, or neglect. In these rare
circumstances, confidentiality may be breached to provide the caregiver or person living with dementia
the support they need to ensure their safety and wellbeing.

Transitions

Our caregiver support groups are focused on the needs of family members and friends while they are
currently caring for a person living with dementia. Alzheimer’s disease and other dementias are terminal
ilinesses, and we recognize that after the death of the person with dementia, bereaved caregivers will
require a different type of support. Bereaved caregivers will be provided with information to help them
transition from Alzheimer Society of B.C. support groups to more appropriate community resources,
such as grief support services, within a period of two to three months.

Benefits of Caregiver Support Groups

e Anplace to exchange information, support, and friendship with others whose lives are affected by
dementia.

e Aforum for exchanging practical tips and strategies for coping with the many changes connected
with the disease.

e An opportunity to decrease feelings of isolation and loneliness.

e A place to express feelings and be reassured that these feelings are normal.

e An opportunity to develop communication and problem-solving skills.

e A place to access information provided by the Alzheimer Society of B.C.

e A chance to find a sense of hope and regain some control in the face of a disease that cannot be

controlled.

Limitations of Caregiver Support Groups

It is important to recognize that support groups are not for everyone. Some people do not find group
discussion helpful and prefer other forms of help. Similarly, a support group will probably not work well
for a person who has little interest in the ideas and feelings of other group members. It is important to
recognize that there are limits to what a group can offer. For example, a support group is not:

e A replacement for therapy or counselling. Some people may seek professional help instead of,
or in addition to, attending support group meetings.

e A social gathering, although some socializing does occur.

e A formal educational group led by an expert. The emphasis is on input from all group members
based on personal experience rather than expert or professional knowledge.
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