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CHAPTER

An Introduction to LifeSPAN

Welcome to LifeSPAN’s Facilitator Manual.

You are part of a group of people who are re-inventing the way our communities experience and
support individuals with a disability. John McKnight calls this work “social invention.” The act
of inventing requires courage, vision, passion and principles to guide us on our journey. We
have discovered that two ingredients are necessary to re-invent the future for people with
disabilities. They are the belief that no disability precludes meaningful relationships and
everyone has something to contribute.

Both of these ingredients require a shift in how we perceive people with disabilities and how we
perceive community. They require a new way of engaging the community. This is challenging
and innovative work. However, you are not alone on this journey. LifeSPAN has been walking
this path for more than seven years and we are joined on it by our mentor organization, Planned
Lifetime Advocacy Network (PLAN™, www.plan.ca) of VVancouver, British Columbia, and nine
other family-directed, PLAN Affiliate groups across Canada.

We recognize by journeying with you, we will come to an even richer understanding of the
process of re-inventing communities to better support our friends and relatives with a disability.
We look forward to this journey with you and anticipate the growing benefit to our friends,
relatives and communities.

A Brief History of LifeSPAN

The development of the mission, core values and activities of LifeSPAN began with the origins
of our mentor organization, PLAN. In 1986 a group of senior parents in VVancouver, British
Columbia, who wanted to ensure a secure future for their sons and daughters with a disability
after they had become ill or passed away, began to meet informally to discuss their mutual
concerns and identify potential directions to pursue to address these issues. It was apparent to
them that the present models of service delivery were inadequate to ensure a safe and secure
future for their children.

From the time of these first meetings until PLAN was incorporated as a nonprofit organization in
1989, it also became clear to these family leaders that many families were eager to develop
models of service that guaranteed safety and security and were independent of government
policy and resources.

As the families at PLAN worked to develop their model, their work came to the attention of
families in the state of Washington and specifically to a non-profit organization in King County,
Parkview Services. The Parkview Services staff and Board of Directors had the foresight to
recognize that the PLAN model could be helpful to local families and in 1999 committed money
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and staff time to first research the need for this model and ultimately begin the organization that
became LifeSPAN as a program of Parkview Services.

In the fall of 2000, Parkview Services sponsored a PLAN “Good Life Workshop” in King
County. From the sixty people attending that first workshop, 20 stepped forward in an advisory
role to bring the PLAN model to Washington. Eight individuals became founding board
members of LifeSPAN in winter 2000.

LifeSPAN was incorporated in June 2001 and became an independent 501©3 organization in
Spring 2002. In 2002 LifeSPAN also became the first U.S. and international Affiliate of PLAN.

Those of us with a relative with a disability are grateful for the vision and determination of
PLAN, Parkview Services and the family-leaders in Washington State that stepped forward then
and have continued to step forward to make LifeSPAN a reality.

LifeSPAN’s Core Values

The founding Board of Directors of PLAN were pioneers in developing the service organizations
for their children in Canada and watched as they grew from small, family directed organizations
into large, multi-million dollar service organizations. They observed the tendency to adopt an
administrative and staff focus and a lessening of parental influence in direct relationship to the
increase in staff and budget. They also noticed that as organizations became increasingly
dependent upon government for their financial survival this financial dependence impeded their
ability to advocate on behalf of the families they were designed to serve.

The founders of PLAN were determined to avoid a similar fate. They instituted four core values
to guide the development and operation of their organization.

These same four core values direct the activities and operation of LifeSPAN.

e Family leadership
The majority of volunteer leaders of LifeSPAN are relatives of an individual with a disability.
Independently, each family is responsible for directing plans with their relative. Families directly
monitor the services provided by LifeSPAN and LifeSPAN is directly responsible to these
families. Together, families view their collective wealth as an economic and social force in
negotiating with government and the private sector.

e Safety through relationships
Relationships form the foundation of a safe and secure future for individuals with a disability.
Families know that the safety of their loved one is directly related to the number and quality of
relationships in that person’s life as well as a system of checks and balances established by the
family. Relationships equal peace of mind. Relationships are strengthened between families and
within communities through sustainable, personal networks of support.

e Contribution equals citizenship
Each individual has the ability to contribute to his/her community. LifeSPAN believes that the
community needs to be assisted to see the gifts each person brings to contribute. A focus on
community relationships and the capacity of individuals with disabilities and their families
encourages participation and discourages victimization.
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e Self-sufficiency

Organizational independence from ongoing government funds is necessary to monitor and
advocate for people with disabilities when their parents or relatives are no longer able to provide
support. It allows LifeSPAN to speak with one, strong voice: the voice of families. Self-
sufficiency requires that LifeSPAN rely on community partnerships and charge families a partial
fee for services. This also makes LifeSPAN accountable to the families served. (At the same
time, LifeSPAN supports individual efforts to maintain and increase personal governmental
support.)

Traditions and Guiding Principles

LifeSPAN is composed of families who have a relative with a disability and their friends who
support them.

We have pledged to ensure our members with a disability are cared for and supported throughout
their life. We recognize a parent’s responsibility to their child with a disability does not end
when the parent dies. It ends when the child dies. Our challenge is to support our friends and
relatives after their parents are gone.

We accept responsibility for our common future by ensuring all member families develop safe,
reliable and secure arrangements for their relatives with a disability.

Our purpose is to develop reliable life plans that maximize the emotional, mental, physical and
spiritual quality of life for our relatives with disability.

LifeSPAN recognizes the vital and indispensable role parents have played historically in creating
and developing services for our relatives with a disability. We honor the work and vision of all
families who have contributed to the development of supports and services that exist for persons
with disabilities today. We respect their energy and insight and promise never to lose sight of
our heritage.

We believe in the necessity of contribution for a meaningful life. We recognize the contributions
our relatives with a disability can make to our communities and endeavor to create opportunities
for these contributions to be realized.

We believe in the resourcefulness of communities and focus on the assets contained within the
community. We accept responsibility for creating healthy communities that honor and include
all their citizens.

“Never doubt that a group of thoughtful, committed citizens can
change the world. Indeed, it is the only thing that ever does.”
Margaret Mead
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LifeSPAN’s Vision, Beliefs and Mission

Our Vision
LifeSPAN envisions a future where people with disabilities:

Share their vision for the future (Dreams).

Are supported by family and friends (Relationships)

Have financial security through will & estate plans (Wealth)

Live in a place of their own choice (Home)

Participate in a caring and hospitable community (Fellowship)

Have their wishes respected and supported by family and friends (Choice)
Are protected from abuse and exploitation (Security)

Are encouraged to participate (Contribution)

Have families who enjoy peace of mind (Security).

Our Beliefs

e LifeSPAN must be independent from ongoing government funding if we are to monitor
and advocate for people with disabilities when their parents or relatives are no longer able
to provide support.

e We believe in the gifts and capacities of our relatives with a disability.

e Many loving relationships are the best guarantee of safety and security in uncertain times
and in planning for the future.

e Families who have relatives with a disability are the best custodians of our vision for the
future of our relatives with disabilities.

Our Mission

LifeSPAN exists to support families to develop a safe, secure and quality future for their
relatives with a disability. To accomplish this we:

e Assist families to plan for the future;

e Facilitate the establishment of a loving and caring personal network in the life of the
person with a disability;

e Provide advice and referral on developing a will and estate plan, creating a discretionary
trust and maintaining government benefits;

e Monitor the quality of programs and services the individual receives, particularly after
their relatives are no longer able to meet this need;

o Create greater community awareness of the contribution that can be made by people with
disabilities.
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LifeSPAN Services

LifeSPAN provides a broad range of services to support families who are doing future planning
for their relative with a disability. These services are available to families before and after the
death of the parents of the person with a disability. Fees are charged for some of these services.
The following is a brief summary of each service.

Presentations about LifeSPAN

A presentation is often the family’s first exposure to LifeSPAN. LifeSPAN offers an Orientation
to our organization once per month. We also frequently present information at workshops of
other related organizations, to service organizations and to individual family groups that invite
us. Some examples include The Father’s Network Annual Convention, the board meeting of the
Arc of Washington, and the Parkview Services Housing Workshop.

If you know of an organization or family group that could benefit from learning more
about LifeSPAN please let us know.

Future Planning Consultations

A Future Planning Consultation is often the next step families take in getting to know LifeSPAN.
A Future Planning Consultation is a process facilitated by a peer to review the current state of
affairs pertaining to the relative with a disability. This review identifies goals for the future,
housing options, guardianship and decision-making status, will and estate status, and relationship
and quality of life considerations. Approximately two hours are required to complete a Future
Planning Consultation and a report is generated for the family.

Network Development and Maintenance

A Personal Network of Support is central to the services LifeSPAN provides. The network is
comprised of caring people who work along with family members to assist the person with a
disability to develop relationships and opportunities to live a full and meaningful life.

When a family joins as a Lifetime Member, LifeSPAN designates a Board Mentor for that
family. The Board Mentor is a member of the LifeSPAN Board of Directors and has a Personal
Network of Support for a family member of his or her own. The Board Mentor is available to
the family to answer questions or concerns and will contact the family and/or focus person
quarterly to check in about their network and their satisfaction with the LifeSPAN services they
are receiving. If the family you are working with has comments or questions about the
network process, encourage them to contact the Facilitator Coordinator or their Board
Mentor.

A LifeSPAN facilitator is contracted to organize and facilitate the development of a Personal
Network for an individual with a disability. The LifeSPAN facilitator assists in identifying the
goals and dreams of the individual with a disability and in securing the participation and
commitment of members of the network. LifeSPAN monitors, supports and maintains the
network and invites new members as required.
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Family Support

Through its network of families, LifeSPAN links family members throughout King County and
other parts of Washington with other families seeking information and support.

Education and Information

LifeSPAN provides a range of information on legal, financial and personal services. These
include the following:

e Workshops on wills, estate and personal planning
e Referrals to lawyers, financial and estate planners who assist in making wills and drawing
up estate plans

e Consultation with trustees and/or trust companies on the appropriate expenditure of trust

monies
e Newsletters, fact sheets and resource Kits
e Training

LifeSPAN Costs (current as of 10/2008)

Lifetime Member

Initial contribution $1,000
Annual contribution $ 250
Personal Network Facilitation $ 45/hour
Future Planning Consultation No Charge

Associate Member

Annual contribution $ 60

Personal Network Facilitation $ 75/hour

Future Planning Consultation $ 35
Non-Member

Future Planning Consultation $ 75

Personal Network Facilitation $ 75/hour
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CHAPTER

Introduction to Relationships

One of the four core values of LifeSPAN is safety and security through relationships.
Relationships make our lives rich and meaningful. Relationships provide safety and security for
the future.

Research indicates that an individual’s health and safety is directly related to the number
and quality of relationships in his/her life.

LifeSPAN facilitates the formation of relationships in the life of an individual with a
developmental disability. We do this through the development of a Personal Support Network.
Personal Support Networks have become the most powerful tool for creating a safe and secure
future for our relatives with a disability.

What is a Personal Network?

A Personal Network is a group of committed men and women who are in a relationship with a
person with a disability. This person could be isolated and vulnerable by reason of a disability,
living arrangements, limited opportunities or society’s perception.

A Personal Network is the bridge between living on the edge of community and active inclusion
and participation in it.

A Personal Network welcomes and connects people to the heart of community.

Each member of the network voluntarily forms a relationship with the focus person and with
every other member of the network. Through their relationship these individuals offer support,
advocacy, monitoring and companionship.

LifeSPAN believes Personal Networks are the foundation of a future plan.

All of us have informal Personal Networks--people we count on and confide in, people who help
us out. They are our friends, our colleagues, our acquaintances, and our relatives.

Unfortunately, many individuals with a disability don’t experience the support provided by
relationships. The historical care of individuals with developmental disabilities has severed their
connections with citizens who would otherwise be in relationships with them. Our social
attitudes and fears pertaining to developmental disabilities hinder our relatives even further.

In many cases, people with developmental disabilities require assistance to recruit and maintain a

network of friends and supporters. Through the use of network facilitators LifeSPAN develops
networks of support around an individual with developmental disabilities.
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Where did the idea of Networks come from?

Judith Snow and Marsha Forest in Toronto, Ontario, developed the concept of personal support

networks in 1980. A small group of people committed themselves to breaking down the barriers
which prevented Judith from leading a full and active life in her community. At the time, Judith
was living in an institution and on the brink of death. Judith requires a wheelchair and needs an

attendant to assist her with all her physical needs.

This group of caring people became known as the Joshua Committee. They have supported
Judith in dealing with bureaucrats, politicians, professionals and service providers. Meeting
regularly, they have responded to obstacles in Judith’s path from housing, employment,
recreation, and medical care to marriage. Although Judith now travels the world as a
philosopher, lecturer and author, the relationships formed in the Joshua Committee continue to
exist.

Since then, networks have surfaced all over the United States and Canada. They are called by
various names but they are all dedicated to the same aim--supporting people with a disability and
assisting them to live an active, enriched, included life in the community.

Network Members

Who are Network members?

Personal Networks developed by LifeSPAN include anyone who cares for and expresses an
interest in the person with developmental disabilities. This may include brothers and sisters,
parents, extended family members, friends, neighbors, church members, co-workers, employers,
and former caregivers.

LifeSPAN believes that friendships are based upon shared interests. In developing networks of
support, LifeSPAN identifies the interests and passions of the focus person. LifeSPAN then
invites people who share similar interests and passions to meet with the person for whom the
network is being established. Out of this meeting, many individuals express a desire to make a
commitment to the person who is the focus of the network.

Where do you find people to be in a Network?

First, we find out who is currently in a relationship with the family member for whom a network

is to be established. Then, we look to the immediate and extended family as well as people who

have been involved in the past. We invite family, friends, neighbors and people from every walk
of life. We look for people who may have similar interests to the focus person--people who want
to help them overcome challenges, realize goals and follow dreams. The key is to ASK.

What commitment do Network members make?

Network members make a commitment to assist the person for whom a network has been
established to lead an enriched and meaningful life. The members of the network agree to work
together to help the focus person realize his or her dreams and goals.
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The commitment made by network members varies from person to person. It may be something
as regular as “I will call you every day” to “I’d like to invite you to dinner once a month.”” The
nature and extent of commitment is as individual and varied as the people involved. For some,
this will mean giving practical assistance with housing, employment and recreation. For others,
it will mean developing closer ties to neighbors and the community.

Do Network members get paid?

The people who participate in Personal Networks are not paid monetarily. Rather their
involvement in the network is based on caring, friendship and love for the focus person. People
participate in a network because they get something out of it. The payment network members
receive includes pleasure, joy, friendship and the opportunity to share their interests with
another.

The only person who receives financial compensation is the network facilitator. The facilitator is
hired on a contractual basis to develop and maintain the health of the network.

About Networks

How long do Networks continue?

Personal Networks continue for the lifetime of the individual for whom the network is
developed. Its existence is especially crucial after the parents die. A network ensures that our
LifeSSPAN members with developmental disabilities continue to experience a life which is joyful,
meaningful, safe, and secure even after their parents are gone.

What can Networks accomplish?

Personal Networks are able to accomplish many things--much more than was ever imagined
when they were first established. Networks are rich, vital, and continually evolving. They pulse
with their own life and have tremendous creative power. The following is a brief list of
accomplishments from Networks that have been formed:

e Clarify eligibility for government programs by meeting with officials.

e Advise on expenditure of trust monies.

e Prevent abuse and neglect.

e Help the focus individual take on volunteer positions within the community.

e Permit family members to take holidays worry free.

e Help the focus individual find suitable housing.

e Enroll the focus individual in cultural, recreation and sports programs.

e Facilitate families who have drifted apart to reconnect with their relative.

e Celebrate birthdays and other festive occasions.

e Apply their ideas and connections in the community to the dreams and aspirations of the

person with a disability.

Find employment for the focus individual and arrange job supports.
e Share information, meals together and rides to important events.

e Monitor health and services.
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e Act as legal representatives of focus person in making decisions pertaining to legal,
medical, financial and personal matters.
e Share hobbies and other interests.

e Provide families with peace of mind.

What are the limitations of Networks?

Personal Networks cannot replace a family.

LifeSPAN believes families are the foundation of healthy Personal Networks. Without the active
support and participation of family members, Personal Networks are more difficult to develop
and maintain. Personal Networks are designed to augment family involvement, not replace
family involvement in the life of the relative with developmental disabilities.

Personal Networks cannot replace the social service systems.

Personal Networks provide a bridge to the formal service systems by working cooperatively with
professionals. They cannot be expected to replace the services provided by governments and
professionals.

Personal Networks take time to see results.

Change does not happen overnight. It takes hard work and patience to experience the benefits of
a Personal Support Network.

Who benefits from a Network?
Personal Support Networks benefit everyone involved:

e They assist the individual at the focus of the network to have a safer, more secure, and richer
quality of life.

e They allow the parents and family members of the relative with a disability to have peace
of mind.

e They provide opportunities for community citizens to participate in loving, reciprocal
relationships where they come to know the individual in the focus of the network as more
than “disabled”. They come to know the gifts and capacities of an individual who has been
labeled “disabled”.

This experience changes the individual who is the focus of the network, and it changes
every person in the network.

Our experiences at LifeSPAN have taught us that no disability precludes meaningful

relationship. Everybody can be in a relationship, regardless of how “disabled” the individual
might be. Everyone benefits through the personal relationships that are established.
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Personal Networks have proven to be effective:

e For elderly parents who are wondering who will replace their continuous dedication to
quality of life of their son or daughter with a disability.

e For parents seeking more active involvement by other children, aunts, uncles, or cousins
in their child’s life.

e For parents struggling with how to let go of their child with developmental disabilities.

e For a family whose relative is moving from an institution or from the family home to
living within the community.

What happens if the Network fails?

LifeSPAN’s goal is to maintain the network for the lifetime of the individual at the center of the
network. When members leave the network it is the responsibility of the facilitator to invite new
members into the network.

If for some reason a network collapses, LifeSPAN dedicates staff resources to renew the
network. LifeSPAN provides the necessary support and resources until the network is once
again healthy.

What does it cost to develop a Personal Network?

LifeSPAN charges an hourly fee to the Lifetime Member for the services of the facilitator. An
average of 40 hours of facilitation is required over eight months to develop a network.
Established networks average two hours of facilitation per month to maintain the network.

The time required to develop a network varies. Factors that influence the amount of time
required to develop a network include the following:

How easy it is to get to know the LifeSPAN member and their family.
Connections that are already established.

What the focus person currently does and wants to do.

Changes in the focus person’s circumstances.

Amount of change among network members.

How much involvement the focus person and family want the facilitator to have.

The fee LifeSPAN charges to families for network development represents only part of the actual
cost of developing a network. The remaining costs are realized through fundraising, charitable
donations and corporate partnerships.

It is LifeSPAN’s future funding goal to have limited funding available to support the
development of networks for individuals who have no family or whose family has modest
income.

LifeSPAN utilizes a flexible payment schedule. Families can be invoiced monthly, pay by
installment or arrange future payment through a clause in the will.
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CHAPTER

Building the Network

Building a personal network is a three-step process. Yet, while each network will require these
same three steps, how the network develops and what it will look like will be as individual and
distinct as each family LifeSPAN serves.

After the LifeSPAN Orientation

The Facilitator Coordinator will guide you from the Orientation Session to the following steps in
preparation for meeting the Focus Person with whom you have been matched.

Following the Orientation, the coordinator will contact the Focus Person’s family and arrange for
you, along with the coordinator, to meet the family. This meeting will take approximately 1-%2
hours. After the meeting, the family may take a few days to decide if this would be a suitable
connection for their family member. The coordinator will contact you regarding the family’s
decision and then proceed if the answer is affirmative. If the family wishes not to proceed, the
facilitator can wait for another match in his/her area.

Phase 1: Exploration

Phase 1 is a time of exploration between the individual, the family and the LifeSPAN facilitator.
Most of the time in this phase is spent in individual meetings with the focus person. These
meetings will sometimes include family members and sometimes not, depending on the
circumstances. The meetings are used to get to know the activities, relationships and capacities
of the person with a disability as well as his or her gifts and wishes for the future. Itisalso a
time for the family and the facilitator to access the long-term compatibility between LifeSPAN
and the needs of the family.

At the end of this phase, the facilitator provides the family with the following:

a profile

a set of goals

a six-month work plan

a list of potential network members.

The Exploration Phase takes approximately 10 hours to complete.

The following suggestions have been offered by facilitators:
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Get to know the focus person. Meet with him/her in various situations. Making a
connection is the most important part of your work.

Listening with your head and heart is essential.

Your job is to see their essence. It is a journey of discovery.

Pay particular attention to any dreams or wishes the person has.

Use the tools in the work plan (social diagram) and any inventories you think might be
helpful in asking the right questions.

Talk to people who know and genuinely care about the person.

Do not align yourself with professionals. Your role is unique.

It is necessary to keep track of all contact with the family and to keep the family fully informed
of network planning and development. Families are kept informed using a Profile, Work Plan,
Summary Report and invoicing of the facilitator’s time. Upon completing the ten hours, contact
the Facilitator Coordinator and together she will guide you in developing the Work Plan/Support
Strategy (approximately one hour).

The Support Strategy consists of the following elements:

Profile

Current activities, interests and relationships

Past relationships

Personal resources

Individual family wishes

Important things to consider in developing the network
Potential resources

Potential network members

Short and long term goals
Six month work plan

The Support Strategy serves the following three purposes:

Identifying the gifts, attributes and interests of the individual.
Describing goals for the network and strategies to achieve them.
Detailing the projected activities and hours of work for the next six months.
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The Profile

The profile helps the facilitator to develop the language he or she will be using when describing
the focus person of the network. The focus person and their family are asked to approve the
profile and make any additions or changes before the first network meeting.

PROFILE - EXAMPLE

Date: 1/24/03
Network: Kelly

Facilitator: Stacey
Item: Profile

Kelly

In the last several weeks | have had the unique and wonderful opportunity to spend some
time with Kelly and have discovered what an amazing individual he is. Kelly has a smile
that can brighten up even the dreariest day in Seattle.

Kelly lives in an Adult Family Home in Kirkland where he has his own room that is
comfortable for him and decorated to his liking. This is a place where he can hang out,
relax, and have some “Kelly time.” He has a speakerphone in his room and can take
phone calls; he enjoys this very much. Kelly also has his own TV and a boom box with
“soft” headphones that he is very fond of; Roman and Josie (his adult family home
providers) give these to him.

Kelly works at At Work! in Bellevue. | was able to visit him there on his lunch break, meet
his friends and co-workers and see him in action working on team projects with his co-
workers. Kelly is most effective and happiest when working as part of a group; he quickly
becomes disinterested when working on something all by himself.

Kelly is very socially oriented and enjoys almost any activity with other people. He is very
happy to be part of a group and will laugh at all jokes, even if he doesn’t get them! He
loves to “joke around” and say “chicken” a lot - even inserted into a song. Origin
unknown, but somewhere in junior high school he decided that chickens are fun, and he
still talks about them. One of his brothers burned a CD for him called his Chicken Album,
which has his favorite songs.

Kelly has several interests that are very special to him. Kelly loves the Mariners!
Oftentimes Kelly is seen wearing a Seattle Mariner’s cap or sweatshirt, his Mariner’s
watch, with a laminated picture of Safeco field in his hand. Kelly is definitely the Mariner’s
number one fan!

Another joy in Kelly’s life is music. As soon as Kelly and | get into my car | tune the radio
to the Oldies station and before long Kelly is tapping his hand to the beat and singing
some words... all with that fantastic Kelly smile on his face.

When we were eating dinner at McDonald’s one night the Oldies station started playing
over the loud speaker and Kelly showed me how a guitar is played, and that he heard a
keyboard and drum in the song. A recent trip to the EMP was very exciting for Kelly,
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where he had “hands on” guitar time. He also likes to demonstrate how a drummer uses
their feet to play the cymbals. Kelly spends a lot of time relaxing and listening to his music
on his portable CD player. It is great fun to see his face light up when he hears music that
sounds good to him.

Kelly loves holidays! One Saturday afternoon Kelly and Sue invited me to go to Starbucks
with them. Sue and Kelly talked about the different seasons and holidays that happen
throughout the year. There are special aspects about each holiday that Kelly enjoys, like
spending time with his family, eating good food, dressing up for Halloween, watching the
fireworks on the 4™ of July, and just enjoying the oftentimes overlooked details of the
different seasons and celebrations. In the winter Kelly is involved in Skiforall. He enjoys
that very much and his skiing improves with each year. As ski season approaches and
Kelly anticipates, he loves to demonstrate how he can bend his knees and lean forward —
ski stance!

Kelly’s health is overall very good; he has an occasional cold or bout with the flu. In the
past he has had problems with nosebleeds and had a vein cauterized to stop these; they
were excessive. He has a seizure disorder which is controlled although he does have
occasional seizures (approx. every 2 months). His parents are working with his
neurologist for better control over seizures with a medication change. Right now a seizure
usually lasts 1-2 minutes, and Kelly will need to lie down as it happens. In 2000 he had
spine surgery to arrest scoliosis. This was very difficult for Kelly but he was a trooper and
recovered well. Sue remarks that it underscored for her how reasonable and compliant
Kelly can be when he is supported by people he knows well and trusts.

Kelly and his mom have a very close bond. She knows him so well and appreciates his
unique personal qualities. He is very comfortable with her and knows he will be included,
acknowledged and loved, and that his needs will be met. Sue immensely enjoys her time
with Kelly and understands her importance to him, but would enjoy having more people in
his life to diffuse this importance — especially significant for the future when she will no
longer be there.

It is wonderful spending time with Kelly because he slows you down, something that is
hard to do in this fast paced world we live in. He notices, and helps others to notice the
details of life such as, colorful flowers, full moons, fruits and vegetables at the grocery
store, and the ever-changing Pacific Northwest weather. Kelly loves being out and about
when his need for downtime and sensitivity to his fine motor limitations are recognized
and respected.

1. Interests and Activities

Listening to music (especially oldies)

Music events/concerts (of all kinds)

Mariners (in any capacity)

Going to sporting events and watching them on television with friends
Movies on the big screen

Eating out (especially if it includes French fries)

Animals (visiting pet stores, parrots in particular)

Fireworks

Holiday celebrations

Parades and marching bands

Short walks where Kelly can enjoy flowers, trees and water
Being a part of a band’s practice...especially the drums!
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Working on team projects at work

Skiing

Swimming

Going to Starbucks for a mocha or hot chocolate

2. Things to consider in creating Kelly’s Network

o Kelly’'s speech limitations

e Transportation (his adult family home does not have staff to take him out
for activities)

¢ Limiting environments/activities with a lot of physical demands
Kelly’s need for downtime and sensitivity to his fine motor limitations need
to be recognized and respected

¢ Kelly has money to pay for outings, and will have a Starbuck’s card

3. Goals for the Network

e To provide more depth and breadth in Kelly’s life through social interactions,
community involvement, shared interest, and mutual support

e For Kelly to live in an environment and participate with people and activities
where he is comfortable and safe and enjoys a sense of being acknowledged
and valued

o Kelly’'s Network will plan on meeting once a quarter and will join together in
celebrating special occasions

LifeSPAN Facilitator Manual Version 2008-11 -17 - Chapter 3 Building the Network





The Work Plan

The Work Plan is based upon the research the facilitator completed in the Exploration Phase. In
the first Work Plan, the facilitator lists his/her involvement with the focus person and network
and the projected time these activities will require.

The focus person and family pre-approve the Work Plan before any work is implemented.
Example Work Plans are available on the LifeSPAN Facilitator web pages.

EXAMPLE WORK PLAN

July — December, 2008

Month Activity Est. Total
Hours Hours
July e Complete new six-month work plan 1.0
e Meet with Focus Person 2.0
e Organize August network meeting 1.0
e Phone and email 5
4.5
August ¢ Network meeting 2.0
e Network Newsletter 1.0
e Summary report 5
e Phone and email 5
4.0
September | o Meet with Focus Person 1.5
¢ Organize network meeting 1.0
e Phone and email 5
3.0
October ¢ Network meeting 2.0
e Network Newsletter 1.0
e Summary report 5
e Phone and email 5
4.0
November | e Meet with Focus Person 1.0
¢ Organize network meeting 1.0
e Phone and email 5
2.5
December | e Network meeting (holiday) 2.0
e Network Newsletter 1.0
e Summary report 5
e Phone and email 5
e Next six-month plan 2.0 6.0
TOTAL
HOURS 24.0
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Network Goals for Next Six Months:

e Finalize 6-month Work Plan.

e Hold 3 network meetings.

e Support Network members in initiating contact with Focus Person for
activities outside of the Network meetings.

e Meet with Focus person monthly.

Completed by

Facilitator Name Date

Approved by

Family Member Name Date
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Phase 2. Formation — The First Network Meeting

The formation period is a time of group development. The focus of this phase is on the
recruitment of network members and group meetings. The family can expect to have two to
three network meetings over six to eight months plus regular contact with their facilitator.

It can be challenging for families to invite people to be in their family member’s network. The
LifeSPAN facilitator helps the family in extending invitations to future network members in the
way the family is most comfortable. This can be done by letter or telephone call, by the family
or the facilitator. A sample letter of invitation follows.

At each network meeting, the focus person’s goals are reviewed and discussed. Practical
strategies are developed and a commitment to action is obtained from network members to assist
in the achievement of these goals.

During this time, the commitment and strength of the network will be assessed and long-term
members identified. Some networks are self-sufficient at this point and others require continued
development and recruitment. A second Work Plan is prepared for the family outlining the
activities for the next six months. The average number of hours in the Formation Phase is
approximately 30 hours.

The Facilitator Coordinator will attend the first network meeting with you. He/she will take a
few minutes to talk about LifeSPAN and answer questions people in attendance my have. At the
end of this section is a sample agenda.

The following checklist will guide you through the process:

v" Call people from the list you have made from talking with the family and focus person
regarding possible network members.

v’ Give clear instructions regarding time and place (two hours in length).

v Write an agenda.

v’ Create a welcoming atmosphere.

v’ Take notes of celebratory statements, commitments and suggestions.

v Watch your tone of voice and language. Use humor and a hospitable approach.

v Be prepared to deal with conflict in a positive manner.

v Use the network as an avenue to discuss/explore/brainstorm ideas.
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v Before the meeting ends, set a date for the next network meeting.

v’ Take the addresses, phone numbers, and email addresses of those in attendance so that
they can receive a copy of the Newsletter and reminders of upcoming meetings and
activities.

v' Create a network roster and turn it into the LifeSPAN office. Update it as necessary.
v Give network members the facilitator’s contact information.

v' Complete a Summary Report regarding the discussion of the meeting.

v Send the Summary Report by email/fax/mail to the LifeSPAN office so that the
Facilitator Coordinator can review it.

v" Prepare the Newsletter and send it to all network members as well as other interested
parties (i.e. parents, if they do not attend meetings).

v Following a network meeting, take time to reflect on how the meeting flowed. Obtain
feedback from the Facilitator Coordinator. Here are a few questions to consider:

Did I (or someone) explain the purpose?

Did | keep the meeting on track?

Did | keep the focus person at the center of the process and involved?
Did I sum up when necessary?

Did | take note of what people agreed to or committed to do?

Was | able to direct the group to a problem-solving process if necessary?
Did I encourage celebration?

What did I learn that will help with next time?
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Sample Letter Families Can Use to Invite Network Members

K.eLLg

Dear Friends and Family,

Yes, this message is all about Kelly. Many of you are aware that for the last few years | have
been involved with an organization called LifeSPAN (Lifetime Secure Personal Assistance
Network). We are based on and affiliated with a very successful Canadian group; our aim is
to provide safety and security for individuals with developmental disabilities and their
families, both in the present and in the future, when parents are no longer there.

The primary means of providing this security is a personal network — a group of people who
form a community around a focus person (that’s Kelly). The network is organized and
managed by a facilitator, which is a paid position. The network members are volunteers.
Networks usually meet on a quarterly basis, and network members can choose how much time
and in what manner they may spend time with the focus person in between. Besides the long-
term safety and security this group will provide for Kelly, more people involved in his life
will greatly enrich its quality.

I’m excited to tell you that we are beginning Kelly’s network — he is excited too! LifeSPAN
has hired his facilitator; she is an organized, upbeat young woman who is enthusiastic about
this undertaking. She has spent several hours recently with Kelly and is putting together a
Profile for his network. We have decided to have the first network meeting on Sunday,
December 7, in the afternoon at my home. 1’m sending this letter to several people whom |
believe would be great additions to the network, all for individual reasons.

Attending the December 7 meeting will not mean a commitment to the network. Itis an
opportunity for all of us to get together and explore what this group might look like, and we
will move on from there. | encourage you to attend if you have any interest; a decision can be
made after the meeting.

I know that all of you have busy lives and very much appreciate your considering one more
item. Look at Kelly’s network as a way to truly make a difference in someone’s life, and
consider also the benefits you would receive from Kelly. I always find that he slows me
down — | just can’t operate at the same pace when | am with him! It does me good. He
enjoys the world around him so much that I find my eyes opening all over again, to enjoy
flowers, clouds, music.

Either Stacey or | will be calling you in about a week. Feel free to call me with any questions;
you can also look online at www.lifespan-wa.org, or www.plan.ca (our Canadian mentor) for
more information on both organizations. Sure do hope to see you on December 7™

Sincerely,
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AGENDA - EXAMPLE

1/24/04

Network: Kelly
Facilitator: Stacey
Item: Agenda

Introductory Network Meeting, January 25, 2004

1. Welcome with self introductions (Stacey...20 minutes)
e How long have you known Kelly?
e In what context?
e What is one word you would use to describe Kelly and why?
(write the word on paper for the group to see)

2. LifeSPAN (Val...15 minutes)
3. Why we are here (Mom...15 minutes)

e Other family members may speak (Dad/Jim, brothers/Tracy and Shawn, sister-
in-law/Robin).

e What is the value of this meeting?

e Asa family, we are excited because...

e What will we all get out of this undertaking?

4. Role of Facilitator (Stacey...5 minutes)

5. Break for cookies/beverages

6. Talk about Kelly and where he is today (Stacey...15 minutes)

e ldeas and dreams for the future.
e How can network members be involved with Kelly?
e Play a favorite song of Kelly’s (Sue)

7. Closing —how do we proceed? (Stacey...20 minutes)

¢ Invite guests to commit to Kelly’s network (pass around clipboard to enter
contact information/check the last column if you would like to commit to being
a part of Kelly’s network).

e Tell us one positive thing about Kelly
(write on paper for the group to see)

e Tell us one thought about what you learned today.

Set next meeting
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Summary Report and Newsletter

A Summary Report summarizes what occurs at the network meeting. The report includes the
topics of discussion as well as the decisions made. Commitments to action and follow up are
noted. Next meeting dates are identified.

Summary Reports are an important tool for facilitators as they serve to remind people of their
commitments and provide a starting point for the next meeting.

A Summary Report is written after each network meeting and sent to the LifeSPAN office.

In addition, a Newsletter is created after each network meeting. This document includes the
essentials of the information from the Summary Report, but is an opportunity to report the
information in a fun and creative way. The Newsletter can be created for the network by the
focus person and/or a network member as a way to have them involved. Be creative!

The facilitator sends the Newsletter to each network member and other interested parties as
identified by the family (i.e., parents don’t always attend the network meetings but may want to
receive the newsletter).

SUMMARY REPORT - EXAMPLE

Summary Report-Kelly

Network Meeting Date: January 25, 2004
Facilitator: Stacey
Present: Kelly, Sue and Dan, Jim and Katherine, Val, Kevin, Diane, Julie, Robin and Tracy, Ed, Stacey

Agenda:
The meeting began with self-introductions and everyone shared how long they have known Kelly
and in what capacity. Then everyone went around the room and shared one word that they would
use to describe Kelly. Next Val explained to the group what LifeSPAN is all about. Sue discussed
why everyone was asked to come to the network meeting. Stacey described her role as Kelly’s
network facilitator and where Kelly is at today, including ideas and dreams for Kelly’s future and
how network members can be involved in Kelly’s life. The meeting closed with Stacey asking for a
commitment from everyone to become a part of Kelly’s network, guests shared what they had
learned during the meeting, and one positive thing about Kelly.

Results:

e Jimand Sue mentioned how at the next meeting it would be beneficial to talk about “moving
with Kelly”, what network members need to be aware of regarding Kelly’s seizures, and what
to do if Kelly has one on an outing.

e Adiscussion of coming up with an on-line calendar was raised so network members can see
when Kelly is available to do things. Network members will get a hold of Stacey to plan any
outings with Kelly. Sue will provide Stacey with Kelly’s schedule.

e It was determined that it is important for network members to meet Kelly’s Adult Family Home
providers (potentially at the next network meeting). So it is comfortable, safe, and fun for all
parties who are involved in taking Kelly on any outings.

e 7 guests committed to become a part of Kelly’s network at the meeting, there are 8 total
network members.

e Next Meeting: April 25, 2004 at 3:00 p.m.
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NEWSLETTER - EXAMPLE

Network Notes

Alison’s Personal Support Network Newsletter
ISSUE 2: October 2005

Date: October 29", 2005

Location: David and Mary’s House

Present: Alison, David, Mary, Christine, Brad, Tom, Jud, Patti, and Joan
Unable to attend: Hilary

Facilitator: Mara

RECAP OF MEETING

David and Mary hosted the Network meeting at their home in Wedgwood Seattle on Saturday
morning from 10:00 — 11:30. We all enjoyed the bagels, butter horns, fruit, orange juice, and
coffee in front of the living room fire. The group learned about each other’s interests, discussed
ways communication with Alison could be facilitated and set general goals for the Network. It
was great to have Christine and Brad join us from San Francisco.

Network Generated Goals: MEETING HIGHLIGHTS:
e Goal for Network is for Alison to ®  Alison shared how much she enjoys the

have 3-4 Network-based activities Holidays. As it turns out, Alison has a lot in
In-between each meeting. common with her family and friends!

®  Mara presented a framework for Alison’s
Network members, including Network by revisiting the general Network
Alison, will bring their Calendars Goals and an overview of the Facilitator’s
to meetings so that future meetings responsibilities.
and activities with Alison in- ®  The group generated more specific goals for
between the meetings can be the Network and what was to be expected at
planned. meetings.

®  We had several people volunteer their homes
Individuals might set their own for future gatherings.
goals for how often they will try to ®  The group brainstormed ways we could
see Alison between meetings. support Alison in communicating with people.

IMPROVING COMMUNICATION WITH ALISON:
e Joan will put Alison on the “Do Not Call List.” Joan will also get Caller ID for Alison.
e  Christine will put together a small card with important numbers for Network members to carry with
them in the wallets or put on refrigerators.
e Alison liked these ideas and thought she would like to talk to people in the Network.

e When leaving a message for Staff on the pager, it is important to say you need a call back within a
rertain time-frame






GENERAL NETWORK GOALS Alison’s Corner!

# Provide activities and opportunities for Alison which will Have a good time. Have a
enhance her residential services. Happy Thanksgiving! See

# Help provide stable, familiar relationships for Alison you at the next Network
which give her the sense of being loved and valued. meeting.

# Alison will be the center of the Network and have a voice ~Alison
in planning.

# Network will assist Alison’s future guardian in making Things Alison would like to
decisions regarding medical care, residential services, do in the next two months:
case management and legal services. (i.e. attend service < Movie
plan meetings.) < Bowling

% Go out to Dinner

FACILITATORROLE

® Will work with families and their communities to form core groups of people committed to
being a part of an advocacy and monitoring network around an individual.

& Will establish and maintain effective working relationships with families, volunteers, staff and
service recipient.

DO YOU LIKE CELEBRATING THE HOLIDAYS?

Whether it is baking cookies, going to church, or
going to a fun holiday event, Alison would enjoy the
chance to celebrate the holidays with you.

= @ Check out the holiday events around town at
DECEMBER http://www.kirotv.com/holidays/2653953/detail.html
NETWORK MEETING | @ Downtown Seattle
Wees JoeE Roiee On va. 26 the day starts Wlth_ a Ho_Ilda_y Parade in the
th a. morning and ends with the official lighting of the huge
When? December 14™, 6:00 . )

T : .~ Christmas tree at Westlake Center and Bon-Macy's star
Activity: Decorating the Family . . :
Chsiies Tl around 5 p.m. After this, downtown Seattle will stay lit up
N for the holidays all through December.

@ Share in giving to the community
Sharing Gift Box returns to fulfill the wishes and needs of
PLEASE REMEMBER TO local low-income children and senior citizens as well as
BRING YOUR CALENDARS homeless teens. Through the Seattle Center Foundation,
: : www.seattlecenter.org
Also, if we have a volunteer, | think | @ Christmas Carols, Seattle Parks and Recreation Come

it would be nice to have a digital on down to Alki Beach and have some hot cider and
camera to get a few pics of the cookies! Sing carols around the bon fire and listen to the
group for the next Newsletter. Northwest Girlchoir Amore! The Argosy Christmas Ship

o will arrive at Alki Beach at 9:40pm and depart at
Author: Mara, Network Facilitator 1000pm on Saturday’ December 10th.

http://www.seattle.gov/parks/centers/alki/activity.htm
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Phase 3: Maintenance — Finding and Keeping Network
Members

Once a network is formed, the network needs to be maintained. This is accomplished by regular
meetings that include all network members and the focus person.

Maintenance activities will vary from network to network, but all will include regular planned
contact between the facilitator, the focus person and members of the network. LifeSPAN will
ensure the network meets regularly and is large enough to continuously provide support. A
minimum of six hours per year is required to maintain a network. Established networks average
around two hours per month.

The family ensures the continuation of the network by means of a service contract. A service
contract between LifeSPAN and the family details the family’s expectations of LifeSPAN and
documents information concerning the focus person’s needs and wishes.

The following are facilitators’ suggestions for Phase 3:

e Use the social network diagram to determine possible network members.

e Knowing community resources/people in your community can be valuable in creating a
connection for your focus person.

e Research possibilities for the focus person regarding his/her gifts and dreams/wishes.

e Ask, ask, ask. Be open to asking individuals to “come and listen” to know more about
your focus person.

e Rely on network members to assist in solving problems and to contributing ideas.

e Keep in touch with your network members...a phone call/summary report of network
meetings. Be interested in their observations and questions.

e Keep your roster up-to-date and notify the LifeSPAN office of any changes.

e Keep momentum in the network. Keeping the right pace, tone, belonging and
commitment in a network is an art.

e Setand review goals.

e Continually create opportunities for contributing from network members.

e Talk to network members for feedback and suggestions regarding the group.

Continuing Work Plan

A Continuing Work Plan is developed every six months. The Work Plan is developed based
upon the following:

e progress to date

e individual wishes

e consultations with the family

e continued/updated short and long term goals

Continuing Work Plans provide an estimate of facilitator hours for the next six months and
outline goals for the network. A template for each six-month period is available on the
LifeSPAN Facilitator web pages for facilitators to use as a starting place.
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Submit an initial draft of the Continuing Work Plan to the Facilitator Coordinator for approval.
Once the draft is approved, present it to the family for their approval.

Work Plans serve as a point of accountability to LifeSPAN members. All Work Plans are pre-
approved before any work is implemented.
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Tips from Facilitators to Facilitators

The Person Who is the Focus of the Network

First, make a solid connection with the person yourself before you bring someone else
into his/her life.

Listen and give him/her positive feedback.

Help him/her realize that he/she is capable of so much as an individual.

Look past his/her shyness by putting yourself in his/her place.

Assist the person to speak out. Be their megaphone.

Ask for orders from the person who is the focus of the network and obey!

Don’t talk about the person at a network meeting; speak with him or her.

Technique

Begin a relationship by finding a common interest between a focus person and others.
Step back, after you introduce a network member, and let it happen.

Whenever you invite someone to a network meeting, be clear on the address and
directions.

If a person does not want a network meeting in his/her home, try a network member’s
home, local church, community center, café, etc.

Identify positive energy and how to transfer it from one area to another.

Keep coming up with new ideas even if past ones fail.

Ask questions. Be persistent and be creative.

Remember to wait for answers. Silence is okay in a network meeting.

Communications

Keep communication open

Have an open mind.

Make sure divergent views of everyone in the network are given opportunity to be heard.
Keep in regular touch with everyone involved.

Use documentation to keep motivation and spark.

Take pictures.

Start a scrap book.

Write down the small stories.

Be creative with your Newsletter.

Send cards/notes to everyone involved with the network.
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Time

Developing trust takes time. Be patient.

Be flexible with your time.

Work with the rhythm and time frame of the person.

Develop a concrete sense of what is optional in billing. Donating your time is fine, but
don’t let resentful feelings creep in.

Things can take longer than you think, so don’t worry.

Remember, a network is a living thing and living things grow and change.

Support

Keep motivated by attending Facilitator Meetings and talking to your Facilitator
Coordinator.

Use your Facilitator Coordinator to help balance the expectations between the family and
the person who has the network.

Use the network as a resource to help problem-solve. Don’t carry it all yourself.

Remind yourself and those around you that this work counts. Family and friends who
provide love are the key to life, for without them, no matter how much money, property
or education we have, we have nothing.
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CHAPTER

4

Stories from the Networks

The telling of stories from the networks is a powerful tool for communication about what
LifeSPAN does. We have learned that many Lifetime Members, corporate partners and media
sponsors have been attracted to LifeSPAN through hearing stories about networks that inspire
them, touch their hearts, and express what is possible.

A Family Story: Matthew

Twenty-five years ago, at age 24, | experienced the
joy and the challenge of having my first-born son.
Matthew (or Matteo as he prefers to be called) was
born with a condition called bilateral anopthalmia;
he has no eyes. As he grew older it became apparent
that he would also struggle with developmental
disabilities and mental health issues. Although we
loved him as our son, the educational and relational
challenges were daunting.

As he grew into a teenager and young adult, a time
when all young people want to pull away from their
parents and develop relationships with their peers,
Matteo became increasingly isolated; he had his

Matteo is pictured here with his friend Don at his network

family bUt no frie'j‘ds and no way to develop any of meeting and 25" birthday party. Don is a professor of English
these critical relationships that teach and sustain all and they often write alliterations together. Example: ‘Usually
of us as we grow up When he moved into a group ugly unicorns understand unicycles unless uncles undercut us.”

home at age seventeen, his primary relationships
were that of staff to client and he spent the majority of his day alone listening to music.

When he was twenty | attended a workshop and learned about PLAN and the efforts of some local families to
develop a similar organization in Seattle. The goal was to help families address the isolation of their loved ones
with disabilities through strategically building relationships that they are unable to build for themselves. This
made sense to me and we signed up!

About a year ago we began Matteo’s Personal Network of Support, and the change in his life is dramatic. He
is no longer isolated; he talks on the telephone to members of his network on a daily basis. One important
aspect of this increased interaction with people outside his family is that he has had to learn to negotiate and
respect other people’s needs and wishes. One family struggled with him because he always insisted on calling
during their dinnertime but, as friends do, they continued to talk with him and he learned to respect their
wishes. These and other skills are ones that Matteo can only learn when he is in relationships with others.

Matteo’s contribution to the people in his life is a quick and playful sense of humor, a penchant for word play,
and a loving nature that expresses itself in frequent hugs and concern for the people in his life. The
relationships he has developed as the result of his Personal Network of Support are his lifeline both to bring
him out of a life where he is very isolated and learning the skills to develop important personal relationships.

And for his father, his brothers, and myself we have greater peace of mind that Matteo will not be alone in the
future.
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Kelly's Network

When Sue attended The Good Life Workshop presented by Vickie Cammack and Al Etmanski of PLAN three
years ago, life was looking pretty good for her son, Kelly, then 25. Locally, Kelly has strong family ties: his
mom and step-dad in Redmond, dad and step-mom in Issaquah and two brothers and a sister-in-law. He also
has a job he enjoys with AtWork! in Bellevue and a stable and supportive environment in an Adult Family
Home.

The workshop struck a chord with Sue, who had already been thinking about Kelly’s life and what it might
look like after she was gone. She wanted the peace of mind that there would be people involved in Kelly’s life
who would keep his good life in place... and find ways to enrich it further. The idea that planning for the
future improves lives today also resonated with her; maybe with a Personal Network of Support for Kelly she
could fulfill her own dream to travel more as she got older.

So Sue took two courageous steps, first joining the founding board of LifeSPAN to bring the PLAN model to
Washington and then starting Kelly’s Personal Network of Support.

Kelly’s first network meeting was upbeat and positive. It was hosted in January by his mom and step-dad and
facilitated by Stacey. Kelly was delighted to be the center of attention and discussion; participants included his
family, a former teacher, a high school friend, a family friend and a neighbor. The network members shared
how they knew Kelly and a word to describe him, including “smiling,” “inspirational” and “music man.” There
was discussion of some of Kelly’s interests, including the Seattle Mariners, fireworks and Elvis. Some of the
winter chill outside was set aside with cookies, hot beverages, and a chance for network members to chat and
enjoy a bit of Kelly’s favorite music.

Kelly and Stacey at Kelly’s first network meeting.

The results of the gathering are exciting. During the April meeting members will learn about Kelly’s medical
needs and how to move around in the community with him. July will bring a birthday celebration! An activity
calendar will be started so Kelly can spend time with network members outside of meetings.

Kelly’s family is deeply excited about this great beginning to a new adventure and looks forward to a richer,
more varied life for Kelly now and in the future. His mom is delighted at what this network will provide for his
life.
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CHAPTER

Roles, Responsibilities, and
Communication

We are very pleased to extend a warm welcome to LifeSPAN! Your willingness to be part of
our work by acting as a Facilitator will, we’re sure, offer you many rewards. For many of us,
assisting in the development of relationships has been a true source of inspiration.

As a Facilitator, you are part of LifeSPAN’s network of support. The network includes focus
persons, family members, friends, Board members, interested professionals, corporations,
foundations and the staff of LifeSPAN. Each of us has a role to play in keeping LifeSPAN
vibrant and accountable.

Facilitator’s Responsibilities

Core Function: To assist LifeSPAN in the development of personal networks
for the relatives of its members.

Standards of Performance:

1. Will work with families and their communities to form core groups of people committed to
being a part of an advocacy and monitoring network around an individual.

2. Will establish and maintain effective working relationships with families, network members,
volunteers, staff and service recipient of LifeSPAN.

Details of Function:

1. Meet with families and focus persons to determine effective strategies for network building.
This includes:
e Spending time with the focus person and the parent(s).
e ldentifying gifts, current needs and future wishes.
e ldentifying and recruiting potential network members.

2. Oversee recruitment, development and activities of personal networks in the least obtrusive
way possible. This includes:
e Facilitating network meetings, communication and celebration.
e Providing follow-up correspondence and telephone calls as necessary.

3. Act as a resource to establish personal networks. This includes:
e Being available to discuss concerns of families and network members.
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e Contacting the focus person and their family regularly, ensuring meetings are
taking place and that the membership is stable; identifying potential sources of
support for group members, (i.e. training, resource people).

e Replace/recruit new network members based on the goals of the individual and
family as well as mutual interests and vision.

4. Maintain and update records; attend facilitators meetings and keep up-to-date on the
principles and techniques of personal support.

5. Participate in research related activities as required.

Qualifications:

1. Strong interpersonal and group skills are essential.
2. Connected in focus person’s community.
3. Ability to commit for one year on a part-time basis to each network facilitated.

Characteristics and Qualities of an Effective Network
Facilitator

1. Sees the capacity of all people
e People with disabilities
e Families
e Community members
e System people

2. Has a strong sense of social justice, equality and inclusion.

3. Isresourceful, optimistic and energetic.

Creative

Knows his/her community

Sees the glass as half-full

Seeks assistance when stuck

Sees out-of-the-box—no prescribed or single answers to complex issues
Has good problem-solving skills

4. Has good people skills

Good listener

Avrticulate and clear communicator

Respects and makes room for differing points of view
Thoughtful and caring

Personable

Good sense of humor

Unpretentious

5. Is observant and assertive when needed.

LifeSPAN Facilitator Manual Version 2008-11 -34 - Chapter 5 Roles, Responsibilities, and Communication





6. Isresponsible and reliable.
e Ontime
e Keeps word
e Follows through

7. Views self as someone with things to offer and to learn.

Role of the Facilitator

1. Create opportunities for exchange and interaction by asking

Remember the last time someone asked you to do something or sold you something. What
led you to say, “Yes?

Asking takes:

e Vision: Ability to see the essence of a person and help others see it, too. Visionaries
make the truth visible.

e Passionate belief: Relationships are essential to our well-being (not just a frill), no
disability precludes meaningful relationship. (We need people with disabilities.)

e Opening: Self (image of the open hand, rejection is hard), to others (communities
are hospitable places), do as little as possible and as much as necessary.

e Hospitality: An invitation with confidence in self and the opportunity (know who
you are talking to) is social, pleasant and specific — does not close doors.

Practice: On behalf of the person for whom you will be facilitating, identify the gift or
opportunity upon which you would like to build. Next, identify possible people to ask if
they might be interested in meeting the person or participating in the network. Practice
asking. Imagine their responses and how you might respond in-turn.

2. Work intimately with families

Consider the word “intimately.”” What does it take to create a close relationship? What
is challenging about creating or participating in a close relationship?

Working with families makes LifeSPAN’s approach to networks unique and
challenging because families face three challenges in network development:

1. Asking 2. Opening 3. Believing

Thoughts on working with families:

e There may be different views of the future. Use the network whenever possible to
address this.

e Challenge and change stirs up family dynamics.

e Billing is uncomfortable.

e Remember the work is very slow.
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e The work is intense and communication is critical.
e Other families are essential as resources and support.

3. Keep momentum in the network

Keeping the right pace, tone, belonging and commitment in a network is an art.

Following are some helpful tips:
e Micro-manage your time
Keep regular communications with all involved.
Use as many forms of documentation as possible.
Set and review goals.
Connect with other facilitators.
Continually create opportunities for contribution.
Vary meeting locations.
Celebrate and feast together.
Talk to network members for feedback and suggestions regarding the group.

Nuts and Bolts of Facilitation

1. Getting to know the person
e Making a connection is the most important part of your work.
Listening with your head and heart is essential.
Your job is to see their essence. It is a journey of discovery.
Pay particular attention to any dreams or wishes the person has.
Use the tools in the work plan and any inventories you think might be helpful in
asking the right questions.
Talk to people who know and genuinely care about the person.
e Do not align yourself with professionals. Your role is unique.

2. Develop the work plan

e Profile

e Personal resources
Interests and activities
Things to consider
Possible members
Short and long term goals

3. Finding and keeping network members
e Use of the social network diagram
Linking in your connections
Research
Ask, ask, ask
Rely on network members to solve problems and contribute ideas
Keep in touch
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4. Running effective meetings
e Timing and location

Set-up

Tone and language

Humor and celebration

Conflict

Using resources

Summary Reports

Communication

e Because the work of facilitation is sporadic, it is important to keep track of your time
spent on facilitation. The “system” you use may be formal or informal but available for
reference when needed.

e Facilitators keep in regular contact with the person and his/her main family member(s).
This is especially important in the exploration and development stages, when families
really need to be kept informed about what is happening.

e Beginning with Phase 2 (Formation), the facilitator is expected to have monthly contact,
in months without a network meeting, with the Focus Person unless other arrangements
have been made with the family.

e Facilitators are expected to remember the focus person’s birthday, Christmas, etc., with a
card.

e In cases where the focus person does not live with his or her parents, it is important to
always contact the family after seeing or talking with him/her to make sure that the
family knows you are keeping in touch.

e Building networks can be a challenging process and clear communication by all parties is
very important to their success.

e Itisimportant to keep the Facilitator Coordinator up to date with what is happening with
your network(s). Regular phone calls keep us current about when network meetings are
held and any events taking place.

e Facilitators’ meetings (which are under development at LifeSPAN) keep us all connected
and focused on LifeSPAN’s guiding principles and are an opportunity to continue
learning to be the best facilitator you can be. They are also an opportunity to share the
joys and challenges you encounter as a facilitator and hear how others meet these
challenges. When they begin, facilitators will be paid for these two-hour meetings.

e Share your questions, concerns or wonderful events with the Facilitator Coordinator. ©
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e Take photos of network gatherings or events in which your focus person is involved.
Better yet, have a network member do it. This is a great way of keeping the “spirit of the
group” connected.

e Use as many forms of documentation as possible. Be creative!

A Final Word

CULTIVATE

Create opportunities for network members to contribute
Understand

Lead by example

Take time to know the uniqueness of each Network Member

| nclude Network Members... they are the key to good decisions.
Vision: See the Focus Person’s life with “fresh eyes”

Affirm everyone

Telephone contact counts... stay connected

Explain LifeSPAN’s vision and purpose frequently
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Facilitator Contract

Date:

Name:

Dear

We are very pleased to extend a warm welcome to LifeSPAN! Your willingness to be part of
our work by acting as a Facilitator will, we are sure, offer you many rewards. For many of us,
assisting in the development of relationships has been a true source of inspiration.

As a Facilitator you will act as an independent contractor to LifeSPAN and not as an employee
of LifeSPAN. The following are terms of the contract between you and LifeSPAN.

1. As a Facilitator, you will assist individuals and their families to establish a Personal Network.
The Services (facilitation) you will provide include the following:

(&) Conducting meetings with the individual and his/her family to identify their goals and
aspirations;

(b) Identifying and contacting potential network members;
(c) Facilitating meetings with network members and community contacts;

(d) Developing and following six-month work plans (approved by the family, the individual
and/or their representatives and LifeSPAN);

(e) Attending regular meetings with representatives of LifeSPAN and other facilitators as
requested;

(F) Providing regular reports and summaries of the process; and
(g) Participating in regular reviews of the services you provide, as required by LifeSPAN.

2. 'You will determine your own schedule for facilitation, according to the needs and availability
of the focus person, the family and the potential contacts.

3. LifeSPAN will pay you an hourly rate of $25.50 per hour, based on the hours you work. You
are responsible for all taxes and contributions payable on any income earned from
LifeSPAN.

We estimate that you will work approximately two to six hours each month for each
individual for whom you are facilitating a Personal Network. You will be responsible to
render an account to LifeSPAN for your fees by the 10" of each month, which will be for
services performed the previous month.
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Because you are not an employee of LifeSPAN, your remuneration is deemed to be a stipend
or fee for service. You have furnished us with a Form W-9. As required by law, we will
send you a Form 1099 — Miscellaneous Income showing total payments for the year by
February 1 of each year. The compensation shown on the 1099 must be reported to the
federal government with your annual return for income tax.

Circumstances vary from one individual to the next, so we suggest that you consult
Department of the Treasury/IRS Publication 505 “Tax Withholding and Estimated Tax,” the
IRS telephone information line, or a professional tax advisor. The publication can be found
on the Internet at www.irs.ustreas.gov or can be ordered from the IRS at 1-800-829-3676.
Other publications you may find useful are 583 “Starting a Business and Keeping Records”
and 533 “Self-employment Tax.”

LifeSPAN will obtain a Criminal History check on you from the Washington State Patrol.
The results of the Criminal History check must be satisfactory to LifeSPAN before you start
to work as a Facilitator.

You do not have the authority to commit LifeSPAN to any obligations, contractual or
otherwise, or to the payment of any money to any person, firm, corporation or business,
except with the prior written permission of LifeSPAN.

You will arrange, carry and pay for adequate and proper insurance covering the use of your
vehicle while providing the Services.

. We hope that you will commit to facilitate for at least one year. However, you may
terminate this agreement by giving LifeSPAN a minimum of 30 days notice. LifeSPAN can
terminate this agreement at any time by giving you one day’s notice.

We are pleased you have chosen to assist us in developing relationships for our members and
look forward to supporting you in your work as a Facilitator. A Facilitator Coordinator is
appointed to each facilitator to provide support.

Please sign one copy of this letter and return it to LifeSPAN at your earliest convenience.

Sincerely,

Facilitator Coordinator

LifeSPAN

1801 — 130" Avenue NE, Suite 220
Bellevue, WA 98005

(425) 883-9867

Facilitator Signature Date
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Facilitator’s Monthly Invoices

For many families and new facilitators, the concept of billing and paying for time is foreign and
somewhat uncomfortable. Although paying for an accountant to do income tax is customary,
paying or charging for network facilitation is, for some, a challenge.

Discuss any issues regarding billing with the Facilitator Coordinator in order to ensure there are
no misunderstandings or feelings of discomfort.

Facilitators are often expected to attend Christmas, birthday, BBQ parties, etc., for the Focus

Person. If families agree, facilitators are entitled to bill for these and other social events up to
two hours. Any time spent beyond this at a network social event will be the facilitator’s own
time and not be reimbursed.

LifeSPAN does not pay for the facilitator’s travel time to and from facilitators’ meetings,
network meetings, etc. Mileage is paid and billed to the family when prior approval is given by
the family, e.g., driving to a social event.

Each month facilitators invoice LifeSPAN for their contract services. Invoices should be
submitted at the end of each month using the online form
http://www.lifespan-wa.org/forms/facilitator invoice.htm.

Please do not hold your invoices for two or three months before submitting them — even if you
only have a half-hour to bill. It is sometimes easier for families to pay a small amount. It is
much easier for LifeSPAN to keep track of hours on a monthly basis.

Network Facilitation Activities:

These are hours worked by a facilitator for a specific network; this time should reflect the
guidelines of the Work Plan and are checked against it. Statements mailed to the families
each month include your description of time spent.

Activities charged to LifeSPAN:

These are hours incurred by the facilitator which are paid by LifeSPAN rather than being
billed to a specific network. Facilitator hours for attending a facilitators’ meeting or
other administrative hours not related to a specific network are included in LifeSPAN
hours.

Facilitator’s Reports:

LifeSPAN will send a copy of the Facilitator’s Monthly Invoice to each Facilitator with
their reimbursement check.

Each Facilitator is responsible for keeping their own records for purposes of reporting
their contract income for annual income tax purposes.
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Independent Contractors:

Facilitators are independent contractors and not employees of LifeSPAN. Facilitators

should ensure that they have adequate insurance to cover their automobile (please see

Facilitator’s Contract).

Tips from Facilitators about Billing

e The Work Plan is the key. When finances are an issue, it is helpful to discuss with
the family a budget for the next six months and their goals. Develop a Work Plan
reflecting these goals.

e Remember your role — not to socialize or be a one-on-one worker but to help the
focus person develop a relationship with others. Facilitate means to “make easy.”
Your job is to do as much as necessary but as little as possible.

e Ask yourself — is there someone in the network | can ask to do this? Remember that
people often get more involved if they are asked to do something.

e Could the focus person do some of the telephone calling? Create the newsletter?

e When in doubt, discuss with the family in advance. “I’d be happy to organize the
party with Jane. 1I’ll be billing for 2 hours — is that fine with you?” If there is no
family, check with the Facilitator Coordinator.

e Think of the circumstances. Does it seem reasonable at a cost of $45.00 per hour?

e Billing for your work can be very stressful. Each person needs to find his or her own
comfort zone.

e The lines are often blurred between when something is about friendship or work.
e Develop a concrete sense of what is optimal billing.

e FEach situation has its own set of variables.
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CHAPTER

0

Resources to Assist Facilitators in
Supporting Families

As a Facilitator, you will have the closest contact with the person at the center of the network
and their family. The following worksheets may be of help to you in helping families in asking
people to be in their relative’s network and to answer some of their questions and allay some
concern.

As your skills as Facilitator develop you will also discover strategies that support families in this
endeavor. Please share your insights and strategies with the LifeSPAN Facilitator Coordinator
S0 we can incorporate them in our training materials and share them with other facilitators.

The Web of Friendship
(Copyright PLAN 2004 — All Rights Reserved)

The sample web has already been filled out. Follow these guidelines to fill out your own web:
1. Write your loved one’s name in the center circle.

2. The inner circle represents the area in your loved one’s life that is filled with people they
trust, feels comfortable with, and confides in. They can be friends or family. Put anyone in a
paid position at least one circle out. The people in this circle will have a freely given
reciprocal relationship with your relative, based on friendship and respect.

3. The remainder of the web represents the rest of the people who are involved in your loved
one’s life. Write their names down, using the distance from the center to represent how close
their relationship is.

4. If you wish, the dotted lines can be used to indicate the different areas in your loved one’s
life. For example, family in the top section, friends on the left, school and work in the other
quadrants. This will help you to visually demonstrate the interrelationships in your loved
one’s life.

When you have completed this picture, think about how you can strengthen the web, by joining

up the people in your loved one’s life. In a different colored pen, draw in all the potential
connections.
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Sample Web
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Complete Your Relative’s Web
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Tips for Families Building Networks

The following tips were written by PLAN™ families who have established a network of support
for their relative with a disability:

Networks Take Time.
The process of network development is slow and may, at times, seem to you as if nothing is
happening. New relationships can take many months to build into something you and your
relative can count on. The formation of a cohesive network takes place when time allows for
many shared experiences between group members.

Networks Are Not a Cure.
Networks are not a cure for all the concerns and challenges your relative may face. A
network’s job is to look out for your relative. A network will support your relative to pursue
dreams and address issues. It is not a guarantee that all issues will disappear or all dreams
will be realized. Individuals who have networks may still be lonely at times or continue to
have trouble holding a job.

Network Building Can Be Uncomfortable.
There are many issues a family must deal with when developing a network. These include
the following: paying for services, listening to other people’s ideas about our relatives, and
letting go of some of the things we have always done for our relative. We have found that
contact with other parents is essential. Your family has been assigned a Board Mentor,
another family who has a network, to support you in working through some of the tough
spots you might face. Don’t hesitate to use these mentors.

Make Space.
Carefully consider your involvement in the network. Many families decide not to attend
network meetings. They are kept informed of network happenings by the Facilitator,
network members, their relative, and Summary Reports and Newsletters of network
meetings. Staying away from meetings may allow your relative to feel in control of the
process and to create opportunities for network members to become more actively involved.

Patience.
It is not always possible to find a new Facilitator quickly. Finding the right Facilitator for
your family takes time. Each Facilitator brings unique qualifications. Screening and
matching are done carefully. LifeSPAN takes the time it requires to find the best people
possible for your family.

Communicate.
Communicate with your Facilitator regularly. Be clear about your expectations for the
network. Address any concerns you might have directly with your Facilitator.

Review Work Plans and Invoices.
Carefully review your Work Plans to ensure the network’s goals are in keeping with your
expectations. Review your invoices by comparing them to the Work Plan. If you have any
questions, contact the Facilitator or the LifeSPAN office.
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Respect the Facilitator’'s Time.
Be conscious of your Facilitator’s time. Most facilitators generously give extra time and do
not bill for short calls, etc. Most facilitators are uncomfortable with billing and it helps if
you let them know you expect to be charged for the extras you request.

Expect Disagreements.
Disagreements can occur in the network building process. You, your relative, and network
members may have different ideas about the future. Your Facilitator and mentor are
resources in resolving disagreements. When disagreement is addressed and resolved, a
network becomes even stronger.

Use Your Mentor and Facilitator Coordinator.

If you have concerns or questions about the network process or your Facilitator, call your
mentor or the Facilitator Coordinator as soon as possible. Don’t let concerns fester.
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Notes

LifeSPAN Facilitator Manual Version 2008-10 -48 - Chapter 6 Resources to Assist Facilitators






LifeSPAN Facilitator Manual

Table of Contents

Page #

Chapter 1. An Introduction to LifeSPAN i
A Brief History of LifeSPAN 1
LifeSPAN’s Core Values 2
Traditions and Guiding Principles 3
LifeSPAN’s Vision, Beliefs, and Mission 4
LifeSPAN Services 5
LifeSPAN Costs 6
Chapter 2: Introduction to Relationships 7
What is a Personal Network? 7
Where did the Idea of Networks come from? 8
Network Members 8
About Networks 9
Chapter 3: Building the Network 13
After the LifeSPAN Orientation 13
Phase 1: Exploration 13
Phase 2: Formation — The First Network Meeting 20
Phase 3: Maintenance — Finding & Keeping Network Members 27
Tips from Facilitators to Facilitators 29
Chapter 4: Stories from Networks 31
Chapter 5. Roles, Responsibilities, and Communication 33
Facilitator’s Responsibilities 33
Characteristics and Qualities of an Effective Network Facilitator 34
Role of the Facilitator 35
Nuts and Bolts of Facilitation 36
Communication 37

A Final Word 38
Facilitator Contract 39
Facilitator’s Monthly Invoices 41
Chapter 6: Resources to Assist Facilitators in Supporting Families 43
The Web of Friendship 43
Tips for Families Building Networks 46

LifeSPAN Facilitator Manual Version 2008-11 Table of Contents






