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high and work toward them.

Leadership taught us that

nothing is impossible!”
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Forward .

: by Beth szon

was 1nv1ted to part1c1pate in the Inst1tute on D1sab111ty/UAP s f1rst '
Leadership Series in 1988. At that time, I had never heard of the
= Institute and couldn’t imagine why I*had been nominated to

. participate.. My qual1f1catlons, I assumed, were my four chlldren— _
- including my five-year-old son iwho had disabilities. At.that time, life. . -

- was hectic. I was very busy trying to be everywhere I needed to be—
doctors’ offices, therapy visits, four different schools in Concord, my - S
own. busmess, and yes, evén: occa51onally home. After being convinced ’
by my husband that the world could go on without me for a few days, 1

made a commitment to attend the three two-day sessions at the University
of New Hampshire. Those six days dramatically changed my life..

As I entered-the conference room on that first day of the Leadersh1p L “Parents Cmd People
Series I was very nervous and not at all sure what I was- domg there. The. . ‘
session began with introductions and I felt that many of the participants. \Wlth dlSdbllltleS have

. were a lot more knowledgeable about.the issues than T was. [ remember
" introducing myself as “just-a parent,” but before long I learned there is a” the POWBT Unless they
no such thing as “just” anything: . . SR

I quickly discovered that the parents in th1s room shared many of my make their WlSheS known
fears. We had faced similar struggles, and we shared 2 common desireto’
make the lives of our children the best that they could be. Unfortunately, - the SJ’Stem Wl” nOt chcmge
we had no idea what the “best” was or how to make i it happen. We hadn’t- : : .-
yet, learned that it was okay to create visioris for our children that were -

,more “typical” than ¢ ‘special.” At the same time, most of us felt that what
our children were getting was not good énough. We felt as if we were just
settling for. what profess10nals told'us was poss1ble We hadn’t yet dared
‘to dream. .. : AR
_That was the beg1nn1ng of the very first New Hampshlre Leadersh1p -
~ Serjes. The goal of that Series, as for all subsequent Series, is to empower
fam111es and individuals with disabilities w1th knowledge and skills, and -
“to create camaraderie. There were 33 parents selected to attend that first '
Series—each one nominated by representatives -from their regions for ‘
their leadershrp abilities. Throughout the Series we heard from
. profess10nals, adults with disabilities, and other parents who had achieved
positive outcomes for their sons-and daughters. For six days we recelved .
the latest and best 1nformatlon in the areas of education, pos1t1ve '
behavioral approaches, family support, employment, housing, community -
* organizing, and the leg1slat1ve process. My head began to sw1rl w1th all .
- of this new information. : '
The presenters were 1nsp1ratlonal but what was most: valuable to
. me—and to most of us—was what we learned from each other. We listened

A Masial to Replicate the New Hanlpshiré Leadership Series
EKC : | -
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* to each others’ stories and cried each others’ tears. A-bond formed that is

impossible to describe. To this day, we all know that when support is
needed—in a-small way, such as brainstorming ideas on the phone, or on "

a larger scale; such as in organlzrng a letter-wr1t1ng campaign, attendlng

" a legislative hearing, or testlfyrng at a school board meetmg—we can - -

count'on each other to be there.
‘The Leadersh1p Series helped me redlscover the ablllty to dream and'.

provided me with the strateg1es to make those dreams come true. My - -

dream—to have ‘my son’s life be both ™ regular and extraordinary—has

“come true. Andrew now attends a regular fifth grade class, goes to the’

local Boys and Girls Club after school and summers, has friends, goes to
parties, and loves life. This is in direct contrast to the future that had
been predicted for him, For too long I had heard about all of the things

: that Andrew couldn’t, wouldn’t, and shovildn’ t ever do. Leadership helped
- me to focus on all of the things he would, could and (probably) wanted

to do. It taught me to look for the positives instead of the negatives, for

 his strengths and not his weaknesses 1t tatight me the ineaning of the
~word ¢ typrcal” and to belleve in the phrase only as speczal as necessary. ”._' '
It helped me change my son’ s life.

The Leadersh1p Series also changed my lrfe I now work with the

- Institute -on D1sab111ty/UAP and- have coordlnated the Leadership Series,

since 1990. Each year I.am 1mpressed with the new group of Leadership
. participants’. deterrnination and cr'eatiVity to make the world a better
place for their’ chrldren and for themselves. I have learned that change: B

: doesn t ever happen quickly or without struggle, but- it is well worth.the

energy and time it takes. I have also learned that br1ng1ng people together;

»fmakes any struggle much easier. Most 1mportantly, I have learned that . ‘
~having a vision is the first Istep to changing the world." ‘

FROM VISION TO REALITY



Intoduction

Al

over the past decade, leadership training series have gained increasing
popularrty in many states as an innovative and successful approach

= to creating positive futures for people with disabilities and their

famrlres. This approach assumes that family members and 1nd1vrduals

‘with disabilities, when given vital information about exemplary pr_aetices

and disability issues, can gain the power necessary to create important . |
sustainable change. Through leadership"training, family members and
‘individuals w1th disabilities are recognrzed as key change agents and
prov1ded with. support to assume leadershrp roles. Thls support includes _A

information delivered from leaders in the field of disability and community-

inclusion, and also whatever child ¢are, respite, personal care attendants

- overnight accommodatlons meals, and travel expenses are necessary to
- complete the training event.’ ' : ‘

Modeled after, Mlnnesotas Partners in Polzcymakmg, the New
Hampshire L_eadershlp Series was developed in 1988 to assist individuals -
with disabilities and family members to create a vision for themselves' -

and to achieve posrtrve futures. The Series continues to undergo rev1srons

and expansions in order to reflect the ever- -changing, issues faced by -

individuals with dlsablllthS and theijr families.. Despite ongoing change,;

certain themes remain constant, such as: the 1mportance of belongrng in -

“fully. inclusive communities; family support through the provision of.
resources; supporting family chorces, community- -based child care and

early education; full time partrcrpatron in neighborhood. schools and .

‘typical classes; naturally supported employment and, home ownership.
The audience for this manual i is varied. Individuals with disabilities,

famrly ‘members, state ‘and natronal leaders, and professronals in the -

disability field will find this manual helpful in designing strategies to
. promote the full inclusion of people with’ disabilities in all aspects of

- community. The information will assist the reader in achieving a solid -

" understanding of the importance of leadership training: for 1nd1v1duals

with disabilities and their family members, as well as provide - a step -by-

step approach to creating a leaoershrp training series.
This manual is divided into six major sections: Introducing the New

Hampshlre Leadership Series; Step-by-Step: Creatmg the New Hampshire -

Leadersth Seties; Session Content; Funding the Leadership Series; The
'Evolution of the Leadership. Series; and, Leaders Tell Their Stories. These .

S

"‘TQ me, the most important
- thought Iam leavingi '

" Leadership with is that

Pm allowed to dream )

of a great life for my son.

- So many times ['ve been

told to be realistic,

> be. practzcal get real

' '_ I almost cheated ]zmmy

out of the kmd of lzfe

A .be deserues

My.child is nojt,bro'léen..

‘He.doesn’t need .

~tobe ﬁxéd. > '

AManyal to Replicdte the New Hampshire Leadership Series
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sections w1ll provnde the reader- W1th a comprehenswe understandmg of
o - : o the New- Hampshlre Leadeérship: Series as well as the steps necessary for ‘
R o .' - S repllcatxon This manual is the result of eight yéars of information and '
: s : strategies gathered through the experlence of leadershlp development
for people with disabilities and their familiesin New Hampshire.
' , R _ Leadership graduates are respon51ble for all quotes and StOI‘lCS included
:  in this’manual. : '

S N B .
, 10 - : :
4y L .. . BEROM VISION TO REALITY
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E mroduongthe New
~Hampshire Leadership Ser

’ Hlstory of the Leadershlp Series in New Hampshlre

" ew Hampshrre has achieved national recognrtlon in recent: years

fof its innovative approaches to supporting people. with disabilities .
= -and their families within their communities, and for fostering
_communities where everyone belongs. Ii New Hampshire, attending -
regular classes in neighborhood:schools, “home ownership, employment, -
family support, and access to quahty health care and assistive ‘technology -
‘are common experiences for individuals with disabilities and their family " -
members. New Hampshire was not always a state that could boast of such .

opportunrtres Substantial positive changes have taken place during the

past few years. Many- of these'changes are a direct result of the work. of .
leaders who have graduated from the New Hampshire Leadershrp Series.

" In 1988, .the Unrversrty of New Hampshire, Institute on Disability/

UAP received a grant from ‘the¢ Developmental Disabilities Council to

- organize New Hampshire’s frrst Leadership Training Serles for parents of . - . . , o
- .due to the unique

~ children with disabilities. This series provided 33 parents with state of
the art rnformatron and strategies to effectively impact local and state
organizations on, issues related to people with disabilities. The outcomes
from this first Leadershrp Series'were so successful that the event became
the model for annual leadership training in New Hampshire. The Sefies

“was modeled after Minnesota's Partners ianolir:yma'king Series with later
input from the Colorado Partners in Leadership Training.

- Since 1988, the Institute on Disability/UAP, in collaboration wrth'

- the Developmental Drsabrhtres Council, People Flrst the New Hampshrre
- Division of Mental Health and Developmental Servrces, Department of
Education, and other organizations, has sponsored a Leadershlp Series
‘each year for individuals with disabilities and family membeérs.

Each year the Leadership Series is updated and revised. Some modified .

versions of the Series have been conducted in order to address specrfrc

issues in the state. For example, two leadership ‘training series were
- specifically oriented toward the needs of families of young children (from -
birth to six years of age), -and another Serres focused on issues related to -
assistive technology. In 1994 the Series was expanded from its original

" three, two-day sessions to the current longer format of six, two- day

sessions. This change occurred to accommodate the 1ncreas1ng amount .

of information requested by participants.

Over 200 parents and adults with’ d1sab111t1es have graduated from
" the New Hampshlre Léeadership Series. These leaders have a clear vision
. for themselves and their family members with disabilities and a knowledge -
of state- of the-art supports for individuals w1th d1sab1ht1es They are . -

- Itis extfemélj/ difficult

-to get away at anytime

: needs of my family.

Participation in,

this Series would iot

have been possible

without the

~ support I received.”

* AManual to Replicate the New Iilarrzpshire Leadership Series .
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lntroducmg the New Hampshlre :
- Leadership. Series

_ skilled in advocatlng with service provrders, usrng the legrslatlve process
i S to-achieve change, and organizing communities to support inclusion.
o Families and individuals with disabilities are .asing their combined strength
and determination to. change laws, persiade schools and businesses to -
- include individuals with disabilities, and educate all aspects of community
.on the importance of welcoming and 1nclud1ng every member. They serve
" - on school boards, family support teams and councils, judicial benches ’
- local and state government, community boards. etc.. When-asked about.
" their entrance into the world of leadership positions, many graduates
point to the New Hampshrre Leadershrp Series as a pivotal experience in

" their lives. : ;

' New Hampshlre 3 Success Story

The effectrveness of the Leadershrp Series in New Hampshlre and other -
 states involved in similar efforts has offered striking confirmation of what _
many had known all along ; that the best way to create positive: change is
to ‘educaté. those individuals ‘most directly affected by laws, policies,
»’supports, and Services for peoplée with disabilities. By bringing together
‘individuals who share the same struggles and providing information on |
' exemplary practices and strategies to organize for change, family-members
" . and individuals with disabilities ‘gain the necessary advocacy skills and
- confidence to 1nfluence policies and’ change systems. Who better to
- advocate.for quality inclusive lives for people with' disabilities than the
‘people themselves? What vorce has more credibility to policymakers and
- service providers than the voice of those who are-impacted by the pOllClCS
-and individuals who use the services? -
© At ‘many different levels, both public and private, throughout the -
state leadersh1p graduates have affected change. Two bills were passed :
_into law by the New Hampshire- leg1slature in :1989: one to create a
" comprehersive system of family support and another to reduce the waiting .
list for adult services. To affect this. ‘change, graduates from the first’ =
: Leadershlp Series organized telephone networks, invited legislators into
_ their homes, and testified in large numbers at public hearings. Following )
e - . " passage of the famlly support legislation, 80% of the Leadership Series
o ' b participants_served .on their local Family Support. Councils. Sevefal
© parent groups led by Leadership graduates have sprung up around the
state and many participants have become involved in parent and support" _
organizatjons. at the local and state level. Undoubtedly, the New
Hampshire Leadership Series has been a catalyst for change in tangible -
‘and profound ways. - . -

e FROM VISION TO REALITY
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" The information presented in this manual is a compilation of “the
- best of” the New Hampshire Leadershlp Series. Relevant materials and .
- procedures have been assembled to replicate what has been done in New
Hampshire and to present the flavor and the feeling of the New Hampshire
‘Leadership Series. The format of this manual will help readers understand
the importance of leadetship development and by using and modlfymg'
- the orgamzatlonal materials and forms contained in the Appendlces create
their own Serles .

Introducmg the New Hampshlre
_ Leadersh|p Series

“Leadership confirms

that you are not d{l‘one,

. that you can
. make a difference..
Knowing that is

very freeing.” SN

" "AManual to Replicate the New Hampshire L'eab'ership Series




| ‘Step lby Slep Creal nglhe
NH leadersh ip Series

h1s section descrlbes the necessary 1ngred1ents to running a successful :

Leadersh1p Series. An overviewof the Series is presented, including. .
" = the staff who run the Series, how participants. are selected, and’
xsecuring leaders in the field to present during the six two-day sessions.

' vaerwew of the Leadershlp Series

. The concept behmd the Leadershlp Serres is fa1rly stralghtforward For
~six two-day.sessions (a total of twelve days), parents-and individuals

with, d1sab111t1es leave behind the responsrbrlltles of their daily routines -

< and focus solely on the issues that s0 strongly impact their lives. To help - -
establish the right context and free participants from the worries of - -
everyday life, all participants are provided with good food, fine -

' accommodatrons and all necessary travel and child care expenses.. ‘Hotel
facilities are selected for the Series based upon their accessibility for

individuals with disabilities, ‘ability to accommodate the large group, -

. quality of their food, and courtesy of service. Because a portion of the
Series involves meeting with state legislators, it is helpful to’select a
location that is within easy driving distance to the state capital.”
Sessions are typically scheduled four to six. weeks apart so that the -
. ‘entrre Series takes about e1ght months to complete Additional. time is
provided between sessions around the holiday season. During each two-

day session, natlonal mternatlonal and state leaders as well as local -
policymakers share with participants the latest available information about
-achieving the vision- of quality lives for individuals with disabilities.and :

 their families. Participants receive binders organized by sessions and topics.

Reading materlal is-distributed during each session to assist in.the
.. education process.. At the end of the first session, everyone receives a T

shirt with the leadership logo and an msprratronal quote. Photo collages
of individuals, families, and significant events are displayed throughout

the Series. Fieldwork assignments are assigned between each session to’

focus participants on specific ‘tasks forming and realizing their vision

within their local communities. During each session, time: is scheduled .-

for part1c1pant updates. Sharing in one another’s struggles and successes

© creates an interest, commitment, and a strong bond among participants.

. Staffmg the Leadershlp Series .

The New Hampshire Leadershrp Serles is supported by three part-time )

staff. These staff members handle all correspondence and communication
related to the Leadership Series as well as attend the Series to provide

-

“The most valuable aspect of

N

Leadersth for me was the chance |

to meet, talk, and'share experzenc_es'

with others at the conference...

from pérenis. to people wzth "

 disabilities...to presenters.”

" AManual to Replicate the New Hampshire Leadership Series
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Step by Step Creating the NH
Leadershlp Series

.. Selection of Participants

'
i
4
i

continuity throughout the sessions. Staff members include two former
Leadership graduates- and’ support personnel involved in leadership

"development since 1988. Leadershrp Series staff facilitate a network of:
people and organizations to share state of the art practlces and- strategles,

to create change. s

8

and communlcatlng with participants and presenters are activities that

.. continue thiroughout the life of the Leadership Series. Deéspite the fairly
~ intefisive effort required to condutt the Leadershrp Series, the excitement
“and antrcrpatron of meeting a néw group of - future leaders never wanes.

o

New I-Iampshrre), parent groups, family members, 1ndependent living
centers, friends, acquaintances, teachérs, principals, or other people such

“as nerghbors The nomination form is contained in Appendrx A,

Nominees receive a letter of introduction and an application form
(Appendix B). The form asks about the appllcant s family, experiences,
community involvement, and special interests. Taking time out of a hectic

-schedule to complete and return the application form is.often a-difficult
first step for the applicant. Ind1v1duals who need assistance in completing
the applrcatlon are provided w1th whatever support is necessary (by

telephone or personal 1nterv1ew) to apply

In order to promote cohesion among the group, space is limited to_ i
30-40 participants. Usually. more ‘applications are received than can be
accepted. A committee: of approximately seven people meets to review .
the applrcatlons and make. the difficult decisions of acceptance or denial. .
The committee consists of past Leadership Series graduates, policymakers;

representatives from parent organizations, the Independent Living Center,

and People First.of New Hampshire. Decrsrons are based on the applicants’ - -
commrtment to attend all of the sessions, demonstrated leadership .

experience, diversity of background geographlcal distribution, age of

" family member with_a disability, and d1sab111t1es represented. The
-Leadership Series works best when participants represent a diverse group -

ofpeople from each region of the state. The application process is designed

.
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Fund raising, revising agendas, developrng field work assrgnments,.

. Leadership Series participants are selected through a rigorous process of
- .nomination, application, and selection. Thé applrcatron process begins
~ with a nomination in writing. Nominations come from self advocacy'
- organizations, developmental service agencies (called area agencies in

‘to reinforce 'the notion that participants’ represent a select group.of .
-individuals with leadership potentlal and an important mission.



Step by Step: Creatihg the NH
Leadership Series

Letters are sent out (Appendix C) to notify applicants‘f_of‘the
committee’s decision. Individuals who are not selected are placed on the
Institute- on D1sab111ty/UAP mailing list to receivé 1nformat10n about
upcoming training and are encouraged to apply again the followmg year.

Applicants who are selected return a signed conflrmatlon form and
contract, and receive information about the' fmancral ‘reimbursement
process (Appendlx D). articipants are expected to make arrangements
for travel, vacation t1me, child care, personal care attendants, and .
overnight lodging at the conference site. All of these expenses are

- reimbursed by the Leadership Series. Partrcrpants who reside in the same
geographical region are given each ‘other’s names and addresses to assist

. them if they wish to travel together _ ; . : _ “The most valuable
Educat|on by Current Leaders I S aspect of Leadership for
‘While the selected 1nd1v1duals are preparmg for their partrcrpatlon Ser1es.. e Was.meéting peoplé
organizers are busy-securing state, national, and international leaders i in . .
the field of disability and community 1nclu51on as presenters for the Series. who were'distinguished
The presenters represent a blend of leaders in the fields of self advocacy, _
education, employment, community living, assistive technology, family by their decenc
support, regotiation skills, the legislative process;, and community = y_ Y i
otganizing. Presenters use a variety of interactive strategies such as role- Also .m.eeting people .

G bl dof

playing, cooperative learning, and small. group discussion to involve .
participants in the learning process. : : | u)ithdisabilities—,— o .

- Presenters and session facilitators come from a varlety of backgrounds: :

" with a common thread woven among them. This common thread is the

_ belief that all people regardless of their differences belong in all aspects - Somethmg that mSt«
. of local communities. Expectations of presenters include: the delivery isn’t part Of :

state-of-the-art 1nformat10n through a variety of interactive formats; the

"use of people. first language; and the ability to set an example of high
_ expectations and successful achievement of dreams for individuals with

disabilities and their families. Often, presenters are selected based on

recommendatlons from other people involved in leadership development
* for individuals with disabilities and their families.

Each of the six sessions begins with a formal welcome by a state.
pollcymaker who articulates- support. for the’ leadershlp process.’ As
illustrated by the sample agendas (Appendix E), the ‘curriculum of the .~

- Leadership Seriés is ambitious and broad. There are few topics of concern
to individuals with disabilities and their famllles that are not included in ..
the scope of the Series. The following section descrlbes the content of a

' typical Series. T

the rest of h;y life.”

ERIC
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* Session Con’tem

Session One: The Leadershlp Senes Begms "

ew Hampshrre Leadershrp part1c1pants travel many roads to- arrive
for the first day of the Series. As they walk-in the door, they are

— welcomed ‘with warm smrles and a buffet lunch from the Series s

V organizers. They are given a.name tag, a three' ring binder- ‘with initial
resource materials, and’ blank papér for.taking notes. After the state policy

-~ maker welcome address, Beth Dixon, a-parent and coordinator of the

Leadership Series, opens the day and asks the participants to introduce

- themselyes. The 1ntroduct10ns are short and concise, deallng with the

" most basic facts. Everyone wears a name tag and nervous smile. A sense

of anticipation fills the room. Each’ part1c1pant brings different

. expectations, different backgrounds and experiences, and different needs

to the Series. Yet all share an as yet unspoken desire to develop. the most
" positive futures for themselves and their children., :
Following the introductions, participants are asked to talk about the1r

vision for themselves, their children, and their families and their- recent . -

experlences Each of the six sessions begins with these part1c1pant updates

. As the Series progresses through the six sessions, the atmosphere-; o
qurckly changes from the nervousness of the first gatherrng to one of

camaraderie. Greetings are exchanged Everyone is on a first name basis.

The room s alive with conversatior. Getting the attention of the audiénce - -

is not easy. Eventually, participants settle in and the first item on the
agenda—famlly updates—begins. Unlike the brief introductions of the

. f1rst day; a stopwatch is needed to keep personal updates to the three - ..
- m1nute time limit. Some participants find that in just'a short perlod of -

time, ‘many changes have taken place in theit. lives. Some stories leave

the audience laughing. Others bring tears. The room is'charged with an-

electrifying energy as each story unfolds—a child’s accompllshments,

“stressful meetlng to advocate a move from a segregated to an inclusive

environment; connecting with other people in-a community..

Following personal updates, ‘each session includes a panel of - .-

Leadershrp Series graduates who share how leadership has made a
-difference in their own lives. For many participants this is the highlight
of the Leadership Series. Participants lean forward in ‘their chairs and
‘question the speakers closely as each one relates his or her story. The
following stories illustrate some of the tr1umphs and struggles. participants
hear from members of the panel.

Leigh, a miother of three young children, begins- w1th stories about
her son, Peter. Lelgh attended Leadershlp shortly -after Peter-was born

and developed a strong commitment never to allow Peter to be segregated
from his peers or soc1ety From the beglnnlng, Peter part1c1pated in family

" “The enthusiasm and energy -

of the presenters was infectious.

The bafiétji of abﬁrbac'hes :

' affect change were valuable tools

to commumcatzon and stmtegzes tO .

Ieave Leadersth with a bzg bag of

tricks t0 zmprove_the qualzty-of lzfe '

. for me and m).{family. ”

A Manual to Replicate the Neu)_Hampshire Leadership Series '
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- SessionOne:” ~ 1 o \
- Developing a Dream. ' ‘

and communlty events. He entered day care at. age two and began ina.

regular preschool at age three. The message Leigh g1ves the part1C1pants

is crystal clear—inclusion. right from the start! . :

_ Kathy and Tom share amusing stories of their large blended famlly‘
“and discuss how their daughter, Heather, had been educated in a segregated

setting. Kathy and Tom move the participants with the story of how they

succeeded in getting Heather enrolled in her neighborhood school. They " °

- read the letter they wrote to the super1ntendent principal, and school

“part of the same school system as her brothers and sisters. This powerful.

. testlmony and the support from family and educators allowed Heather
to be welcomed as a full-time student i in her local school

Joseph never fails to 1nsp1re the participants of the Leadership Series.

N 'Whlle other stories bring laughter, cheers, and hope, Joseph’s story is .

- one of segregation and.disillusionment as-he-describes his son, Joe, who -

,kmdergarten ). Joseph’s story clearly. 1llustrates the need to remember"
the history of people with disabilities, and helps. llsteners vow to never. :
. "let the outdated ideas of the past retarn. -+, - '

: -Developmg the Dream

The' remaining portion of the first session consists of workshops conducted
by parents and self advocates Nationally known speakers Tom Powell or
Jeff Strully, both parents of children with disabilities, and Patrick Worth
.or Norman Kunc, self-advocates, lead participants through exercises to
set the vision for their children and themselves Discussion centers around
people belng involved with friends and famlly in ordlnary places domg '

.. board members that described the reasons why Heather deserved to be a .

- .spent his school years in 1nst1tutlons and segregated classés (“18 yearsof -

everyday things. What are your dreams for . your child? What are your | '

dreams for yourself? What : are your dreams for the future? :
-Jeff Strully begins his presentatlon with the story’ of two teenagers

‘The first teenager is a young woman with many gifts and talents, whose

~ - lifeis filled with j joy and friendship, and whose future is filled with hope

‘and excitement. A very different story emerges-as he speaks of the second

teenager He ralks about the ‘many labels and' ‘disabilities this woman has.
He mentions all she cannot and will never do: He paints a picture of a
'_young woman W1th a dreary future. When' the story ends, an audible

gasp escapes fromi the audience. ]eff in fact is describing the same person.
"There is only ‘one young wéman, his daughter Shawntell Who she is

depends upon how he—and others—see hér. Jeff’s message is clear. If _
" part1c1pants view themselves or their chlldren in light of their limitations,

“o - 7 FROM VISION TO REALITY
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B o “Session _Onei’ :
S L Developing the Dream .~

- the rest of the world will view thern the same. Participants must see their'_‘ _
gifts or their children’s gifts and make certain ‘others do too. Participants R P
‘keep this story in mind throughout the Series as they descrlbe themselves ' ’ h
or'their children as people with ‘abilities and gifts to share. ’

" Patrick Worth’s personal story of segregation and abandonment
' teaches part1c1pants that- belongmg is important to each person and that .

: the differences’ among us must be celebrated as integral components of a
‘compléte community. Patrick shares from h1s_ first hand experience that =~ L
the most serious disability‘is loneliness and’ ostracism from a society -
which values perfection. Patrick explains the strategies he-has found L : O
effectrve for gaining power and control over his lrfe to ach1eve his dream .. ' P

" of belonging. _ o . : : S “Hea"ring other people’s
“The Amerrcan Dream is a name we give to the ideal all of uswant )
to achieve. Tom Powell reminds part1c1pants that -this’ dream—a good s experzences wasa’

]ob a' happy and healthy -family, a nice place to live—is part of our : .
" American culture. Why is it denied to "Tom’s son, Nick, and to so many' ‘ ShOt in the arm toward
other Americans simply because they have a d1sablllty> To drive home - o
“his point, Tom tells the story of his son’s “career” in a sheltered workshop realzzmg what was zmportant
. and of the’ struggle to find Nick a “decent job and. place to live. With' :
anecdotes and humor, he puts into words the thoughts and feelings many to.me and what I should e
' partlcrpants sharé: The'idea that each person deserves the rlght to achieve - ' ) C . :
" the’ “American Dream.” He gives participants strategies to ach1eve this fOCMS on.”
dream for themselves and their families. One by one, participants come
forward w1th their visions and together the group d1scusses how these
" .. visions can become a reality. - - _
Combining his personal experience with profess1onal expertlse,'
Norman Kunc expresses his views on disability, belonging, and diversity
 ina powerful and dynamic way. He challenges participants to think about
- -the powerful messages that. are received by children and adults with
d1sab111t1es What.message does segregation give to people about their ‘ o
,' worth in society? Does therapy and remedial education teach péople to E ;
< value their gifts and abilities? Isn’t it natural that people who are taught '
. to dislike their differences wind up disliking themselves’ These difficult
"questions spark earnest discussion among participants. Norman’s
paraphrase of the old axiom, “actions speak louder than words,” assists: . '
the participants in forming a’ commitment to take -concrete. actlon to’
reach the goals they have set. -
. * At the end of each day, partlclpants enjoy a casual dinner. The sett1ng
is informal and participants lmger over coffee and exchange stories, Most
© participants- stay overnight at the conference site—some staying away
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Sessions Two
through Four

3

from their chrldren or famlly for the frrst time, Gettlng away from the
everyday hassles and commitments of family life gives participants time

. to take'a breath and mull over what they are hearing: and how it relates to -

their own lives. Occas1onally an evening session with the- présenters 1s :

~ held and work continues far into the n1ght Fieldwork assignments are |
~ given out at the énd of the’ second day of each’session (Append1x F). For
 the first assignment, participants are ‘asked to develop'a vision for their
_child, their famlly, or themselves and to bring in photographs of their .
families. Each assignment following the first session bu1lds on that vision

: and the’ steps necessary for achrevement

’ Sessmns Two- Four

With the second and all succeed1ng sessions, formalrtles among
participants-disappear. The room is no longer a r6om of strangers; but a
gather1ng of colleagues drawn together by a common sense of purpose. A
photo display board is created from the famlly photos brought by the

. participants.- The. collage of sm111ng faces reflects a growing sense of
camaraderie amongst participants. Throughout the weeks.and months -

-ahead, phone calls are-exchanged, information is read and reread letters -

. are written, and changes are beginning. = ’

".The ma]or focus of the second through fourth sessmns of the Series.
is glvmg part1c1pants up-to-date information on practlces and ideas that

. impact- the lives of individuals with d1sab111t1es Presenters from across’

the state and country address- Series _participants and provide the most -
current available 1nformatron on best practices. and the how-to’s, for

"making participants’ dreams a reality. Topics include education,
" friendships, recreation, assistive technology and'‘communication, positive
" behavior: approaches, employment housmg, and family support. Some -

presenters are the staff of the Institute on Disability/UAP. The Institute i is’

‘fortunate to have several staff mémbers who are actively working on -

training, demonstration, and other prolects in these areas. Other speakers

“are brought in based on their expertise in a patticular area. The thiee-
" ring binders begln to frll w1th resource mater1als and handouts oneach

subject area. : -
Freldwork assrgnments (Append1x F) ‘continue to be a focus for
participants between sessions. Participants use, these assignments as an

~.opportunity to work to achieve.their vision and develop supportlve

connections throughout the state and-in local communities.’

20
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Session Flve

An 1mp0rtant aspect of leadershlp is understandlng how laws and pohcnes

Bergman of the United Cerebral Palsy Association brings his experience

" are formulated and influenced. This process is a major focus of the fifth.
- session titled, Changing Laws to Create a Positive Future for All. Allan_

with the: leglslatlve process and communicating-with policy makers.to the *
New Hampshire Leadership Series. He explains how a bill is 1ntroduced»

testifying- before a leglslatlve committee, developing.a telephone tree,
'estabhshlng letter writing campaigns, and influencing legislators.

* and the path it travels to become a law. Participants receive information on -

~ During day two.of this session, New Hampshire state legislators are -
invited to a round table discussion sponsored by. the Leadership Series at -

the New Hampshire State House. Small groups of fourto five part1c1pants
make presentations on topics of interest to them, such as-inclusion in

schools, health care reform, or fair housing. Leglslators circulate among’
the groups giving feedback on presentation style and content. Participants -

learn by seeing issues from the legislator’s point of view and receiving

~answers to their questions, such as “What do legislators need to hear
from constituents?” “What are thé next steps?” “How do constituents.

best educate their legislators?” More importantly, legislators receive

* information and opinions from'their constituents on a variety of “hot”

topics. What are the greatest areas .of need for people with disabilities?

change be removed? What statewide supports can be provided to create
positive futures for all New Hampshire citizens? .

Session Six”

As the final topic of the Serles, thh a Vston and Vo:ce several national
speakers present on community organlzlng strategies and negotiation skills.
Greg Galluzzo from the Gamaliel Foundation of Illinois, and Rich Male
and Dan Lopp from the Communlty Resource Center of Colorado, or
members of the national organization ADAPT share their expertise. Through
small group exercises and role playing, ‘participants gain skills in conflict

ends onan exhilarating note with participants prepared to go back to their
communities with new insights, a final fieldwork assngnment and a sense

of what can be accomplished with a vision and a voice.

- What are the pr10r1t1es> How can the. stumbhng blocks towards positive

" resolution, practice negotiation tactics, and handling adver51ty The session .

Participants depart from the Serles exhausted, overwhelmed, ‘and | -

exhilarated. Strengthened by the storles and ideas they have heard and the

e

Session Five

“I now have more confidence

-

in my advocacy for my son.

" I learned that we have a voice.”

We can support each other

- and promote change.”

‘
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‘

"'__Ses_sipn_ Six

- support. the)'r feel ffom the group, each participant leaves the Series with-
a shared commitment to- llve his or her dream. Addresses and phore .
gnumbers are exchanged and promlses to stay in touch are-made. A reunion

- is'planned for all part1c1pants Participants return to their famlly, fnends,

" and community. — ‘

. v - . B ¢
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| ;--‘[Fund | n‘g{_{the Meaderrsh np Series

~ ecause the Institute on Disability/UAP is committed to furthéring its

efforts toward leadership development, funding the New Hampshire  :

= Leadership Series continues to be a challenge. In some states

T leadershrp training programs are funded solely-by the state Developmental
" Disabilities Council. In New Hampshire, securing financial support
.beyond the contribution from the Developmental Disabilities Council is-

- necessary. We have found requestmg smaller amounts from a variety of

- resources to sponsor 1nd1v1duals or components of the Series to be a -

successful approach to raising funds For example, an organization may
agree to- purchase the T-shirts or “sponsor” one participant from their

is kept small, more people.can become mvested in the process. The

b investment of sponsoring individuals is returned in the form of new leaders .
in local communities who can assist organizations in a variety of ways.
Information about the budget and fund raising strategres for the Leadershlp
Serles are contamed in Appendlx G..

53

local region. Where the financial commitment of sponsoring organizations

10 one else will!

: “If we; as parents

can’t see capaczty,

-t

giﬁs, strengths, tdle_nts, '

and abilities

,”

Q A Manual o Replicate the New Ha?npshire Leadership Series
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| ’H"he Fvolution of the New
Hampsh ire H_eadersh p Serr

he Leadei‘ship Series is constantly evolving to meet new challenges.

,- * The curriculum is contlnually updated to'meét the changmg needs’

= of 1nd1v1duals with disabilities and ‘their family members. As more

1nformat10n is added, the agenda has expanded and the number of sessions -

- has increased. Recent additions to the list of topic areas include the hlstory

of self advocacy and the parent -movement, skills to facilitate a meeting,

issues of independent living, and the impact of. a551st1ve technology Some

of these additions reflect an increasing emphasns on adults with dlsabllmes
' participating in the Series, whereas the earlier Séries participants were, -

“primarily parents..People with disabilities as well as theit family members

" now. are strongly encouraged to’ submit appllcatlons for the Series. In |
‘addition, persons with disabilities are featured speakers during every session.

As each Series ends and a new group of leaders.emerge, increasing

attention has been focused on the need to maintain a broad, statewide -
connection to the 200+ Leadership Series graduates. Aside from informal -
reunions that participants organize annually, the Institute on Disability .
has begun offering an Advanced Leadership Series to graduates Advanced ..

. Leadershlp Series events provide graduates an- opportunity to reumte and

use their leadership skills to focus on issue specific-changes in New

Hampshlre For example, 50 Leadership graduates are currently undergoing

- training and strategizing on the future of family support in a managed

care environment. The advanced Leadershnp Series requires a three-day

commltment over the course of six months. As usual, all travel, child care, -

' meals, and material expenses are covered for participants. As Leadershlp

’ partncnpants graduate, and new issues emerge, individuals with disabilities -
“and their families can count on the statewide structure of the New

" Hampshire Leadership Series to change their visions to reality!

“We need io dream dbout

‘. _unlzmzted posszbzlztzes

.

" If you can. reach it

and touch it qmckly, it’s .

. not bzg enough’

Q AManual to Replicate the New Hampshire Leadership Series
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Leaders Tell Their Stories L

t is the stories of those whose lives have’ dramat1cally changed as a
result.of their participation that provide the inspiration to continue
= and improve upon the Leadersh1p Series. Such stories are the heart
“and soul of the Leadership Series and inspire and motivate new participants .-
each year so that new stories of leadership continue to unfold.
" The stories that follow are based 'upon interviews. conducted over
time with Leadership graduates. The stories illustrate the impact of vision” -
~and education first on families and individuals with disabilities—on how
_parents see their children, how individuals see themselves, and how -
different dCClSlOIlS result from different beliefs. Secondly, they 1llustrate
the impact the graduates of the-Leadership Series have on the systems,

policies, and practices of the state—on how students with disabilities are ‘ “By includlngeveryone .
educated, how adults with disabilities ‘are living and working in . . ~ e .
¢ommunities, and how families are supported - without regard t.O, abilityt

It is the hope that these stories, the information presented in th1s
manual, and the forms in the appendices will be a source of inspiration or disabilify, students cdnv
: and mot1vat10n to create positive change through leadership. development - o R
_ ' oo : o learn through experience that
DARE TO DREAM' _ . —_— o ' _ :
With Toni Sweedler L SR . belongingis aright, nota
Toni Sweedler is the f1rst to adm1t that'she had no expectatlons of what ' -
she. would learn, from the ‘Leadership Series. “At that point in my life, 1
‘was drained of all energy—phys1cally and emotionally. The system had
me baffled, bitter and empty. My self-esteem was in the basement and I
had lost.all’ s1ght of what I wanted for my son. When I got accepted to
Leadership I thought ‘that maybe I would learn some small thing that o
would help me feel more in control,” she said. T R
" . Toni says that what happened to hér at Lea'dership was “just short of ' ' V
nmiraculous.” She discovered “new-found dreams, ideas, and challenges
explaining, “I no longer viewed my son as'a burden or sonieone to . .
apologize for. I learned that it was okay to love him forall of the wonderful *
things he has to offer—wonderful things I had lost s1ght of because I had,
been so busy trying to fix all of the broken parts.” - _
Toni’s oldest child, Caleb, is now 15. Toni says that she is now in the
“eriviable” position of being the mother of three adolescents: “With two
sisters in the house, life can be quite overwhelming if you’re a boy and 1
you want to get into the bathroom;” Toni laughs. “But Caleb approaches'A '
it like any boy his age—he yells and bangs on the door! His sisters treat -
him very much like they would treat anyone—they yell back get mad,
and slam doors!” , :

" privilege that must be earned.” . |

-
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Dare'to Dream - -~ | T S

Ton1 wasn’t always ) calm and: accept1ng in deallng with her famlly

. “For a long time, T had the feellng that things were just not right. T had so "

':’ many questrons about so- many hard issues like inclusion, soc1allzat10n,

" emerging adolescence, and the future recounts Toni. “Befote I attended -

the Leadership Series, I didn’t know wh1ch way to go. T was at the ‘point of

U reassessing my life—I was ask1ng ‘myself some tough qUCStIOI’IS about my
‘, . son, my attitudes regardlng my 'son, and other people s attitudes toward o
S Caleb I had a lot of questions, but I j just couldn’t seem to find.the.answers.”

emphat1cally, that it changed her life. Shé began with burn1ng questrons,~_
and left with a clearer understand1ng of how to find answers. She reflects,
~“I think the biggest thing Ilearned was- that I did know what L wanted for -

‘And once 1 reallzed that I knew what was best, T became confldent that 1
" could make thlngs happen.” Fo_r_too long Tonl‘had assumed that
“professionals knew’ best” and.she had.to go along with whatever they
recommended.; After the Leadership Series, Toni says, “I became more- -

" to.my surprise, as I.spoke, the school district’ began to listen!”
Today, Caleb.is a full time member of his neighborhood school. He
~ has lots of friends, has played on the football and basketball teams, and
-has challenged and changed everyone’s ideas and expectations of him.
" “He- is definitely a typical teenage boy,” Toni says. “The only thrngs he -
talks about are wanting to date and wanting to dr1ve He also’ spendsa -
" "lot of time in front of the: m1rror fussing and primping to look his best, -

1»

‘moment in our house!” Toni laughs. ‘
Now that. thrngs are going well for Caleb, Tonr has’ turned her

- Toni attended the Leadership Series in 1990 and’she states, _Quite:

o Caleb—it was exactly the same thing that T wantéd for all of my- children.

. sureof myself 1 stopped apologizing: and began t6 speak my mind. And.‘ L

and that drives his sisters crazy. As you can 1mag1ne there is never a dull

attention to her community and the ‘state. “Leadersh1p gave me a unique_ .

perspective of the larger picture,” says Toni, “I have found that getting -
. Caleb included has paved the way for. other chrldren in our district:to

. . -~ aging her to'include Caleb i in activities that she hadn’t even thought about,
e Toni is extremely community-minded and has incorporated her

. - philosophy of. inclusion into all facets of her community involvement.

- She served three years on the local school board and was able to influence

i .+ the board to make major policy and educatlonal changes. “It’s now a

- .. given'that kids go into regular educatron classes. Téachers and staff are
: . beginning to see that there’ really. isn’t that much difference between

4y . CF 0 FROM VISION TO REALITY.
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" -return to_their neighborhood schools.” Toni states that the bu11d1ng o
pr1nc1pal has embraced the phllosophy of inclusion, and is always encour- - -



- W|th Janet Wllhamson

. education for kids with and w1thout disabilities,” says Toni. As a  director

of the Plymouth State Fair, Toni saw to it that all Fair buildings were
accessible and that there were handlcapped parking. and bathroom

" It's a Whole New World . -

" facilities.” She writés a column in the weekly newspaper and is committed = -

" to making sure that issues regarding people with developmental d1sab111t1es o

are always respectfully reported.
. Her involvement ‘does not stop-at the communlty level Toni

- part1c1pated in New Hampshire’s Medicare waiver study by interviewing
a number of people in the state. She purchased a computer and has become
“an avid letter writer—éxpressing her strong opinions to state leglslators‘ ,

‘and policy makers. Toni is making her voice heard around the state. -
Toni continues, to make her’mark in her community and the state,
but she is proudest of her ability.to “make things happen” for her son.
Toni says, “Leadership taught me that it’s'okay. for parents to-advocate
_for their children.” Throughout Leadershlp, Toni listened and spoke to
" many- ‘parents. who had achieved positive outcomes for their families.
Many of these parents “spoke of the balance of knowing when to. push

B "‘B;et‘wee’n the knotyledge |

 “andthe friendship,

it’s a great experience.”

“and when to pull back—but never backing down on:what you know is -

. right,” Toni remembers. “After Leadership, I went home and timidly tried

out my -new.skills on my special education director. I told her. what I |

wanted and to my surprise she said ‘yes. > Leadership taught me that T'm
important, "and I count—and my kid is okay too!” :

" “The Leadership Series,” Toni says, “was-one of the most excmng-
and important things that has happened for me. I think Leadershlp should

" be renamed ‘Dare to Dream’ because that is what 1t made me do—I had
forgotten how o -

: IT’S A WHOLE NEW. WORLD

Janet Williamson has three sons. Her eldest, Jef_f is 22 and i is one of the
first students with severe disabilities to graduate-frém_high school in
New Hampshire. Jeff’graduated from West High-School'in Manchester
© in-1992 and" now works.at a health care center. Jeff en]oys his new job,
" takes aerobics classes at the YMCA, and successfully manages the people
- who prov1de assistance to him at home ‘and 6n the job. Janet W"llhamson
is a strong, determined, and loving mother who takes none of Jeff’s

accomplishments for granted She now plays an active part in seeing that -

~ her son—and the daughters and sons of all parents—get what they need
and what they deserve : :

**A Manual to Replicate the New Hampshire Leadership Series
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I_- |
Lo SRS ) » o Beglnnrng in 1989 the erllamsons went through three years of .
h ' - due process- hearings (involving three appeals by the school district) to .
_ get Jeff included in his ne1ghborhood school. This’ process,. which was -
lengthy, painful, and frustrating, was unfortunately necessary in order
for Jeff to achieve his rightful place in society. “I riever wanted a frght ”:
says Janet, “but once I knew what I 'wanted for Jeff, I'wasn’t going to
stop trying until I'got it.” Deciding what she wanted for Jeff was a direct
-result of her participation in the very first Leadership Series i in 1988..
NN . " :.“Before Leadership, I knew Jeff needed and deserved more, but I just
ST E _wasn’t sure what was best. I went to the Leadership Series’ hoping it
\would give me some ideas on what Jeff’s education should be like,.T .
thought maybe.I'd get a few suggestlons and maybe be able to- make a
_ few changes. What Janet soon discovered was that her- participation in
the Leadership Series would change her life. . . :
Janet, who now ‘works for the Institute on Dlsabrllty $ Technology
Partnership Project, is an. extremely strong advocate of parental
. involvement in educatron As a result of Leadership, Janet says “I have
learned that when children afe young, parents must be in charge of the
way services are provided for their chrldren—the professionals should
- not be calling theshots. Of course as your son.or daughter 'gréws older,
“he or she then needs to be in control.” Janet tells parents to “have -a
+ vision for your child:and to work with'the school system to achieve that
vision.” Now ‘that her son is an adult, she notes. that “Jeff and'I work
together to get a clear picture of what he wants and how he’ll get there.”
]anet says that Jeff’s life has changed as a result. of her participation
in Leadership. ]eff has grown and blossomed in the last few years. He -
.used to be'an angry and self-abusive teenager and now people déscribe
him as loving, sociable, and friendly. ]eff talks more, looks taller is hard-
workrng, and eagerto learn. He has a great deal of pride in hrrnself and .
~in what he does. "And he now communicates through facilitated
. communrcatlon and is able to tell us. exactly what he wants from lrfe,”
]anet says with excitement. g .
_ . Janet doesn’t dwell on ‘the drffrculty she-had in comrng -to an E
Lo _ agreément with the'school about Jeff’s education. She is quick to point |
~ out that because. of Jeff, “our school district is no longer totally segregated.
_Slowly, they are including more and more children in their neighborhood .
*-schools.” Janet'is proud of her family’s efforts.to have. Jeff attend high.
school and hopes that they have made it easier for other parents to achieve
‘full inclusion for their children.’ '
Advocating for change does not stop w1th ]eff ]anet has ‘taken part
" in a number of panel presentatlons—addressrng professronals and parents
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v The' Sky is.the _Lirnit

about her experiences, and how she supports Jeff to reach hrs goals..’
Although still nervous about speaking in front of 'a group, Janet knows "
that her family’s story can inspire others to create positive change for all
people with disabilities. “During Leadership I learned from other parents
how important inclusion is for all people,"_’.she'says. Now, Ian_et feelsitis
‘ her turn to teach others. c .
Janet believes that parent education is essential to help parents aehleve
" positive outcomes for their children. “Leadership has been critical to
Jeff’s success, and I believe this training should be available to all families;”
Janet says emphatreally Carefully choosrng her words, she adds, “every
professional in our life has some type of degree and access to ongoing -
. training, yet parents, who live with the outcomes of every dec1s1on often g The lnfOTmathﬂ Iedmed
* remain in the dark.” Jariet says, thanks to the New Hampshlre Leadership '
Series, she now understands the system. “I believe that the more parents " the frtendsths made and the
know, the less time and money is wasted on decisions made by people
* who do not know the family or the child.” = o . feeli ng ofpower 15 amazmg’”
. Janet -describes Leadershrp s impact as profound’ “It- gave me -
confidence and strength} in my beliefs, “ she says smiling, “and I've begun
dreaming again. The effect of Leadership is ‘very difficult to put into
“words, but all of the graduates I know have made dramatlc changes in
> their children’s lives and in the way professionals treat parents. It’s a
whole newworld for the young children i in New Hampshlre, and a lot of
it has to do w1th the Leadershlp Serles -

" THE SKYIS THE LIMIT .
With Mariyn Curtin

" If ever there was an éxample of a popular teenager, it is Jocelyn Curtin. -
. She has many friends and is involved in countless school and after-school
- activities. Included in regular education for the past five.years (“and
. every, year gets better,” says her mother, Marlyn), Jocelyn is now in ninth
- - grade. Marlyn credits the New Hampshrre Leadershlp Series with
" “allowing.me to dare to dream and plan for my daughter s future Now
1 know the: possrbrlrtres for Jocelyn just don’t stop!” :
. Marlyn reels off a list of Jocelyn’s interests and activities: “‘She s°
joined the Girl Scouts, has gone to the Boys and Gitls Club, spent a week _ -
at an environmental camp with her class, spends the summer doing fun .
" things with hér friends, takes'riding lessons, goes on the City Park and
Recreation trips.” At this point, Marlyn interrupts herself to make sure
- it’s understood that Jocelyn goes on these trips with her friends, not with
- a paid assistant. Then, she proudly continues the list: “This year, at the -
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. request of a fr1end she ]omed CCD class at. the local church and was’
N - able to make her Frrst Communion. Early next year “she’s going to bea.
R junior bridesmaid in a wedd1ng—the bride is her friend f1rst -a family
) frlend second.” . ' P

" Leadership Series in 1988. “The series and its participants energlzed me.’
- Immediately after the first session, I contacted-the school to begin the -
process of fully including Jocelyn;” said Marlyn. Up to that point, Jocelyn

" and Marlyn believed that was all Jocelyn could do. As Marlyn reflects on .-
-that time she grows more pensive and says, “Before Leadershlp, I'had

) ’. ~ who told. me that Jocelyn would never succeed in the real world.” Marlyn
- continues, “At that time, my b1ggest hope for Jocelyn was that someday :

" - she might be able to.live in a. group-home! That was as h1gh as | dared to’
dream. Now, I.know’ that the sky i is the limit! Jocelyn can do and be
-~ anything'she wants. Recently, her friends were talking’ about where they .
* . would live i in the future and they thought that Jocelyn would want to llVC .

“in-her own’ apartment with her friends. I agree"’ '

- Marlyn’s life s just as busy-as Jocelyn s, and she says that Leadershlp

" .was the ¢ ‘giant stepping stone” to her involvement in ‘local. and state

, ‘-\pOllthS Marlyn keeps up to date on all school and legislative i issues and
. has testified at numerous public hear1ngs on jssues.of family support and .
. education, She has served on the local Family Support Council and is
) ~ currently workrng with.the New Hampshire Parent-to-Parent- Network, - -
L . offering supports and information to: parents in the Concord area. In"
N ~ order’to keep the flow of current information going, Marlyn started a =
R _ statewide-Rett Syndrome support network. She is passionate about -

' - inclusive summer experiences for chlldren and works with the local school
district and area agency -to ensure that everyone can have these
‘ opportun1t1es Marlyn has become one of the strongest forces in the state _

.on the issue of fr1endsh1ps for peoplé with and without d1sab111t1es and is

frequently’ asked to speak on this- topic. Marlyn is certa1nly no stranger

0 effort,” she says, “but I look at problems as challenges instead of obstacles.”
: In recount1ng the high' expectations shie now-has for Jocelyn, ‘Marlyn
) . .. remembers a conferencé many, years$ ago. “I'can remember listéning to
N ~ parents describe how their kids with d1sab111t1es attended regular classes.
' ' " Ithought, this is great for other kids, but it would never work for Jocelyn .
I thought that Jocelyn was.. much too dlsabled’ to have the klnd of life ,
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" All of this’ began after Marlyn attended the New Hampshlre‘ =

.- had attended a self-contained classroom for chlldren with d1sab111t1es" L

incredibly low expectations for Jocelyn I'believed all of the professionals ~. -

to struggle,. but views lifé in a very posrtlve fashion.. Euerythmg takes - -
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these parents were talking about.” The Leadership Series “showed me a

_picture of a positive future for my daughter, and gave me permission to.

.dream.” Most importantly, Marlyn says, “it gave me the self—confrdence,
resources, and support to make my dreams come true. -

THE TAPESTRY OF LIFE
_With Sandy Whipple

Sandy Whipple is the mother of two talented daughters Erin who is_

12, and Amanda, who is 6. Some 20 years ago, as a collegé student,
" Sandy worked at a state 1nst1tut1on and says she “witnessed, first-hand,
"man’s 1nhuman1ty toward. man. She says she knows deep in her heart

: that “we must never allow even.one human belng to return from where -

we have come.’

- Sandy attended Leadershlp in 1990 It was part of her’ quest for the .

best. possible life for her daughter. “Thanks to what I learned from the -

speakers and participants at Leadershlp, Erin is now a full time- member
. of her nerghborhood school and is well established in the academlc and.

- social realms of her life.” Sandy said she views the experiences and contacts ‘

- she made at the Leadership Series as “a kind of bank account or insurance

policy to be tapped when and if necessary,” says Sandy. “On more than

one occasion, the contacts I'made at Leadership provided me with the
: '1nformatron and support necessary to get through the day'a little easier.”

When asked tospeak of the impact Leadershlp had on her life, and - l

".on Erin’s, Sandy speaks of Erin’s remarkable achievements. These are

poss1ble, shé says, “because Family Leadership gave me the knowledge\_ -

and the skills to do what I always knew was right.” Here i is, in her own
words,  what -Sandy Whipple says. about her daughter and the New
o Hampshrre Leadership Series:

‘ "Erin recently’ played hostess to seven frlends at her b1rthday party.
She 'takes saxophone lessons, has part1c1pated in three school plays, and

loves animals. Her-dream'is to become a veterinarian’s assistant and live .

ona huge farm. She w1ll be going to her first boy/girl dance this fall She
is very confident and self-assured and has a very. soph1st1cated sense of
" humor. She also happens to have a label of mental retardatlon with
- Attention Deficit Disordet, speech and language impairment, fine and
gross motor delays, and vrsual/perceptual problems : :
““Erin spent four years in a segregated out-of-district placement I

_ knew in my heart that this wasn’t-right-and that she needed to be with,

lots of different kids. When she was younget- she had been i in a typical

play group and she loved it. So, T slowly began to’ get myself educated. I -

i The Iapestry of _Life:. o

“The ‘Home of your Own*"

séssion really changed my vmz_'nd -

sel"for my da;lghtgﬁ I 'realized_
that she could have a home if

she deszres and that she

group home experzence

" doesnthave to be partofthe :
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. The Tapestry of Lif'e,_"

.attended Family Leadersh1p and heard about thxs ‘novel’ 1dea of kids
with disabilities going to school in.regular classrooms with their. peers.

Immediately, I knew I could make this happen for Erin: After gathernng' S

.~ as much information as I could to support myself 1 approached the "
. principal of our neighborhood school requesting that Erin be enrolled in
“this.school. Much to' my surprise, the pr1nc1pal agreed wholeheartedly
"The rest, so they say, is history. el
" “Erin.is a ploneer of sorts, as she is the flrst student w1th severe.
disabilities who has. been ‘retirned” to our. ne1ghborhood school. Her
_success has paved the way for others to return.to regular classrooms with
* their peers., I—Ier courage, strength determnnatnon and sp1r1t are
1nsp1ratronal to.many. s : -
- “There is so “much to say about Erin. She is lnv1ng proof that once( T
~ 'the imposed barriers; limitations, and lowered expectations are removed,
- the human spirit knows no bounds. I have no doubt that she will
* accomplish miich in her life. Perhaps her greatest gift has already been -
- realized—she has helped many to see more clearly the intricately- woven"
- tapestry of life.” - : : :

Just as. Errn isa proneer SO toO is Sandy Sandy is an outspoken and’
busy advocate for inclusion. Last year, she spoke at the New Hampshire |
Family Support Conference Feeling that “words don’t always do justice

' to Some situations,’ Sandy made a video. to tell the story about inclusion

- . at'Erin’s school. The vndeo was very well rece1ved and she has since
' shown it to her school board, other school districts, and the board ofa.

- local prnvate preschool Most. 1mportantly, Sandy’s video is shown to all
_ _ parents and children éntering théir neighborhood school. ,
e o Sandy is the newly elected co- president of the PTA. High on the llst'

of the group’s priorities this year is updating the school’s’ playground— -
“and Sandy will make sure that i it will' be: “safe; fun and accessible.” Sandy ©

-+ admits that though she exposes Erin to many differerit things; she is like
'most other parents when: it ‘comes to lett1ng go. “In my zeal to protect
Erin, I tend to forget that there is dignity in failure,” she says. She takes
special pride i in knowrng that both her daughters are .compassionate and
caring people, and hopes that they will grow to appreciate the differences
“in everyone. Sandy. says, “I know that Leadership made a difference in .
my life, and every time I look at Erin I can see the difference it made in .

’ her llfe »
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| HAD NO IDEA WHAT | WAS IN FOR
W|th Alice Porembskl -

' 'As .the mother of seven chrldren Alice Porembsk1 is seldom surprrsed
“But, I had'no idea what I'was in for,” she says of her experience in the
New Hampshire Leadership Series in 1990. “Corey was only two years ]
old and I was interested and eager to take some action that would help ' R ‘ -
_me move forward with my grlef I was also. anxious for the opportunity
to meet other parents and to see first hand what attitudes and conventional
wisdom were around the state.” What Alice expected from the Leadershrp- .
Series was 1nterest1ng speeches and a pleasant environment, What she, - ‘ .
got, she says; “was so much more.” . S “ e g
' Corey, now §, is- Alice’s seventh’child; the chrldren range in age . ' More_ people should be

‘ from § to 22. Although Alice admits she grleved when Corey was
diagnosed with Down Syndrome, she notes- that her other six children.
always. saw “the sameness” of Corey even when she and her husband,
Chuck, saw him as different. Our children have always shown us so

“clearly who Corey is,” she says, smlllng “After Corey s birth, hisbrothers
and sisters were quick to point out-his needs. To our surprise, they were .
the needs of any child—to be held, changed, nurtured, and loved. How
often I'heard, ‘He’s just a baby, Mom. Do what you did for all of us.”.

~ Because our children saw Corey as ‘normal’ first, and needing.a little
extra help-second, my husband:and I began to see things this way also.” -

. The ability of her other children to be “natural facilitators™ helped Alice .
" to see Corey in a different light. Attending the Leadershlp Serres helped
her to see the world.in a whole new light.

L “Empowerment” is'a word'Alice uses often. As a result: ofLeadershlp,
Alice says she feels “connected, empowered, and more knowledgeable -
about- politics, social roles, power, and parenting. I have testified at
leglslatlve hearings, and have organized informal meetings to educate -
state legislators on disability related issues. I now work as a Parent- to- -
Parent Coordinatot, which gives me' the ‘opportunity to support other

" parents in the stite by sharing my ‘knowledge, .experiences, and belnefS' '
with them.” Alice talks to civic groups and helps parents form support .
_groups around specific issues. She worked closely to help a candldate,'
‘who understood and supported inclusive education, get elected to the-,

_ school board. Alice also points out that she has “educated my extended
*_ family—more than they ever wanted to be—on disability and prejudice.”

educated about the accessibility
of our legislators and that
affecting chahge at the state

level is not out of our hands.”

The Leadership Series, Alice explains, “was the most challenging,
exhausting, exhilarating, thought-provoking, attitude changing,

LR
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: confldence building,’ peer bond1ng, surpr1se laden exper1ence I have ever
 had. ” She learned that “there. are no pat answers; and creativity and.
: ’common sense” together solve ‘more dilemmas than legal expértise or

graduate level degrees ever will!'” Through Leadersh1p, Alice said she
“found the dlfference between’ power and domination,” and-in llStCl’lll’lg .

‘to other parents, “I experienced courage shared anger, and rejoiced in- . -
-~ 'the tr1umph of the human spirit.’ > Alice identifies a common bond with

others she met at Leadership—*“a bond that reaches far beyond dlsablllty

" and; attitudes, into the place where human dignity and value for life reside.” .
‘ Alice’s participation in.the Leadersh1p Séries led to s1gn1f1cant changes_ '

" inthe attitudes and practlces of the entire Porembski family. She is proud : K
. that all of her childrén have become advocates for community inclusion-

and. human justice. Her oldest daughter Ann, age 22, prov1des respite -

- for college- -age persons ‘with’ d1sab111t1es .and 'has developed her college.' :
", curriculum to. better understand the soclologlcal impact of a disability: .
Oldest son, Chris, age 17, recognlzed the inaccessibility of the function -

hall 4t his Boy Scout Camp, and built a ramp to the building. Mark, age

) 415 is'an “after ‘school- companlon to a 14- year-old boy with Down ~
o lsyndrome And Corey spends.his days at preschool, playing w1th friends,

" -and comes home to his large and lov1ng family. ‘Corey shares in ‘the
" household chores, help1ng with the laundry and bringing in the mail.
While Alice expected to enjoy her six days at Leadership; she never‘

X expected that those days would change her life forever 4

) FROM DISILLUSIONMENT TO DETERMINATION

With Joseph Bauer

'.Hearlng Joseph Bauer tell h1s story is’ at once overwhelmlng and inspiring, '
- Joseph and his wife, Gloryann, exhausted the.services in-two states before. .

moving, to New Hampshire and finding what they wanted for their son; Joe.
C The Bauers raised their three chlldren—lebeth Mary, and Joe Jre,

"~ in upstate New York. “We had become d1s1llus10ned with the resources
that were avallable for Joe in New York. Joe s'early experiences preceded -,
" - the federal’ ‘right to education’ laws and- Joe spent his educational career:

in segregated classes in church basements and other hidden-away places. -

‘Whien Joe was 18, we said ‘enough of crayons and color1ng books and at ~
~age 18, weé pulled him out of school. For all intents and purposes Joe .
.went from what-amounted: to kindergarten toa sheltered workshop.”.

Joseph says, “We found out quickly that the term sheltered workshop B

‘ -~glosses over the reallty of what it is—total segregation and the daily.
death of the soul.” He goes on with his famlly $ story about selllng their

FROM VISION TO REALITY
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* . home and most of their.possessions and moving to Arizona, where,

S FromDnsnIIusmnment

to Determmatlon _—

through a close family friend, they had located what they thought would -

‘be “a marvelous, empathetlc service” for Joe. After five years in Arizona,

 Joewasstilla part1c1pant ina totally segregated day program. The Bauers

acknowledge “we became sadly disillusioned when we reallzed there was

no future in this for Joe and had to face the fact that we had made a
- serious error.” The Bauers’ daughter, Lizbeth, llved in Manchester New
) Hampshlre and encouraged her parents to move niear her. It was a move
they initially regretted—until Leadership came into their-lives. ’

. In New Hampshire, Joe was enrolled in a day .program and was

: later as his father recalls, “promoted to a sheltered workshop.” Joseph‘

Bauer, ever an activist, knew something had to be done to improve the

_ quality of what was being offered to his son. He became involved with

local parents of adult sons and daughters with developmental disabilities

- and. eventually formed a chapter of the New Hampshire ARC. That -

involvement led to his nomination for the first Leadership Series. -
“The Leadership Series,” Joseph said, “made me realize that I had
allowed myself—and Joe—to be brow beaten by professlonals in three

" different states. I realized that we had passively accepted the crusts and’

: crumbs that the so-called experts: ‘had handed to us throughout the years.

As a result of his experiences in Leadership, everything began to
change. Joseph says, “I realized that I was the one who needed the help -

to identify, develop, and support our son’s positive attribuites.” Joseph’s

commitment grew throughout the Leadership Series: He vowed “that no

professional would ever again take over the planning and decision-making

~ in our soi’s life. We—Joe and the family—could and would be the ones |

to call the shots.” Meeting with other parents and hearing their stories of

~ determination and success “was more than encouraging,” Joseph says. - '

“The speakers and presenters at the Leadershrp Séries were positive,
.encouraging and .dynamic. As a result, I became more meanmgfully

" involved with other parents, both locally and at the state level.” Joseph

" began presenting to legislative committees and -public hearmgs He
‘ organized telephone networks, took’ part in numerous letter-writing
campalgns and encouraged othér parents to take a more active role.

Joe’s life has ‘changed as ‘a-result of his dad’s. participation in the.

: Leadershlp Series. “Joe got his first. job in 1989, working in a small bakery,”.

~says his father, “He haslearned to make use of typical community services, . .

including riding the bus back and forth to work.” Joseph proudly- recounts

" one particular story, “In order to get to 'w~or_k, Joe had to cross an -

intersection filled with cars. After his first solo trip across the street, he

“Not oﬂl'){ did webg‘e‘t

: informati_oﬁ but had opportunities.

’

to practice strategies to _reaeb .

our dreams for.our children

“and ourselves.”
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Proving The'm.Wrong -

. confidently flashed a thumbs up victory signal. I can’t help but think that N
“the drivers of those cars were completely unaware that. the universe 'had
just expanded. a little bit right before their eyes.”

young parents. He sharés the knowledge and beliefs that he learned"
through the’ Leadership Series, with others throughout the state. “Contrary:

. Don’t underestimate -the power of parents and families,” Joseph says.
W have contributions to make that are unique. If we allow ourselves to

T those roads cr1sscrossed the United States and led them to New Hampshire .
amnWG! : 1 - where, with energy and determ1nat10n a whole new lrfe was created for, -
- ' each famlly member '

r?xwﬂyﬂﬂﬁg/fl

_PROVINGTHEMWRONG‘."_ AR
- With Jocelyn Gallant . - ' o

" My name is ]ocelyn Gallant I used to. lrve at Laconla State School I went\ :
there onOctober 27, 1956. I'was four years old. left when I'was 27.-
They called that place a school but they didn’t teach me much. I
“went to school there for 23 and a half years. Conditions were bad It was.
.a terrible place to-live and. -grow .up. The first place I lived-was called
' Keyes Two. There were 125 beds on that ward. It was very nonsy at night.
" I can remember being very scared. All of the residents were bigger than - .
~ me. I was only, fout years old at the time. Residents didn’t always keep
- their clothes on and sometimes ‘they messed on. the floor It smelled bad
~and I was embarrassed: S : -
* People hit me while I lived there. Sometrmes it was the res1dents Some—
_ times it was the staff. People were always getting hurt in the state school.
o .\ Laconia, I didn’t learn to read. They said I.couldn’t.do it. They
v .77 didn’t wantto show me how to tell-time. They said I wasn’t smart enough..
They didn’t want to teach me anyth1ng What kind of school doesn’t -
teach you anything? . :
. LD When 1 left Laconia 16 years ago,’l had never malled a letter. T
ST _ couldn’t make change from a dollar. I never had a checklng account or
’ R pald bills. T couldn’t cook or do laundry. ' :
‘Most of what I know today Thave learned since I left the state school -
When 1 first left'Laconia I went to live in a group home. It was
better than the state school but it was still like a prison. The difference -
- -was you could stay up past nine o’clock. You had to’stay in your room
but you didn’t have to go to. bed. '

34 . S FROM VRE ON TO REALITY

“Joseph Bauer is now a highly sought-after speaker—especially to -
‘to what many believe,’ parents'can exerta very specral kind of influence. B :

“feel helpless that is what we will become ” Leadership;, he says, “is the . : |
road to the kinds of hope and vision we all need.” For the Bauer family, - -



" NH Leadership Turned
Qur Lives Around

'How many twenty seven year olds have to go their room at'nine o’clock?
They did have classes at the group home. I- learned to read and
._make change. . : - . .
. Then'l went to a shared home I lived w1th very. nice people but 1
didn’t learn. all that much. After that I went to a supervised: apartment.
~ " Everywhere T lived there'were too many rules to_follow. Rules that most
-people don’t have to follow. It was hard. .
. Now I have my own apartment. Last summer I planted my very first
garden.’I wrote a letter to my landlord to get permission. I bought the °
~ seeds I needed to. grow vegetables with and paid with my own money. 1 ’
- have a job as an office receptionist. I attend -adult education classes. I
~ have a clcthesline and a gas grill. I have a checking account and pay my “Lgadgrshlp llt my soul on ﬁrg
own bills. I take organ lessons. 1 do photography as a hobby. I have my -
own friends. I am learrnng how to be a good home cook. I learn new . The laughter is back where E
recipes all the time. 4 - _ - o '
I stay up past nine o’clock. Coa : gt belongs_m my home
‘New Hampshire Leadership helped me to advocate for my rrghts :
"and help.other people feel that they belong in the community like everyone wzth my famzly”’
else But there is still more to be done. I still want to be able to choose
my own services. | don’t-want some agency choosing for me. I made a lot -
of progress in my life. Most of the progress I made was on my own.
‘ Here is what people need. They need control over their services.
They need transportation. They need to go to regular schools and learn
" in regular classes. They need more opportunities-and less agencies:
The agencies are growing not people with disabilities. The money'
should go to the people. Let people decide how to spend the money. All
my life [ heard people tell me I can’t do things. All my life I have been
' prov1ng them wrong,

'NEW HAMPSHlRE LEADERSHIP TU RNED OUR LIVES: AROUND
"With Llnda Steir

~ Linda Steir and her beautlful daughter Marrka, recently flew halfway
around the globe to lécture about full inclusion in seven cities in"Japan.
Linda believes this is just-the tip of the iceberg as she embarks on a very
fulfrllmg career as the Family Support Coordmator for one of New',
Hampshire’s regronal agencies. : : '
How did this come about? “Leadershlp, Linda says, yvithout
hesitation. “The Series taught me that it was okay to expect a better,
" more typical education for my daughter. It taught me to feel more positive
about having a child with a disability instead of feeling isolated and at
the mercy of systems, and the professronals who run the systems

A Maviual to Replicate the NewHalnpsh‘ireLeadershipSerie; 1 o 5 - . .35
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- NH Leadership Turned

'Qur Lives Around  *

Linda took part in the Leadersh1p Ser1es when Marlka was 3 “In my '

-heart, I knew that 1 had to find out what ‘was. out there before I could -

start maklng choices about: ‘what would. work or wouldn t.work for my "
. daughter, she : says: Linda was aware, of the work be1ng done in the state .
_-around inclusive educatlon family support, and leadershlp development- -
- and ‘wanted to learn more: “I had met other. parents who-took the -
- Leadership Ser1es and they were COl’lfldCl'lt advocates—secure in the1r" )

.. roles as’parents of children with- disabilities. I wanted to share in the4 "

K ;enthus1asm I saw them applying to their child and famlly ” -

- “High expectations for Marika” is Linda’s 1mmed1ate response when

~ asked what her family galned from her participation.in' the 1990
o Leadershlp Series. “We now know that Marika can do and be anyth1ng -
* she wants.” says Linda. As-a Family Support Coordlnator, L1nda is asked -

to ruri local, regional, state; and national workshops about family support

~systems. Linda’s three-week trip.to Japan, accompanled by representatives . -

from the Division of Mental Heath and’ Developmental Serv1ces helped '

: ,people from Japan ° understand why full inclusion is so 1mportant and

effective. The lectures were intended ‘to motlvate the ]apanese to work

. toward de- 1nst1tut10nallzat10n and « communlty 1ntegrat10n ” A year after. o

the lecture tour, L1nda and Marlka still get letters of apprec1at10n from °
people they met in Japan.. . . . L
"« “The Leadershlp Series,” says L1nda ‘taught me to advocate for full. -

'.lnclus1on She knows, too; that an important part of teachlng others is

“  self learning. “I have become assertive and proud. in my communlty I

'have earned the respect of my peers who do not have children with

. ;d1sab111t1es My daughter has'been photographed on numerous occasions
. ‘for local papers in. very pos1t1ve, 1nclusrve s1tuat10ns -1 feel equal 1 to my'
" peers in the communlty :

Linda-and- her family traveled a dlfflClllt routé to-get to where they '

- are today. Before Leadersh1p, Marika attended a self contalned segregated '1

preschool program for children with various disabilities. It took almost-

© two years to-get Marika included in a typlcal kindergarten, a struggle
©thaf’ Linda calls 1ncred1bly dlfflcult and dra1n1ng for me and for my °

entire famlly We nearly abandoned the process several times; but our

strength to be per51stent came from the professionals and parents we had
- met dur1ng Leadership. Much of our courage and _perseverance came - -
. from knowing people who shared our vision and supported our struggle.”

The struggle was worth it, Linda says, as she talks about Marika, .

~.who is now in second grade and goes sknng and to summer camp. “We’ve
: learned that noth1ng is 1mposs1ble for our- daughter ” The entire famlly

FROM VISION TO REALITY.
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NH Leadershlp Tumed
Our L|ves Arou nd

. advocates for people with disabilities, Lmda says, mcludmg Marika’s -

brother, Morgan, age 8, “who scolds people who illegally park in handicap

 spots, and who advocates for elderly people i in need of additional supports
. and understandmg The family’s “changed attitudes,” Linda adds, “have

- carried over to our extended family who we have taught to-use respectful
- language when talking about people with disabilities. They now expect a

lot more from their communities in terms of accessnblllty and employmentA .

-of people with disabilities.” Linda credits the’ “high expéctations and
'vision we have for Marika”. as the motlvatmg forces for her famrly and

. others in the community.

Linda points to four reasons why she encourages others to become :

involved in Leadership. “Become part of the Leadership Series,” she says,
“if you want to know where or how to. begm to feel.good about the

future of your child and family; if you’ve ever félt rejected by friends or

B have seen people blossom here.

I have watched angerturn .

schools or society; if you’ve ever been at a loss for where to turn to get -

information or support; and if you’ve ever wondered what you can do’as
.one small woice to make .an entire system change.” Family Leadership

. “taught us that we will never be alone or lonely,” Linda says. “After three -
years of fear and isolation, the Leadership Series turned our lives around.”.

into actzon and people | learn
. about ways to a_ffect change

in a constructive way.”

I A Manital to Replicate the New Harpshire Leadership Series
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by- Beth Dixon

even years ago, my life changed in a very dramatic way. For the first

time since my son, Andrew, was born, I was surrounded by people
= who allowed—no, inspired;me to think positively about the future.
The Leadership Series gave me the strength and the commitment to change
" my family’s'life, and the lives of people all over the state and the country.

The stories you have read reflect the personal journeys of eight
graduates of the New- Hampshlre Leadership Series. Although each family
is unique, all of these stories profoundly illustrate the common themes of
the Leadershlp Series—a dedication to the ideals of inclusion, the power
of new-found skills, the confidence that comes from: knowledge, and the
celebration of the abilities of all people. Each story expresses, in its-own
. way, each person’s metamorphosrs from vulnerability, acceptance, and
frustration, to power, leadership, and hope.

- The families represented in this book are but a handful of the many
families who have partrcrpated in the Leadershrp Series. Unfortunately,
there is not room for everyone’s story to be told in'this manual.

The effects.of the Leadership Series do not stop with the person who .
attended the Series. Each graduate has extended his or her energy, insight,

and enthusiasm to others, and the reverberations are felt in homes, schools,
“and communities throughout New Hampshire, the country, and as far
away as Japan. X

The outcomes of Leadershlp are many. In response to the requests. of -

Leadership graduates, many rieighborhood schools and regular classrooms

-have opened their doors to students with disabilities. Community.
organizations and school boards have. invited graduates to speak aboutj

the values of inclusion. At the state level, graduates have successfully
lobbied for the passage of several state bills designed to increase family

support.in New Hampshire. For some graduates, careers have changed .

as a result of new skills and abilities, as- well as-an ever- growing

commitment to the belief that all families must-have the opportunlty to

create positive futures for their children.
" Being involved with the Leadership Series has 1nsp1red me, and many

_ other parents, to become effective advocates for change. But, for me, the
- most important changes came from within. The Leadership Series taught-

_ me to look at 'my son’s life in a different light. I learned that it is more

important to support Andrew for.who he is than to work to “fix his -

disabilifies.” I learned that spec1al isn’t always better, and in fact, typical
can be quite extraordifiary. As I advocated for Andrew to be a member of
- a regular classroom (in the same school that all of my other children had
attended), I learned that just a parent is capable ofj ]ust about anythlng

“Before Letzdership Ihad

- all the pieces but I didn’t |

have the overall structure.

- Ifelt like the pawn in chess _

- Soneone else was controlling

all the action. Now, 'm the

quéen of the board!”

AManual to Replicate the New Hampshire Leadership Series

40.

39



Afterword

Sarah, writes in her 1993 essay: Do

'

v

My part1C1pat10n in Leadershlp changed me, but it also changed :

y .

' each and every member of my family. Both of my daughters have written
“essays. for their application to college that describe their feellngs about " -

inclusion; acceptance and the power of families. My youngest daughter

.

Over the years ] have watched Andrew become a respected
member of his-school by just being himself. Andrew has .~
- taught me that it is normal to be. dlfferent and it’s those .

differences that make us-great: He has taught me that no one

is perfect, but everyone is o.k. I have learned from Andrew to
respect all people, and that everyone, no matter how they look -

or act; hasa rlght to their own opinions and feellngs Andrew -
' had opened up my m1nd 1mmensely L s

i

. And thats just what the Leadership Serles is 4l about—openlng out

m1nds widely. enouigh- to see the future-in a new way. [ _hope that each

family will grow, -as min€ has, a-most wonderful v151on for the future, ;
and a most celebrated apprec1at10n for today

»

AN
[€)

ERIC
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- NOMINATION PROCESS
" FORMS AND LETTERS . "~

4

. ‘f‘Th.e ihférmdiibri rega_fdihg. o
_hegotzi_atiohs and éo’r’nh%unity o
drganiéing was Dery valua‘blé,l N

ot oniy applicable to - |

| negoti;zting with schoois

o butall facets of life.”
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" Dear Friends of Leadership:

[

. The Institute on Disability/UAD, at the University of New Hampshire, is once again fequesting your assistance in

nominating adults with disabilities and parents of children with disabilities to participate in the New Hampshire ,.
Leadership Series. The New Hampshire Leadership Series is seeking participants-who are highly motivated to -
become well informed about, and.active in, policymaking and systems change for individuals with,disabi!_itiés in

our state.

-~ D . )

5
.

The New Hampshire Leadership Series provides participants with state-of-the-art information about issues concerning
people with disabilities. - Leaders in'the field, adults with disabilities, parents, and family ’mqmbers, will present "
information and facilitate groups during each session, ' o : -‘ . ‘ oo
At the New HampshirevLeadership Series; . participants will receive a wide range .of information and strategies . -
designed to assist them: in setting visions and achieving.dreams for themselves and their families. The New
Hampshire Leadership Series will educate families and adults with disabilities about best practices in education
(including secondary and post secondary education), employment, housing, and"participation as full members of
" the community.- In addition, information on- positive’ approaches to challenging behavior, assistive -technology,
negotiation skills, the history of the disability movement, community organizing, and the legislative process will
be addressed. - K : s S o PR E

'This Series provides participants with overnight accommodations and all are encouraged to take advantage of the
~ opportunity to network with each other “after hours.? " Six two-day sessions will.take place mionthly. The, people
selected must' commit'to participation in all six sessions. © L ‘ »

Participants are provided with financial support to cover all expenses, including materials, lodging, meals, and child
- care. Participants will be selected on the basis.of: 1) their interest; 2) their ability to organize other community
- members; 3) their commitment to attend all of the sessions in the Series; and 4) geographical location with the state.

. ,

Enclosed, please: find a nofninatigm form to complete and return to- us. - It is not necessary for you to contact *
possible participants. When weé receive your nominations we -will send a letter explaining the New Hampshire

Leadership Series-and an application to all who are nominated. There is a selection process and only 30 participants

will be chosen. - ' T : : o e

t

: Thq.déadline for nominations 1s (date). -

v"IfAyou have 'any.question,s or would like further information, pleése feel free to call me at 228-2084, Thanl{; very -
much for your hélp._ S o R : ' o .

N

Siﬁcé;ély, K
| Beth Dixon g - ‘ . . l

Leadership CF)ordinatoF o T . -

.Eﬁclosufé ) ‘ ) ‘ 43 | o
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Nomination Process
Forms and Letiers

-~ 'PARTICIPANT NOMINATION FORM
NEW HAMPSHIRE LEADERSHIP SERIES

-T'hé' following pepple are nominated for 'th-e Leadership Series -by:

(Name,-Address, Telephone)

NAME L
'ADDRESS __ B RS
TELEPHONE .

" COMMENTS'

NAME ) : . .
ADDRESS . ’ ' i - '
TELEPHONE

COMMENTS

NAME
" ADDRESS

“TELEPHONE'
" COMMENTS

- . NAME _

. 'ADDRESS
 TELEPHONE :
“COMMENTS

- Please complete and return to:
Beth Dixon - o
Institute on Disability/UAP

" Unit 14, 10 Ferry Street
The Concord Center

: Concord, NH 03301

For -more,information call: 228-2084 )
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* opendiB

LETTER OF INTRODUCTION - . R
-AND APPUCATlON'FQRM'." oo IR
" “Having attended the .légz:sld‘t'iz_/é"‘

- session, | am la‘bsol_utely sure”
' .»\mvyac'ti'oh_s will change. ‘;
| I-iniend io bea truly info_rméc_f L
persqn;nq'i onlyfof B
: pe_rsonal}concér;js,‘but alsofor -
| community-‘ed-ﬁcati()n.-M); Lo |
intenti(;n' is to be /ef;o'i_u_n as |

1»

' contact—one who knows

Qo ‘A-Mdnual to Replicate the NewHampshiréLeaa’ership Series o N ‘ - e A' 45 .
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WM@: A‘ -.‘ c ' : - ' N : ' ‘ -' . . L . ’ b i
Lettter of infroduction and ) T ' Tl LT S

Dear (Personalize_), -
You have been nom1nated by (personahze) to part1c1pate in the Instrtute on D1sab111ty/UAP’s New Hampshire -
. Leadersh1p Serles : .

We are act1vely seek1ng hlghly motivated men and women to part1c1pate in the New Hampshlre Leadersh1p Series.
This Seriés is a leadership trairing program for individuals with disabilities and’ parents who have children with
disabilities. it.provides staté-of-the-art knowledge about disability issues and has a ‘broad based and ambltlous
curriculum:” Participants come together for Six, two- day sess1ons and receive intensive educatron on a w1de varlety
of educatronal and leadershlp issues. . o

¢

Each session of the Leadersh1p Series comblnes educatlon and experlence Profess1onals in the f1eld parents and
consumers join together to provide participants with useful information and effective strategies for ach1ev1ng
successful outcomes for themselves the1r families, the1r communities, and the state. :
In general sessron toplcs will 1nclude o SR : .

. Hrstory Independent living movement, parent movement self advocacy movement, and famlly support

*" Creating a vision for yourself-and/or your family : o

Inclusive education and positive approaches to behavior management - ‘
Supported living, naturally supported employment, futures plannrng, 1nclus1ve commun1t1es .
* Assistive technology, health care issues
State and federal pollcy and-legislative i 1ssues 2 : .
. Commumty organlzrng, advocacy. organlzlng, negotlatron skrlls, fac1htat1ng meetmgs

N . . . ~.

i
-
s

‘ The New Hampshlre Leadersh1p Serles is a collaboratlve prolect with fund1ng and support provided by a w1de .

variety of local and state agenciés: In addition to financial support, representatives.from these agencies are involved
. in the nom1natron application, and selection process for part1c1pants Many are also 1nvolved as presenters or
group facllltators : ,- . ) . . o S -

'JThere i$ no cost to; participants. Financial support’is provided for child care/resp1te mileage to and from the
Series, lodging, meals, and materials. People needing additional supports (e.g., transportation, interpreter, phys1cal

- assistance) wrll be assisted in every ‘way- possrble to facilitate their attendance. . In return for these supports, -

‘participants are.asked to make a comm1tment to attend and part1c1pate in ALL SESSIONS and to complete all”

homework ass1gnments

o ' - FROM VISION TO REALITY

ERIC
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v

. The locat1on for this year’s Series is (place) Each session w1ll begin at 1:00PM on Frlday and end at 4:00PM on
© Saturday. Most will include Friday evening workshops O attendees are requested to stay overnlght at the hotel.
The following dates have been selected for the sess1ons ’

. Session'1 (date) -
Session II (date)
Session III (date)
. Session IV'(date) - .
Session V (datel
Session VI (date) . A . .

* We are part1cularly eager that members of the group represent diverse backgrounds, ages, ‘and dlfferent geographlc-

_regions of the state. The applications will go to a SClCCthl’l committee that will choose 30 part1c1pants based on
the1r appl1cat1on and the. above criteria.’ : s '

" Enclosed please find an appl1cat1on for part1C1patlon in the New Hampshlre Leadersh1p Serles to be- completed -
‘ and returned in the envelope provided by (date). Part1c1pants will be selected on the basis of their degree of
motivation to become well informed about, and active in, policymaking and systems change for individuals with
d1sab111t1es in our state. - The appllcatlon review commlttee will meet in July. If selected to attend, you will be sent
more details soon. If you are not selected this year, your appllcatlon w1ll be_kept on flle for next year’s Ser1es I
look forward: to receiving your appllcatlon : : '

Beth DlXOl’l :
' Leadershlp Coordlnator

" PS. Please feel free,to call.meat 1-8007238-2048_for more information or additional applications.

AManual to Replicate the New Hampshire Leadership Series - S _i 47




Letter of Introdiuction and e e T o T
Application Fom

.~ ADDRESS

APPUCATONFORTHE = e
" NEW HAMPSHIRE LEADERSHIP SERIES - . | )

| ~ Institute on- Dlsablllty/UAP -
© University of New Hampshire -

'NAME

. CITY/STATE/ZIP __._
o TELEPHONE Daytrme Number

T 1 Would you prefer th1s apphcatlon in an alternatrve ‘foriat (1 e., large pr1nt Brarlle, personal or. telephone
) 1nterv1ew)> If so, please contact Beth DlXOl’l at 1- 800 238 2048 .
2. Are y,ou apply1ng as:, - aparentf»v - ’
. R a family member
. a self advocate:

3. Tell us a little about: o
-~ a) yourself and your family;

" by ‘what you are most proud of; -

*c) your experierice in lead1ng others. in the achlevement of’ goals €8 owned your own bus1ness, made a. "
‘ change in your community, recelved an award for volunteerrng o

4. What motivates you'to.apply for this Series and hovl/‘niight it help, y‘ou_or your family?

" 5..Are you willing and able to make a comnrltment to attend._all 6 workshop sessions3 Yes No-

FROM VISION TO REALLTY -
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10.

>

Betthxon._L ' S ' ‘ . . o SR
Institute on Disability/UAP Lt R T

A{p}p}@mﬂm B
Letter of Introduction and
A@pﬂucatm Form

.'Have you been 1nvolved w1th famrly or self advocacy groups in the past’ Yes' . .. No T '
CIf yes, please descr1be your 1nvolvement ' - - T

R

. Are there any chrldcare/resplte serv1ces ‘or any attendant services you need to part1c1pate in the Leadershlp

Series?

; .Are there any accommodations necessary for you to part1c1pate in this program (spec1a1 meals transportatron _

needs etc)’ If yes, please descr1be

.. Tell us about your involvement in any, state agencies, task forces, or committees in your area.

If you would care to, please tell us about any special interests, hobbies, etc.

Thank you for your interest.in the New. Hampshrre Leadersh1p Ser1es Please return your apphcatron by (date) to:

.. The Concord Center’

10 'Ferry Street,-Unit 14 T P _ S ‘ ' "', -
Concord,NH.03301 : "~ - .. 3 .

If you have any questi)ons,'please, call 1-800723_8';2048.

AManual toReplicatethéNew'Hamj)shireLeadershi[}Séries . e ' _' 49
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L AppendixC -

- LETTERS TO APPLICANTS WHO ARE ACCEPTED - .
- AND NOT ACCEPTED INTO THE'SERIES

“I learned that I am not alone.

1 have the power to make
ch_o_ice's and the abil ity to share

informationwith others.”

AManual to Replicate the New Hampshire Leadership Series -
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Lettters o Applicants who are Acceptied [T T R R

4
Dear (personalize): .~ . .. -~ = - o0 0 To e LT T T T e
! . c B N A . ~ . . . n
" . Congratulations! ST ey S AT R
- . . L ST . . ' DR . , - b f N . s

v N . -~

You havé been selected as one of the participants in‘the New Hampshire Leadership Seties. The response was very = - - -
-good and we had a difficult_time choosing among so many excellent candidates. - ~, - - L O

N N .

" This. six-session Seriés, is designed to-involve and empower families of children ‘with.d’isébilities and individuals *. *
- -with disabilities in’ policymaking and systems change. - The series is-designed to: ;1).Introduce you to state-of-the-

Co art opportunities: 2) Provide you with education on current issues in the disability  field; and, 3) familiarize you - o
with policymaking and the legislative processes in New Hampshire.and nationally. - , . T o
" Enclosed is information on participant. responsibilities to be completed.and returned A.S.A.P. to 'c‘cgnfi'rm.’.'_
your attendance. .- . - .o v T L oL o

Please note that participation in this Series requires a time commitment of six, two:day $ession beginning on (date)..
This session and overnight accommodations will be held at (location). Please, read the enclosed materials carefully. .
- »* To reserve your place in the Serieés, sign the attached agreement and-mail it back using the enclosed envelope. - -~ .-,

1 ce B
r ~

‘
T . . .

" If-you l:m'ife él{y— gigestibhs or 'ne‘é.d: mbre'iﬁforrr_lafion-, .E}léasé' callﬁ.rrlle_ at 228-2@84 or.:1-800-238.‘2021‘8-:‘ ,- T

- -Again, congratulations on being sélected to participate in-this unique and exciting Oppértunity!' ‘We look forward_ "
" . to.meeting-you!: [ ‘- o S e o T AR S Co

A
. \Sl‘ncerel)f, coe e T B Lo ) \ ; .
- “-Leadership- Coordinator . -+ .~ = Lt R T P PR

o o . . _. : “-‘: o ‘ e ..j‘_ . e . . o . l',\ . . N .
- v ')\ 3 »

’ ) ’ '\l . T s
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o T EEUUS I | Letters to Applicants who are Accepted
- . S and Not Accepled infto the Series

'De‘a’r(personaliz'e).: S AN

. Thank you ‘very much for your interest in- attend1ng the New Hampshlre Leadersh1p SCI’ICS As you can 1mag1ne
we had an overwhelming number of applications from famlly members and 1nd1v1duals w1th dlsabllltles 1nterested

in part1C1pat1ng in th1s unlque opportunlty ' I - : g
Choosmg the 30 part1c1pants to attend: the Series was a d1ff1cult process. All of the appllcatlons demonstrated
interest 'and motivation .to learn about. state -of-the-art practices, pollcymaklng, and community. organlzlng
strategies for people with dlSablllthS DCCISIOI’IS were made based on apphcatlon content, location, and d1versnty G

- of age and d1sab111ty - ' :
’Although you were not chosen to. part1crpate in the (year) Leadersh1p SCI‘ICS, hopefully the opportunlty will present
itself next year and you w1ll still be interested in attending. We would like to keep your application on file in order
to inform you about upcoming Institute of Disability sponsored events. We are explorlng the pOSSlblllty of offering
some addmonal tra1n1ng to those of ‘you who may. be 1nterested :

S : Onee again, thank you, for‘your interest.

Sincerely,

'..Betthxon : S0 ‘ o
Leadershlp Coordlnator ‘ : ' ‘

Q@  AMapual toRéplicate‘theNew,Ha'mpshi%eLeatiershipSertes‘ o SRR ] - 53
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' AppendixD

" CONFIRMATION FORMS AND CONTRACTS

. forusall to stick together
o 'andﬁght as a whole. . K

The Legislative session was

really educational for me.”

“l leqrn'edhow_important itis .-
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Appendix D:

Hello Leadership'l’articipants! A

The f1nal arrangements are belng made for th1s year’s Ser1es and we w1ll all meet next week' _

The first session’ w1ll begin promptly at 1 PM on Friday afternoon, (date). Check-in tiine at the hotel is-2 PM, but
you will be able to check in at 12 noon if your room has been.cleaned. There w1ll be a reglstratlon table in the
' hallway to’ reg1ster for Leadersh1p and a lunch buffet will be avallable L '

An agenda is enclosed as well as d1rectlons to the hotel There isa parkmg garage under the hotel and 1f it is full

.there is valet parklng avallable in’ front of the hotel. S ‘

© .Please dréss casually and as comfortably as you wish. Remember you may want a walk on the beach ) br1ng
_,somethlng warm! There is also an 1ndoor pool if you find time to use ‘it, : : o

- Travel and resplte re1mbursement forms will be given to you to 51gn and return to me before you leave Processrng
them takes a few weeks, but you w1ll not: be forgotten'

That’s it for details..,‘If you have any que'stion's;or concerns, call me at 228-2084 or'1-8f)(.)_-238-.2q48.
~See'you Friday around_ noon!!! -

Beth Dixon L.
LeadershipCoordinator.

C . FROM JVISION . T0-. REALITY"
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Appendix D:
Confirmation Forms
and Contracts

" LEADERSHIP SERIES CONFIRMATION FORM
1 andersrand that, as4a~participa~rir-, 1 will be reqilired_ to:

. Make a time commltment of SiX, tWO- day sessions (dates) ‘. :

- Arrange child care or respite for child(ren) with the understandmg that thrs cost w1ll be relmbursed
¢ Participate in’ act1v1tles/exper1ences and complete reading and work between sessrons

. :Keep track of expenses 1ncurred in order to receive rermbursement

-

1. - Yes. Twill be atten'ding‘tbe Le‘adershipESerie's’ ’

2. Will you be using resplte or chlldcare> " Yes . . No.
- If Yes: approximate cost of care for each session: '

3. Do you need any accommodatrons or spec1al meals> o C Yes No
If Yes, please explain c

4. Aroom w1ll be reserved for you. - Do you prefer a smokmg or non-smoking room> (The hotel will do its best
" to meet our requests. about rooms, but if you requlre non- smokmg for medlcal réasons you will have prlorrty)
Smokmg __. Non- Smokmg ' o

S

~ 5. Other cqmments/reques;s? :

" ~"Name

" Reservations must be received as soon as possible. Thanks!

P

AManual to R_eplicatethleNéwHa;hp;hireLeadershipSe'ries‘ . c P VA .




and Contracts R o S

LEADERSHIP SERIES CONTRACT ~~~ *
As a participant in the‘ Leadership Series, I understand and agree to the following; :

To be present at all two- day sessnons L > o o

To part1c1pate fully in the sessions - 1nteract1ng, questlonlng, report1ng S

“‘

To complete assrgnments (attend meet1ngs, read, wr1te telephone) between sessions.

- To demonstrate competencres through actions (letters art1cles testlmony, appearances meetlngs, phone calls)

-To communicate w1th other part1c1pants in the program, w1th a partner/mentor and w1th the coordlnator
regardlng issues, 1deas and 1nsnghts about the program e e e

To meet formally w1th a pollcymaker at the local, state, or federal level to d15cussrons and share 1nformatlon
about current issues in the f1eld of- drsabllmes 1dent1f1ed or clarlfled through part1c1patrons in the program

‘S .

Participantfs Signature ' Ccv-o . Date

e s

y The-Le_adc_:rship-‘Series_agrees to thefollovying: I B S '_ o

N . . . ¢ B “
‘

- To provide, face -to- -face, the most up-to-date 1nformatlon from respected and well- known leaders in the f1eld
of’ dlsablhty

- . " .. .
-

. To provide readrng material, suggestrons, and resources to famlharlze you. with a w1de range of top1cs related to
- drsabrllty and with 1nformat1on spec1f1c to your area of i interest. - . .

~To: prov1de experiences at the local state, and federal levels to assist you in 1nﬂuenc1ng publlc pollcy

-_'To cover your expenses in the program to the fullest extent possnble in:return for your complete parncrpatrons >

' . e L2 H

‘Project Coordiriator’s Signature , : "~ Date

FROM VISION TO REALITY
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SESSION AGENDAS

Ca
Tt
W Ny

“Iam trying to educate pebple |
: ‘ m my coﬁmunity ;o my
| 'daughtér can be*ac’cepted rriore
and we can be more publicly |

'iﬁclzided—and I'm going to make

our goals come true—no matter .

what’s in the way!”

v
‘\} .

' o ) . - AManual to Replicate the New Hampshire Leddersbip Series o
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Ageﬂda

. SESSION I: - o S :
. Developing the Vision - T
12:00 - 1:00' . _Re.gi-stra"tio_n, check-in and refreshments . o S RN

©1:00-1:15 Welcome!! Jan N_isBet, Director, .
‘ ' Institute on Disability/UAP
1:15-2:00 - B Intro,du"cti'ons & Exfaectétioris E
o 200 -3:00 vParent Panel Lois’ Pmcmce —_—
' o Joé Batier - o ‘ _
» Barbara Fenderson S A
©3:00-3:15 " Break .
3015330 7 “First Impres‘s"ians’-’

. _23_;30.'- 5:30 - Jeff Strully Executnve Dnrector Jay Nolan ‘
. Commumty Servnces, LA, Calif,, and—a parent'-'

5:30-7:00 o ,Dmner at the Ashyvorth
-+7:00-8:00  Patrick Worth + People First, Toronto, Canada .

© 8:00 - 9:00 . OéeénsidelChag wit‘H Presenters: two groups.

;2
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Append &
Seession Agendas

- Agenda
- SESSION I, DAY TWO:
Developing the Vision . .

7:30-8:30  Breakfast Buffer

_8.:30 -9:30. - Smail 'G‘rouup Se’ssi,on:L
9:30-11:30 © More from Jeff and Patrick
11:30- 12:15 - - . Small Group - Create a Vision .~ = . .. ..

©2:15-1:30 Lunch
1:30 - 3:00 . Small G’roubéePfesent vision to thc-l,arg'e_g'rbup

' 3:00-- 4:00 - Jeft ax_id Patrick—_Closing Comm_énts and Wrap Up

Coming. Attractnons” ,

Exemplary practices in early care, educatlon, posmve approaches to challengmg :
behav1or and.. dlrect from. Canada Judlth Snow' :

AMa(-zita_l'theplicaietheNewHa'iﬁpshireLeadershipSéries e B - _ . 61




~ Agenda
Csessond: -
Exemplary Practices in Edycat‘ion'_f :
: 12;6Q -A1._:0_0 A. _Registlrat'i'on Aan;i LUNCH Port.srrioAl.l.th Rbom _;-
1.00-1:15  “Welcdm'e”.-A1~Rbb{¢hgud;,Dir¢éto§,' | o
I i ANH Develc?pmenfal.Disabilities' Co_unéil. -
1:A,1AS -—'2:15' . APar_ticip-aﬁt Updat_e_;
_ 2:15 _’.4:1‘5 i : - I::xemplafy Pf_;cticés'.iﬁ,EducatiSn: Ann i)illpn, Béth Dixon,
. *° Susan Shapiro-Barnard, Institute on Disability/_L“JA_P_ .
_'.4:_15 —‘,4:30t B l%re’qk' | g o |
' 4:30 - 8:00 - 'Jud§th Sndw E
6:06 —~7.:3Ql K _ A.DAim_iler. a; the 'AsthQorth,— Ré_se-Rdom ~. L
7:30- 72 | Meet in Sr"r.i.e_lll‘.(‘;'rpl.ips -
60 )
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Agenda

SESSION II, DAY TWO:

Creatinig a Path -

~7_:3('):-;.8:30 '.
. 8.30-930
) é::3o - 1.0;304 '
| 10;30'-_11:00:'
11:00-12:00
C12:00-1:00
1:00 - 1;3()\
1:30 --3360

3.00 2 4:00°

_ Commg Attractions!!

) Break & Check-Out

Appendbs E:
Session Agendas

.- B're_a_lkfast Buiffet .
Small Group Activity

.]udlth leads us on the PATH

- Small Group"-.' Create a PATH _

Lunch - Rose Room -~

)Small Groups present PATHS

Herb. Lovett - Positive Approaches to Challengmg Behavror

Wrap up with Judith and Herb "

“Home of Your Own” - Jay Klein, “Natutally: Supported Employment - JoAnn So'wers,'.-'
: “Technology - Richard Dodds -And More :

. L_

A Manual to Replicate the New Hampshire Leadérship Series . - L . 63
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‘. /\geuda

SESSION 1II: .
Growmg Older - Prepanng for the Future
1200 - 1:00 . Registration and LUNCH'- Exeter’ Roorn S
- ~1:00- 1:15. . ‘fwelcoh.le”'
T 1:15- 2:15. o Pa‘rticipantb Updates .

B ‘,.2:15-_3:00" ‘ Leadershrp Panel Laura Marko o )
‘ . AN LmdaSterr . ' . .

3:0013:45 - +.. Breakl' .

3:15 - 5_:()0.,' ' Thmkmg About Future Careers ]oAnn Sowers, '
Sl , Instrtute on D1sab1hty/UAP :

0 5:00-5:15 Break'

. $5:15 -7:00° '_Hrgh Tech Low Tech Why Tech> Rlchard Dodds, : ..~.
ST T UCPA New ]ersey : »
7:00 on... - - : A Lersurely;Dmner atthe Ash‘WOrt}ji' o

]oAnn Sowers and. RJchard Dodds wrll be. w1th us for dmner We encourage anyone with specrfrc )

questlons to usé the opportumty to join either orie for the meal and ask away' ’

.

62
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Appendbs E:
Session Agendas

Agenda
‘_J.'(SESSION I, DAYTWO: -t ST o
' V'Growmg OIder-Prepanng forthe Future S o S .
| 730- 8:73_0.‘- (A ’.'Bféai;fas; ﬁﬁffeti
‘ 8:30 : 930 ~ : ,Small Group Act1v1t:y
9:30 - :10:.3(.) -. ‘:More “Tech” w1t:h Rlchard
10:30 - 1-‘1:(—)0-'\“ Break & Check Out ’
'11:60 -1200k ‘ Questlons and/or Next-Ste‘ps -. Rnchard . A-
.‘12;@0 - 1;04(“): : Lunch - Rose Rooni o e
{1;00. -3:00 '- y _"A_anjlé-o'f.Yoﬁr Own - Jay Klgiﬁz Inistitl'lte'o‘r_l- ,:D_.Ai's.ab‘i.lit}"??UAI";
§ 300315 .»f;_BEe;k = k .

©3:00-4:00 - Wrap up withJay . Y.




Appendix E:
Session Agendas

SESSIONIV:
Negotiation and Collaboration
12:00 - 1':00‘ - Re‘gistra;ion and LUNCH - Exeter Room"

1:00 - 1:15 “Welcome” - Robert Kennédy,'Director, _ - »
7" Division of Educational Improvement, Department of Education -

1:15 - 1:45 Participant Updates
- 1:45-2:00 - - 4 Partners'in Health - DOttie._Bazos, Hood Center for Caregiving Families
2:00-3:00 . Collaborating with your Physician - Dr. Carl Cooley,

Center for Genetics and Child Development, ‘
Dartmouth Hitchcock Medical Center

3:00 - 3:15 | | Dessert Break
315550 Negotiation Skills and Team Building
Dr. Howard Muscortt, Rivier College
5:30 - 5:45  Appetizer Break .
5:45 - 6:30 | : l’\/I'o’re erfn-i-Ioward
' 6:30-7:30 o Speaking Out -l Sharissa. Kochmeister
7.:3;0.ox1‘i.§ - Enjoy. Dipnér and ;Conversat.iOn in f_h;e Rose Room
64
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Appendix E:

Session Agendas

SESSION IV DAY TWO o
Negotlatlon and Collaboratlon L A
| 7:30-8: 30," " Breakfast in the Exeter Room - ,
8 30 10: 00 - Sthall Grour)‘Acti\;iryv (homevork review) .
'_A,10Y:OO g _1.1,:00‘ S fMore from Sharrssa
1 11:00 - 11; :30 o .Break&Check Out '
11 30 12 30 : Leadershrp Panel: Margle Pearson R
‘ ' Maureen Guy
112:30 - 2:‘(')0' N o 'L_unch : Rose Room o
.' _.ZI:OOjf 3‘:13}0’ I The Dream Contmues - Susan Shaprro Barnard '
' - ‘"-Instrtute on Dlsabrlrty/UAP P ,
© 3:30 -_‘.4‘:'00 o Wra'p up and Homework AssignmenEs' o .
Comlng Attractlons _ )
Allan Bergman Umted Cerebral Palsy Assocratlon us1ng the nglSlathC system to create change.. ...... '
- AManual to Re[ilicclt_é the Néd)anips’hiré Leddefs_hip Series . . . . - 67
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Session

%\genda

SESSION V: .

L Usmg the Leglslatlve Process to Create Change |

10:00 - 11:00 -

-

»Updates /'Homevs}ork o

h :115'(_)0 - lZ:OO o ’.Al Rob1chaud D1rector Developmental D1sab1l1t1es Counc1l
: “H1story of Fam1ly Support in New Hampshlre
12:00-1:30 © - Lunch_
1:.3'(.) -2:30 . Allan Bergman - United Cerebral Palsy Association, Washington, DC ~
P - “The Law and YOU Why Do- Legrslatlve Advocacy The Leg1slat1ve Process 7
: 2;30 --3:30 : ' .Joanne Malloy, Instituite on D1sab1llty/UAP
o a“New Hampsh1re Leg1slature A Status Report” _ .
3:30-3:50 - Break
3:50 -5:00 f“The Evolutlon of Common Sense in. State & Federal Publlc Pollcy -
' - Ind1v1dual and Fam1ly Support Allan Bergman ' .
R . 5:00 -520 : L1nda Ste1r Leadershlp Graduate & Famlly Support Coord1nator in Reg1on 1Q '
$:20-5:40 .. Your Press1ng Issues
' 5?36 _--6‘:0.0 - ’ Appetizer Break
7 6:00-7:00 '_ e Trip. Down Memory Lane” Allan Bergman :
7:00 - 730 Small Groups on Your Press1ng Issues '
7:30 Dinner &.Conversation -

FROM VISION TO., REALITY
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Session Agendks

SESSION.V, DAYTWO: .
Using the Legislative Process to. Create Change

At the Legislative Office Bnilding_‘,_

| .7:30 - 9:00' '-Ereakfa's.t at the S‘talfé‘klfic')use; C’afete.:ria L - ’
9:00 - 10;3‘6 ~_Small Group pl';_nning | | |
0130 - 1-’2‘;0‘0‘ o © Meetings with Legislators - |
©12:00 -'1-;3:0 o _Lunc.h a-t-tht;, State Ho’u;'e Caféter;a
] 1:3-07.— 2:60 . Debrleflng w1th Allan Bergman
2:00 ~4:00 . “News from The Hill: What's Real . What's Not” 4' -

Allan Bergman in Representatwes Hall, Legnslatnve OfflCC Bulldlng o .-:_:

Comlng/\ttracnons B - IR ' o

Communlty Organlzlng W1th ADAPT

AAManual_theblicatefbeNewHampsb;reLeadersbjpSeries ._ o s S © 69




Appendix E:
Session Agendias

SESSION VI:' o
- Community Organizing
12:00 “1:00- '- .Registraxtion and LUNCH - Exeten_' Room'

' 1:00 -1:30 °- . "fWélche;’__ - Don Shumway, Director,
e . Division of Mental Health and Development Services

- 1:30 - 2:15 ", Participant Updates )
12:15-3:15 " Introduction to Cbmmunity Organizing . L .

3:15-3:30 . Break:

3:30-4:00 -, Leadership Panel: Jim Piet
‘ Eileen' McCall
. Glee Hooper

- 5:00-5:15 - . Appetizer Break
© 5:15 - 5:30 “We Are Speaki_ng For Ourselves” Video X h
_5:30 -7:00  Community Organizing: Stephanie Thqmas; ADAPT
‘7i00401i..:.. * "Dinner at'the AshWo»rtH - Rose Room -, - '
"y . FROM VISION TO -REALITY
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. Agenda
" SESSION VI, DAY TWO: .
- ‘Commu,nit'y O_r_ganizing

| 71:3ij 830 - ‘l].3‘reak:fast
900-1100 - .' Org_ah‘iz'iﬁg :Y,_(J)ur. (-:.or_nA'mlinivty"- :
o 1‘1:\040. - i_-.l‘:3;0. i o B;eak‘ahd Check Out ’
| ~1:30 - .12:30" . ; | :.. '\Nut‘s, 'Bolts_,. and ét?zﬁtggiés |
1230 _130 : o " : :-I:u'nch.,-in the RoseRoom )

Y 1300 300 S : "Act:io_n_ Planning -

- .3:00 - 3::’>0 o l')ebf@ef about original '-éxpeétatiohs :

" 3:30 £ 4:00 . - Closing"C_ele_:bratinn and
.. <o ¢ - . Plans for the Future

Appendiss E
Session Agendas
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7 FIELDWORK ASSIGNMENTS

"

. “Uearned thatall people ©

~ A

A

7 shouldbe treated right and bave.

 afairshake oiitof life.”

, 7



-' What1sYOUrV151onf0r -YOfJ'f.sé‘lf,. ‘}"(.')ui.rffal;ﬁly,)'rol’;r—‘futu;e?‘—,. ;? R ; . o
»Whatls Y(;qr 'h‘ighfm?lre?.__ ‘ . . S . ‘vt : h .
- Y B;Iing:é' Phi()%d ofyourself and your 'f‘zih.)ily“t'o‘,the I‘lelitt..ses‘__gif)nj.'_.' | ' |
. Be Creative, 'Youl can \}f-/rit\e', type, make a‘ photo Collage, usea ta{éé record'_e;to'.co'mplctf‘:.t“his 3551gnment; ‘}

% .7 " FROM VISION TO

Aruitoxt provided by Eic: ,
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Apppendixs s
Fieldwork Assignments

FIELDWORK ASSIGNMENT #2

<

b 7

1.1 you ?til'l.-haveg’f donglso‘,bjr.ing. ‘pict'i.'l-res‘ of you,;yc.).u_,r. fafni_l.);, and key jée;)ple m your life to tlhevr‘lext se§§i9n.
2. .'Dlescribg one 'changé you ?A'/o.uld liké to m;lke to gssigt yolu'in ac.bilevin'g- your .v.isif)ri.
:.’ What a%e .f.ive steps t.o ai‘c':hievi‘r'lgvt-his cl;ange?
. 3 .Ansyverlthg follc.)v\s\/ing-qugst'io.ns "one day ?ndfa_ga:in t’wc'):vs‘/egks after thls session.:
What .though\ts;; i_dea.s,.o.f activitie% frc;m the Leédersh_ip" Series stand out f.or you?‘
" .Wha.f n-m'de them me‘a?ing.ful'for'yc;lil-?v'
qu might' yb-u use'-.th.em in:your own l{fg?

. Do you think these ideas might make a difference for you? '

Why?

‘ Q A Manual 10 Replicate the New Harﬁf)shireLeadersbip Series. : C _ A o 75"




Fieldworl Assignments S T S - -
* FIELDWORK ASSIGNMENT #3 .
. .Reéd all of the handéﬁté ypu fec'eived bdurinAg th\isv session.” - SR

* Define assistive technology.
. . ., '

‘

* Come upwnth a l~ist‘ éf all of t};:e. assistive ‘_te_chnc.ilogy_"rc.soix.r\c‘es"av\%ai‘lable in Ngv&-H_allphbshire. SR
. .f]_}ring..in\' pictgre; c;f'aééi:s't;i;{.e 'te'c}hn';,'lovgyj t:hatAy.oui. fin‘c‘i in eve_r_.).ldz.iy iifeP E

o ?héCk in w'¥t}.1 otﬁe; rr{embér; of y.oAg'r.:I‘;eadé.r‘s,h‘if)‘ Gr.ou?) to fi};d. >.01.1t’ how th_(le.y’r_e,(dic.).ing.» y \

'.. Begin_ w'or‘king'on thestepsto ‘ééhieving:‘ylougy_'v‘\is.ior'l. Re‘cc:)'rd. '};c;gr;fogréss: ’. "' §

A s ~ ‘." .
- .
B
T N

§ ' - ; - FROM ‘VASTON_TO - REALITY




T S L. : : L S Fieldwort Assignments

FIELDWORK ASSIGNMENT #4 ©~

s

+ Find your legislator’b narne, address,-and phone number in the book of leglslators.

Sa f o . .. . ) N

o Write and 1nv1te him/her to our next se551on In the letter, give them your phone number and/or ours
to call for more 1nformatlon ' : . '

. [ N . \
_' .

. Thls letter should be sent out as soon as p0551ble so. they put you on their schedule of 1mportant
thlngs to do (A sample letter is enclosed)

K
o

* Let us know who you“invited and the responses so we can plan ‘thie next session accordingly.

b

. Attend a meet1ng This could be anywhere — c1ty councll plannlng board school board area
: agency meet1ng or facilitated communlcatlon support-group at your area agency, etc.

o ' A Manuatio Replicate the New Hampshire Letzdershlp Series T o B 77
e TR
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Ammﬁx@g _'\'bl...-k.' ’ , . ,

" SAMPLELETTER . - - o e

Dear Representative (personalize):

My name is Beth Dixc.).n_ and I live on DlinlgleeStrget in Conbord, New:Hamp‘shi'rezI am the p;ar-eﬁt"'of four children . o
‘who have grown up and attended school in Concord. My youngest son, Andrew, attends Rundlett Junior High™ ~
- School: He also experiences a variety of disabilities that require support for him to learn. ‘Asa result of ‘my -

experiences with-Andrew, 1 have gotten involved with the:New-Hampshire Leadership Tra_inih'g Series. -

o

As a participant of the Leadership Series, T have been'learning about best practfces‘ for pedple _vyith'disabilities. o

These practices include: attending local-schools and regular classes; living and receiving support at-home; being .~ -

employed.in real jobs;.and, having access to the-supports necessary to manage the overall needs of individuals and - *

_families to live, work; and play alongside family, coworkers, and friends in the community.

. As one of the final session in this six-part Series, we will become familiar with the legislative process and learn

e . .. . SN P . . . . - . .. X . . ° .
--about citizen involvement in public policy and government decision making. Mr. Allin Bergman, Director of

" Governmental Relatiorn_s, United Cerebral Palsy Associa_tion,'Was}_lingtoﬁ,-DC, will facilitate this event. .-

I'would like to.invite you, as:a member of the (name the committee i.e. education committee) to join a discussion

about the legislative process with other parents who have children with'di‘sébi_liti‘es and individuals with disabilities.
~ This session, sponsored by the UNH New Hampshire Leadership Series, is scheduled for (date, time) at the Legislative

Office Building. . c _

e -

' The session is informal, lasting two hours. No preparation is necéssary on your part. Lunch will be served fdllowing

" the séssion. We hope you will be ablé_ to join us. Please call me to confirm.your participation (telephone nufpber) :

- or the New Hampshire Leadership Se:i;:s'(telephqne number) if you have any. questions.

- ..Svincerel_y’,

(your name) -

o

75 .
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S o Fieldworls Assignments

" FIELDWORKASSIGNMENT #5 . " )

"+ Write a thank you letter to the legislators who attehdéd'_thé session. Make sure you outline your issues in your letter.
. Research the organizations in New.Hampshire responsible for community organizing and citizen advocacy. -
¢ Interview the organizations that appeal to'you to find out exactly what they do. =~ =~ S

* Record your interview, = - , A .
p ) - )
. . \ : .
- o N N
< ’

- _AMZmual.toRepl'icate‘théNéiuHampshirelt_zade{shipS/eries'k R . ‘ AR ) ) 79
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~ AppendixG -

- BUDGET AND FUND RAISING STRATEGIES -

o ."With'mpport and information,
", expectations can be increased

. and possibilities realized.”

Q AManual toRe})licatetheNewHampsbire.LeadérshiﬁSeries o o . 81




LEADERSHIP SERIES COSTS.

Personnel

Fémily Leédership Co_c;rdinator"" : ...25% FTE I e : o _' $ 5,5Q0

 Coordinator Benefits | . 33.5% of $5,500 s 1,843
'SIIFacilftdths‘ ) o o '$1.00 per session X 6 session Lo R o .. “;-$i3,060 .
Contr'z_actéd/Pljr'cHéged Services : | | E
- ZPfesentéré'; ( - - : $’6'00./s'c>:‘ssic')nv‘x 6';session§ : " . o : . 5$_.7,20;‘(.) '.
:._ Pfes‘eﬁter .vtra.v.e.l ‘ : » B -$800 x 1.2 présel;te;s. ' o o ' . | $tl 9,600'
Réspife - . i : . S :l, ."$4.0:/déy. x12 d:i'y's’x' 35'.p'arti-c:ipyants ’ _ o 2'?1’6,8}(50 '
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Appendix G:

Budiget and Fund Ralsing

Dear (personalize): :

This is to confirm our request to the DD Counc1l for $10, 000 to support this year’s  New. Hampshrre Leadershrp-‘
'SCI‘ICS As you are aware: ffom your previous’. fundlng of New Hampshire Leadership, this Series has been an
. extremely effective tra1n1ng vehicle for self-advocates and families of children with disabilities. The Series will
continue to assist parents and consumers to become more active 'and effective in the development of quahty -
. services and educatlonal programs for their chlldren and themselves o : :
"Th1s time we will br1ng together 30 family members and people w1th d1sab1ht1es for twelve days of workshops -
during (dates). All materlals, lodging, travel, childcare/respite,” meals,. and supports needed to attend will be

. covered for the participants. The cost have been historically underwritten collaboratlvely between the Inst1tute on o

' D1sab1hty and the DDC, w1th sponsorsh1ps from Famrly Support Councrls and Area AgenC1es

' 'At any time during the Series, you or -members of your staff are welco‘me to a"ttend the sessrons Please contact me

, at 228-2084 if anyone from the DDC plans to attend. The dates will be avallable as soon as we have confirmed
dates w1th several presenters ' : :

'Let me know if you require any further information. Thank you. .-

' Sincerely;

Beth Dixon
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Budiget and Fund Radsing S
G E AR

" ... Dear (person'alize’):

Once again; it’s Leadership Series time in Ne_w Hampshi_re! k

location; and 3) their comm1tment to attend all of the tra1n1ng sessions.

»

* The Institute on D1sab111ty, UAP is sponsor1ng the seventh annual New Hampshlre Leadersh1p Series. This yeat’s

series’ is new and 1mproved we are.now bringing together 30+ : parents and 1nd1v1duals w1th d1sab111t1es for 12
days of i 1ntens1ve 1nformatlon sharing' and leadersh1p development N
In order to sustain th1s valuable opportunlty, we are once again requestlng ‘financial § support from a wide varlety of :
organizations. - In"the past, financial’ support has come from Area Agencies, Family. Support Councils, the

. Developmental Disabilities Council, Department of Educatlon and the Division: for ‘Mental Health and S

Developmental Services: This broad- based support has allowed this’ Serles to educate.a large number of leaders

from all regions in our state. Because the Series has been expanded from 6to-12 days, we are no requesting $1,000. +/
per participant: -For each $1,000 that you contribute, a parent or consumer can attend the series and receive full
"‘support (respite, travel personal support meals lodg1ng, workshop materlals etc.) to insure the1r un1nterrupted
;part1c1patlon in the event.. S ' S - ~

‘-

< The overall goals of the New Hampshlre Leadersh1p Ser1es remain the same, The Series.i is des1gned to bring together
“highly motivated parents and individuals with’ disabilities and provide them. with state-of-the-art information and °

strategies to overcome many of their shared-issues: Part1c1pants gain skill and knowledge that assist them to become

. active leaders in the development of better supports and serv1ces for 1nd1v1duals with’ d1sab111t1es in our state.

‘.

Leaders in the f1eld of d1sab111ty and commun1ty supports along with New Hampshlre parents "and 1nd1v1duals :
with disabilities who have achiéved positive change-in their-lives, will be act1ve part1c1pants as presenters and
group fac111tators dur1ng each of the s1x two-day workshops e T ' Coe :

~ . . . - . o, .
Ay

Part1c1pants will'be selected based on: 1) their i 1nterest and ab111ty to organlze other famlly members, 2) geographlcal ‘

»

’ Appllcatlons to attend have been pour1ng in from all around the state and we are looklng forward to an exc1t1ng '
tra1n1ng and learn1ng opportunlty' ’ :

RS

Please complete the enclosed form and 1nd1cate how many parents and/or individuals w1th d1sab111t1es you w1ll be_‘

" able to sponsor. If you have ‘any quéstions or would like further 1nformatlon, please feel free to call me.at the',4

' _Off1ce for Tra1n1ng and Educatlon Innovatlons in Concord at 228 2084 Thanks very much for your cons1deratlon

) 1

E

RIC

Since_rely, '

,Beth Dixon,’ . ] o . N
- Family Leadersh1p Coordlnator T L o
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CNEW HAM'PSHIRE'lEADERSHl_P'C_ONTRIBUTlON/SPONSORSHIP FORM

'j,Name(
"Address -

Telephone

Yes, our organization is pleased t6 sponsor a part1c1pant(s) at the next New Hampshire Leadershlp Series
- We have ‘enclosed our check or letter of commitment S :

-

) Yes, we‘would like to sponsor . partiéipan't(s). Please call for details.

We are unable to sponsor a participant, but would like to. prov1de other resources to the Family Leadersh1p
Serles (e-g-, paper, sponsor a dinner, t- shirt expenses mailing costs, etc.). Please call for details '

We are unable to make a’ financ;ial commitment to the.New Hampshire Leadership Series at thisvtime.

£

Thank you.for your support' We would apprec1ate a response by (date). The flrst session will begin (date) and we"
. have applications, from all i regions. Please make your check payable to the University of New Hampshire and mail

' _in the self-addressed envelope .

| oo
vl
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About the Institute on Dlsablhty/UAP

The Institute on DlSabllll’y at the Umversnry of New Hampshlre was established to prov1de a coherent Umversnty—

based focus for the improvement of knowledge, policy, and practice related to the economic and social participation

of persons with disabilities in New- Hampshire. The Institute, together with the Center for Genetics and Child

Development at Dartmouth Medical School, The Institute for Health, Law, and Ethics at Franklin Pierce Law Center,
" and the Institute on Emotional Disabilities at Keene State College, comprlse New Hampshire’s University Affiliated
Program (UAP) in developmental disabilities. The mission-of the Institute is to promote the full inclision of people
-with disabilities into their communities. - ' .




O

ERIC

Aruitoxt provided by Eic:

¥

Jnstitate on Disalbiliy/UAP
Offiee for Trajn
Edveationdl Innevadions
The Coneord Center, 10 Ferry Street
Consord, NiH 03301-5019
603-228-2084 (v/ity)
603-228-3270 (fax)
Imsaitwe.Disabillioy.Concord@ unbdedm (e-mafl)
oy fod.ankedn ((nternes)

&

Oy



U.S. DEPARTMENT OF EDUCATION .
Office of Educational Research and Improvement (OERI) E n l c
Educational Resources Information Center (ERIC)

NOTICE

REPRODUCTION BASIS

This document is covered by a signed “Reproduction Release
(Blanket)” form (on file within the ERIC system), encompassing all
or classes of documents from its source organization and, therefore,
does not require a “Specific Document” Release form.

/ This document is Federally-funded, or carries its own permission to
[/ reproduce, or is otherwise in the public domain and, therefore, may
be reproduced by ERIC without a signed Reproduction Release
form (either “Specific Document” or “Blanket”).




