Appendix A:

I. Sample Materials
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Satisfaction Survey



Date: 





The ______________________________________Parent to Parent Program 
is conducting a satisfaction survey.  We need to show our funders that we have helped families of children with special needs in this county.  We have a short telephone survey.  Could we ask you some questions?  All information will be confidential.
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Child’s Name:  











Parent’s Name: 






A. Telephone Interview Survey
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Telephone Interview Survey                                  
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Child’s Name:_________________









Parent’s Name:________________

B. Evaluation of Parent to Parent Services

Since receiving services, please indicate the level of improvement in the following circumstances.

7.   The services I received from the Parent to Parent program improved my family life.

· Much Improved

· Somewhat Improved

· Same


8.    I know more about the resources, trainings and support services in my community.

· Much Improved

· Somewhat Improved 

· Same

9. I know more about my child’s disability.

· Much Improved

· Somewhat Improved

· Same

10. I have a place to go or someone to talk to about my child’s disability and parenting.

· Much Improved

· Somewhat Improved

· Same

11. I know where to turn for help.

· Much Improved

· Somewhat Improved 

· Same

12. I have more hope for my child’s future.

· Much Improved

· Somewhat Improve

· Same

13. Other comments regarding services provided by Parent to Parent:__________________

__________________________________________________________________________

II. Telephone Interview Survey










        Page three







Child’s Name:____________________







Parent’s Name:___________________

C. Community Resources and Services

We want to understand what services or assistance are important to your family.

14. Please indicate the services and/or assistance which are important to your family.

(Check all that apply)

· Emotional support through one-to-one matches, connection with another parent

· Emotional support through support groups/socials

· Information about available services 

· Information about my family member’s disability

· Parent group gatherings

· Other community gatherings

· Trainings/Educational events

· Child care during the meetings

· Transportation for appointments and other essential trips

· Assistance with filling out forms

· Interpreting and translating

· Assistance in applying for services and benefits

a. What would you like to learn or know more about?

· Other










15. Please check which barriers you experience in accessing services.

· Lack of transportation

· Lack of child care

· Language

· Immigration status

· Frequent moves to new location

· Lack of available services

· I never experience barriers

· I do not know

· Other










(Thank you to Yakima Parent to Parent for sharing this survey.)
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SUPPORT PROGRAM OF THURSTON COUNTY
1012 Homann Drive S.E.
Lacey, Wash. 98503
(360) 352-1126

Parent - Community Survey
December, 2004

Parent to Parent Support Program of Thurston County provides emotional support, information,
and referrals for children with disabilities and their families. Our current focus is primarily on
families with children in the age range of 12 years and younger.

This agency is engaged in a planning process to establish goals and direction for the
next 5 years. We would appreciate your input as we undertake this important step.Please
complete the survey and return it to the Parent to Parent office no later than December 30.

Please circle one of the following would best describe your status.
Parent age of child with disabilities

Professional: school agency. other,

Interested citizen_____

1. Are you aware of the services provided by Parent to Parent in Thurston County?

yes no unknown
2. Do you use or have you used Parent to Parent services? ____yes ___no
If yes, check all that apply.
___Family recreation Library/equipment loan
___Referral/information _____Support groups
___Parent education activities Family Resource Coordination
__ other (Birth to three years)

2. How would you rate the effectiveness of Parent to Parent services?
Rate each area by placing the first letter of your descriptor in the space provided : Poor Fair
Good Excellent

Family recreation

Library/equipment loan

Referral/information

Support groups

Parent education activities

Family Resource Coordination (Birth to three years)

Other

T

4. Which of the current services would you like to see more of? Check all that apply.

____Family recreation _____Library/equipment loan

___Referral/information Support groups

___Parent education activities Family Resource Coordination
Other (Birth to three years)

A United Way Member Agency





[image: image4.jpg]5. If opportunities were increased, when is the best time to schedule them for you to
participate?
Duringtheday ___ besttime ___  Evening best time

6. Should Parent to Parent work towards providing services with children and or adults beyond
the age of 12 years? yes no
If yes, specify age 18-21years life span

7. Should Parent to Parent work towards providing additional services?
yes no undecided

If yes, check all the areas that seem most important:
___Legal planning (guardianships, trusts, estates)
__Saocial activities (give an example)
____School Advocacy

___Legislative Advocacy

Accessing federal, state, and county services
Utilizing federal, state, and county services
Respite care

r

t

[o]
=
(0]

8. Please share any additional suggestions and/or comments that will help
support the Board in its planning process.

9. How would you like to be involved? Check any that apply
____volunteer: events, publications building maintenance
childcare provider
Board member
Share talents and or interests
Keep me informed on progress
Other

Thank you for your time. We truly appreciate and value your recommendations and comments.
Return to Parent to Parent Support Program 1012 Homann Drive S.E. Lacey, WA. 98503

Personal information (optional)
Name Address,

Phone number e-mail

A United Way Member Agency





[image: image5.jpg]5. If opportunities were increased, when is the best time to schedule them for you to
participate? '
Duringtheday ___ besttime ___  Evening best time

6. Should Parent to Parent work towards providing services with children and or adults beyond
the age of 12 years? yes no
If yes, specify age 18-21years life span

7. Should Parent to Parent work towards providing additional services?
yes no undecided

If yes, check all the areas that seem most important: .
___Legal planning (guardianships; trusts, estates)

___Social activities (give an example)
____School Advocacy o
____Legislative Advocacy
____Accessing federal, state, and county services
____ Utilizing federal, state, and county services
___Respite care ' :

other.

8. Please share any additional suggestions and/or comments that will help
support the Board in its planning process.

9. How would you like to be involved? Check any that apply
_____volunteer: events publications building maintenance
childcare provider
Board member
Share talents and or interests
Keep me informed on progress
Other

Thank you for your time. We truly appreciate and value your recommendations and comments.
Return to Parent to Parent Support Program 1012 Homann Drive S.E. Lacey, WA. 98503

Personal information (optional)
Name Address,

Phone number e-mail

A United Way Member Agency
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Your responses on this questionnaire will help us to learn and grow as a family
support program. Please return it in the postage paid envelope provided.

Thank you for taking the time to complete this evaluation. ©
Today's Date:

1. What is the name of the developmental disability or special health care
need that your child has?

2. How old is your child? years old

3. What is your ethnic background?

10 Caucasian 40 Asian-American
200 Latino-American 500 Native-American/American Indian
33 African-American 0 Othet

4. What is your primary language?

10 English
203 Spanish 30 Other
5. How long have you been involved with Parent to Parent? +

6. How often do you have contact with the Parent to Parent program
coordinators?
_____times per a week
_____times per a month
_____times peryear
7. Please indicate the services/supports you have received from the Parent to
Parent program. (Check all that apply).
0O  Emotional support through a parent “match”
Emotional support through program coordinator
Valley Parents
Yakima Autism Support
Hispanic Social- Yakima
Hispanic Social- Sunnyside
Down syndrome support social

gooooaoaaa

Information about services, resources, and disability





[image: image7.jpg]0O  Family social events (i.e. EGGstravaganza)

O  Other
Childvesis Vi 0
IAYeus Viliage PARENT to PARENT
Strongly | Disagre Not Agree | Strongl
Disagre e Sure Yy
e Agree
8. It has been valuable for me
to connect with other
parents of children with e 2 0 a =
special needs.
9. The services and supports |
receive from the program a .0 o1 0 50
have improved my family
life.
10. I know more about the
resources and support 0 0 a0 0 50
services in my community
and how to access them.
11. I know more about my
child’s disability. i = 53 & =
12. 1 have a place to go to talk
to other people about my
child's disabiﬁ’ry and g A a o 0
parenting.
13. The support | receive helps
me to know that | am not 10 20 30 40 50
alone.
14.1 have more hope for my 0 o0 50 0 s
child.
15.1 trust program coordinators
and would contact them a .0 50 0 s
again when | need
assistance.

16. Other comments regarding program coordinators/Parent to Parent Staff:






[image: image8.jpg]17. Other comments regarding Parent to Parent support activities:

Thanks again for completing this questionnaire! ©
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Sus respuestas a este cuestionario nos ayudaran a aprender y a crecer como
un programa de apoyo familiar. Por favor regréselo en el sobre proveido con
franqueo pagado.

Gracias por el fiempo que se tomo al completar esta evaluacién. ©
La fecha de hoy:

1. Cudl es el nombre de la discapacidad del desarrollo o necesidad de
cuidado de salud especial que tiene su nifio?

2. $Qué edad tiene su nifio? anos

3. Raza/grupo étnico?
18 Caucdseo 40 Asidtico-Americano
20 Latino-Americano 503 Nativo-Americano/Indio Americano
30 Africano-Americano 41 0tro

4. 5Cudl es su lengudije principal?
10 Ingles
201 Espanol 31 Otro

5. sCudnto tiempo tiene involucrada con Padre a Padre?
6. sQue tan seguido tiene usted contacto con las coordinadoras del
Programa Padre a Padre?
_____veces por semana
______veces porames
—___veces por afio
7. Por favor indique los servicios/apoyos que usted a recibido del Programa
Padre a Padre. (marque todos los que apliquen).

O Apoyo emocional a través de una “conexién” enfre padres
Apoyo emocional a través de la coordinadora del programa
Padres del Valle
Apoyo para el Autismo de Yakima
Social Hispano - Yakima
Social Hispano- Sunnyside
Apoyo social para el Sindrome de Down

aooooaaao





[image: image10.jpg]O  Informacién sobre servicios, recursos, y discapacidades
O  Eventos sociales familiares (como EGGstravaganza)

0 Oftro

Firmement
een
Desacuer
do

estoy en
desacuer
do

No
estoy
Seguro

De
Acuerdo

Firmement
e de
Acverdo

8. Para mi ha sido valioso él
poder conectar con otros
padre de nifios con
necesidades especiales.

10

20

33

40

50

9. Los servicios y apoyo que
recibo del programa han
mejorado la vida de mi
familia.

10

20

303

40

50

10. Conozco mas sobre los
recursos y servicios de
apoyo en mi comunidad y
como obtener acceso a
ellos.

10

20

30

43

50

11. Conozco mas sobre la
discapacidad de mi nifio.

20

30

40

50

12. Yo tengo un lugar en donde
puedo ir a hablar con otras
personas sobre la
discapacidad de mi nifio y
como ser padres.

10

20

33

40

50

13. El apoyo que yo recibo me
ayudo a saber que no estoy
sola.

20

33

40

50

14.Yo tengo mas esperanza
para mi nifio.

10

20

30

40

50

15.Confié en las coordinadoras
del programa y volveria a
ponerme en contacto con
ellas ofra vez cuando yo
necesite asistencia.

10

20

30

40

s3

16. Ofro comentario en cuanto a las coordinadoras del Programa/Personal

de Padre a Padre:

17. Otro comentario sobre las actividades de apoyo de Padre a Padre:
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Centralia College
Parenting Children with Special Needs

SURVEY

In the past, Centralia College offered a parenting class for parents of preschool children with special
needs. We are interested in determining if there is a need or desire for the class to be offered again, this
time including parents of all ages of children. Your response to this survey will help determine that need.

Would you be interested in a class for parenting children with special needs?
Yes
No

What format would you like to see?

Parents meet once per week for parenting education/support
Family meets once per month for family activity

Both

Other

|

What time of day would work best?
Morning
Afternoon
Evening

What day of the week would work best?
Monday

Tuesday

Wednesday

Thursday

Friday

il

What topics would be most helpful to you?

How old is your child or children?

Other comments:

If you would like to be contacted about this survey, please give your name and phone number:

Please return this survey to: Nancy Keaton
Centralia College
600 W. Locust
Centralia WA 98531

OR

Email responses to: nkeaton@centralia.ctc.edu

Thank you for taking the time to give your valuable input.
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PROGRAM SURVEY YEAR 2004 ) PARENT to PARENT

Please take this opportunity to evaluate the supports and resources that you receive throughout the past year.
This will be used to update and establish goals to support individuals with developmental with developmental disabilities.
Take a couple minutes to complete and mail back in the stamped self-addressed envelope.

AGE OF INTEREST  Check boxes that apply to you or the individual(s) you support.

o Birth-age 6 - o Elementary (age7-11) o Se¢ondary (agel2-18)

o Transition (agel8-21) o College 0 Adult o Older than 50
Please circle and/or write additional information on the line. CIRCLE ONE
SUPPORT
Does talking to another parent help you understand your child’s special needs? YES NO
Do you have more hope and know where to turn for help? YES NO

Would you use an e-group with just parents to ask questions and gain support? YES NO

What would you do differently if anything for parent support?

NEWSLETTER
Do you use information in the Newsletter and other mailings? YES NO
Do you share the information with others? YES NO

What other information would you find helpful?

COMMUNITY
Would/Do you attend any support group meetings? YES NO
Would/Do you attend the family/group activities? VYES NO

What activities/support groups would you like to see available?

ADVOCACY
Are you attending any local advisory boards? YES NO
Do you attend workshops, meetings or conferences? YES NO

What type






[image: image14.jpg]LEGISLATIVE ISSUES CIRCLE ONE
Is the legisiative information provided during and prior to the
legislative session helpful for you to understand issues? YES NO

Did you contact your legislators? oPhone o E-mail o Mail o Notatall

INTERNET / E-MAIL

D you use e-mail? YES NO
D« you participate in the Lewis County E-Group? YES NO
If s0, are you interested in the updates and resources listed? YES NO
Would you be interested in a local website or on-line newsletter? YES NO
RESOURCES

Are you aware of the Helping Parent Program? YES NO

Have you ever checked out books or videos from Resource Library at In-Tot?  YES NO

Are you familiar with IDEA and aware of the education

entitlements until age 21? YES NO
Do you know where to get resources and support services in your community? VYES NO
Are aware of or receiving Division Developmental Disabilities services? YES NO
Are you on a waiting list for any DDD services? YES NO

If s0, what service and for how long?

Do you know about Employment and Vocational Services? YES NO

Please complete:
Name: Phone:
Address: E-mail:

Main Interest or Priority Need for Your Family:
o Education 0 Medical or Insurance o Legislative Issues

o Housing o Employment o Other

Any other comments or questions:

Thank You for taking your time to complete this review and if you added your address,
look for your postcard for a FREE plant from Reliable Enterprises.
Paula Zamudio, 203 W. Reynolds Ave. Centralia WA 98531
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Dear Parents,

Skagit County Parent to Parent strives to be a useful resource to families with special needs children. In
order for Parent to Parent to serve your family’s needs more efficiently, we need to update our records and
receive input on the direction of the program.

Please take a few minutes to complete both sides of this survey. Then, simply fold, seal and apply a $0.37
stamp. Please return to Parent to Parent before November 30, 2005.

We have enjoyed working with so many of you and your families. We look forward to meeting more of
you in the following months.

Heather Milliren, Coordinator Cindy Hubert, Birth to Three Consultant
Family Information Update (This information remains confidential)
Name(s):
Address: City: Zip:
Home Phone:

Language(s) Spoken:
Does your family want to continue using the services provided by Parentto Parent? _ YES ___ NO

Has any one in your family completed the “Helping Parent” training program? __YES; Who? NO__

If no, would you be interested in becoming a ‘fHeIpIng Parent?” (see pages 2 & 8 for more info) ___ YES; Who? NO___
P2P Program Interest (Please indicate your P2P interests)
__ Mailing List We need your suggestions for a topic, speaker/author or area of interest

Onecon-One Support that you would like Parent to Parent to coordinate for one of our
= Ppo monthly support/educational meetings or quarterly newsletters.
___ Monthly Support Group
___ Sibling Support Group
___ Helping Parent

Board Member

Hispanic Outreach
M

Thank you for your support!
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I am interested in continuing my involvement as a Helping Parent
Volunteer.

I am interested in becoming a Helping Parents volunteer and would like to be notified of
the next Helping Parent training..

I am not interested in continuing as a Helping Parent volunteer, but would like to remain
on the mailing list in order to stay informed of future activities.

I am interested in being involved with the “ Count Me In “ Puppets program, an
educational presentation using puppets to increase disability awareness in public schools
and in the community.

I am interested in helping with the quarterly Newsletter.

I am interested in volunteering for special events. Please contact me when you need help!

T am NOT interested in being involved with the Parent to Parent Support Program.

Do you have any additional skills you would like to share to assist with the
Parent to Parent Program? (grant writhing, fundraising etc....)

I am interested receiving more information or in joining the Benton Franklin Parent
Coalition.

I would like to see Parent to Parent offer a workshop or presentation pertaining to this
subject

1 would like to have more social opportunities offered by the Parent to Parent Program.

I would like to receive information by email. MY email address is

Has The Parent to Parent program provided you with emotional support and/or resources?

What services would you like see in the Tri-Cities that would benefit you and your family?
(examples:respite care, educational workshops, sibling support group, Fathers Network, Daycare)
Please use the back of questionnaire to let us know what your needs are!!

Name T h e
Address Ar‘c
Phone# of Tri-Cities

This questionnaire is helping us update the program’s mailing list. Please send this back as soon as
possible to be included in on the new list.  Thanks, Sue Pederson Parent to Parent Coordinator
Email suep@arcoftricities.com

phone # (509) 946-5157 ext. 107





Welcome to Holland

By Emily Pearl Kingsley

I am often asked to describe the experience of raising a child with a 

disability to try to help people who have not shared that unique experience-

To understand it, to imagine how it would feel. It’s like this…

When you’re going to have a baby, it’s like planning a fabulous vacation trip to Italy.

You buy a bunch of guide books and make your wonderful plans. The Coliseum, the Michelangelo David, the gondolas in Venice. You may learn some handy phrases in Italian. It’s all very exciting.

After months of eager anticipation, the day finally arrives. You pack your bags and off you go. Several hours later, the plane lands. The stewardess comes in and says, “Welcome to Holland.” “Holland?!” you ask.” What do you mean Holland? I signed up for Italy! All my life I’ve dreamed of going to Italy.” But there’s been a change in the flight plan. They’ve landed in Holland and there you must stay. The important thing is that they haven’t taken you to a horrible, disgusting place, full of pestilence, famine and disease. So you must go out and buy new guidebooks. And you must learn a whole new language.  It’s just a different place. It’s slower than Italy, less flashy than Italy. But after you’ve been there for awhile and you catch your breath, you begin to look around, and you begin to notice that Holland has windmills, Holland has tulips, Holland even has Rembrandts. But everyone you know is busy coming and going from Italy and they’re all bragging about the wonderful time they had there. And for the rest of your life, you will say, “Yes, that’s where I was supposed to go. That’s what I had planned.” The pain of it will never, ever, ever go away, because the loss of that dream is a very significant loss. But if you spend your life mourning the fact that you didn’t get to Italy, you may never be free to enjoy the very special things about Holland.

Celebrating Holland- I'm Home
By Cathy Anthony


I have been in Holland for over a decade now. It has become home. I have had time to catch my breath, to settle and adjust, to accept something different than I'd planned. I reflect back on those years of past when I had first landed in Holland. I remember clearly my shock, my fear, my anger, the pain and uncertainty. In those first few years, I tried to get back to Italy as planned, but Holland was where I was to stay.


Today, I can say how far I have come on this unexpected journey. I have learned so much more. But, this too has been a journey of time. I worked hard. I bought new guidebooks. I learned a new language and I slowly found my way around this new land. I have met others whose plans had changed like mine, and who could share my experience. We supported one another and some have become very special friends. Some of these fellow travelers had been in Holland longer than I and were seasoned guides, assisting me along the way. Many have encouraged me. Many have taught me to open my eyes to the wonder and gifts to behold in this new land. I have discovered a community of caring.  Holland wasn't so bad. I think that Holland is used to wayward travelers like me and grew to become a land of hospitality, reaching out to welcome, to assist and to support newcomers like me in this new land. Over the years, I've wondered what life would have been like if I'd landed in Italy as planned. Would life have been easier? Would it have been as rewarding? Would I have learned some of the important lessons I hold today? Sure, this journey has been more challenging and at times I would (and still do) stomp my feet and cry out in frustration and protest. And yes, Holland is slower paced than Italy and less flashy than Italy, but this too has been an unexpected gift. I have learned to slow down in ways too and look closer at things, with a new appreciation for the remarkable beauty of Holland with its tulips, windmills and Rembrandts. I have come to love Holland and call it Home. I have become a world traveler and discovered that it doesn't matter where you land. What's more important is what you make of your journey and how you see and enjoy the very special, the very lovely, things that Holland, or any land, has to offer.


Yes, over a decade ago I landed in a place I hadn't planned. Yet I am thankful, for this destination has been richer than I could have imagined!


 (my follow-up to the original "Welcome to Holland" by Emily Pearl Kingsley)

Example: Interview Questions

Candidate: ___________________________         Interviewer: _________________________

Parent – to – Parent Program

Interview Questions

1. Do you have any questions about the job description before we begin the interview?

2. Tell us about yourself. Your training, course work and experiences that you have had in the areas specifically related to child development, special education and community-based services.

3. What personal qualities do you have that will be helpful in relation to parents who have children with special needs?

4. Please tell us about your computer skills and your ability to research and/or network for those who call the Parent line?

5. What strategies would you use to build bridges with families who are difficult to communicate with?

6. How do you for see your role in regard to informing the public about the Parent – to – Parent program?

Parent – to – Parent Program

Interview Questions

Cont:

7. On a scale of 1 through 10, with 10 being the best, how do you rate your organizational skills?

8. What community resources are you aware of that may be important for parent to know about? Please consider ages 0-21 and beyond.

9. What additional training do you for see needing to do this job?

10. How do you cope with stress?

11. What recommendations would you make to a caregiver who is upset about “hyperactive” preschooler?

12. Please tell us about your view of the importance of confidentiality.

13. Do you have any questions for us?

Example: Coordinator Introduction Letter

SKAGIT VALLEY COLLEGE

Whidbey Island Campus

1900 SE Pioneer Way

Oak Harbor, WA 98277

February 19, 2002

Dear Parents,

Hello, let me introduce myself! My name is Teena Peardon, and I am the new Parent-to-Parent Coordinator for Island County. I am the mother of a wonderful five year old boy with High Functioning Autism. Being my son’s mom, and my involvement with SEPAC and other services in our area, has already given me the opportunity to meet some of you.

I am looking forward to being your program coordinator.  In the months ahead, I hope to get more training and to be come more acquainted with, and knowledgeable about, our local service providers. I hope by this summer we are able to offer a Helping Parent Training and begin offering other support activities for parent sin the program.

I have enclosed a questionnaire to find out what your level of interest is in being involved with the Parent-to-Parent Support Program. I would appreciate it if you would complete the questionnaire, as soon as possible, and return it in the envelope provided. Then I can begin the task of updating the parent files. Any questionnaires not returned will be taken as an indication of disinterest.

I am looking forward to meeting those of you I haven’t met, and working with those of you who want to continue your involvement with the Parent-to-Parent Support Program. I realize I have some pretty big shoes to fill, and I am asking, in advance, for your much needed patience and support while I try to fill them!

Sincerely,

Teena Peardon

Parent-Parent Coordinator

PARENT - TO - PARENT SUPPORT PROGRAM QUESTIONNAIRE


NAME: 








ADDRESS: 







        
        







TELEPHONE: 






____
I am interested in talking with and receiving support from another parent whose child 



has similar needs to my own child’s.


____
I am interested in being available to support new parents who are just learning about 



their child’s special needs and would like to continue my involvement as a Helping 



Parent volunteer.


____
I am interested in becoming a Helping Parent volunteer and would like to be notified



of the Helping Parent Training.


____
I am not interested in continuing to be a Helping Parent volunteer, but would like to



remain on your mailing list to stay abreast of future activities offered.


____
I am not interested in being involved with the Parent - to - Parent Support Program.



Please remove my name from your mailing list.

Sample Agendas

Helping Parent Training

Session I

Orientation

A. Welcome and Introductions

B. Overview of Parent-to-Parent

C. Parent Introductions/Sharing

D. All About me Exercise

Lunch

Video “My Child Has a Disability”

II. 
Emotional Adjustment

A. Grief Models

B. Feelings Exercise

C. Group Discussion

Assignments

Adjourn

Sample Agendas

Helping Parent Training
Session II

Welcome/Review

III.
Communication Skills
A. Active Listening – Basic Skills

B. Exercise:  Tell Your Story

C. Differences Among Family Members

Lunch

Video “Special Kids:  Special Dads”

D. Reframing and Self-Disclosure

E. Problem-Solving

F. When a Child Dies (Guest Speaker?)

Assignments

Adjourn
Sample Agendas

Helping Parent Training

Session III


Welcome/Review

IV. 
Cultural Awareness


A. Guest Speaker (s) or open discussion of group diversity 

V.
Helping Parent Role

A. Skills

B. Referral Process

C. Exercise: My Circle of Support

D. Group Discussion

Lunch

Video “Regular Lives”

Sample Agendas

Helping Parent Training

Session IV
VI.
Into the Community

A.
Building Positive Relationships


B.
Education


C.
Dreams Exercise

VII.
Wrap up/Resources Available

A. 
Group Discussion  -  Belonging

B. 
Evaluations
Lunch

Video “Voices of Friendship”

Adjourn
Kaleidoscope Wheel:  A Useful Strategy For Change

Possible Evaluation tool after the training:

This fifteen minute strategy can be used with any age group, in classrooms, meetings, workshops, etc.  It is an excellent way to sum up how the group is feeling.

Ask participants for words or images that sum up their feelings about what has just happened.  Be sure to emphasize that there are no good or bad words but simply reactions to what has gone on.  This is a way for the leader and the participants to see and hear how the group is doing.  

People often surprise one another.  Often the summary of the group is totally different than what one expects.  Groups that have been quiet often come up with deep messages that reflect the spirit of the training.  Try it.  Use graphics and color.  It is a form of evaluation for all to see! – It’s great fun and gives immediate feedback.

The Circle of Friends

When a more intense and individualized facilitation strategy seems necessary, building a support circle for a student can be a means of helping students with and without disabilities develop friendships.  Forest and Lusthaus describe the “circle of friends” as “a network that allows for the genuine involvement of children in a friendship, caring, and support role with their peers.”  In order to be successful and lasting, the circle of friends concept must be used as an ongoing process.  Forest cautions that “the Circles...technique may become routinized in schools and possibly detract from teachers’ and students’ efforts to develop more natural forms of support and friendship.”

Any relationships must be nurtured, supported and reinforced in order to flourish.  Interpretation and accommodation may be necessary components at various stages in the process.

No matter the activity, constant adult presence poses a problem for students.  Douglas Biklen states that a student can become “isolated from others in the class because he or she is constantly in the presence of a teaching aide.”  He goes on to note that “an aide may unintentionally become a chaperone or the person’s only companion.  Constant adult presence keeps peers from learning to communicate directly with the student and reinforces a perception that the student does not share interests or has needs similar to the other student’s.”

The friendship facilitation activities offered in this chapter are a small sampling of what is possible.  When teams of educators and families come together with the common goal of supporting friendships and belonging for students with disabilities and for all students, the possibilities are limitless.  Facilitation plans are most successful when they are customized for a particular student, his or her team of adults, and the school, family, and neighborhood community. 
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HELP WANTED !!

Pierce County Parent to Parent Helping Parent Volunteers

Pierce County Parent to Parent

Helping Parent Volunteer Training

YOU ARE NOT ALONE. If you would like to
mentor and be a support to another Parent like your-
self, who is looking for someone who understands
and is trying to navigate services for their child
with disabilities, THIS TRAINING IS FOR YOU.

Sumner Presbyterian Church
1915 Washington Street
Sumner, WA
March 7, 14,21, 28, 2005
3:00—6:00 PM

*Directions to Presbyterian Church: From North bound I-5 take River Rd. exit. Turn left on
Meridian and go over the Puyallup river bridge. Turn right onto SR 167. Stay in right lane
which becomes HWY 410. Take second exit and tum left onto Valley Ave. Take left on
Washington St. The Church is on the right.

Please contact Michele Lehosky or Betty Johnston for an
application and information.
Y- mlehosky@washingtonpave , bjohnton@washington pave.
Washington PAVE 253-565-2266





	Agenda

Session I



	3:00 PM
	Welcome & Introductions


	Michele Lehosky

	3:30 PM
	True Colors

Communication Skills


	

	4:30 PM
	Break


	

	5:45 PM
	Closing


	


	Session II

Agenda



	3:00 PM
	Introductions


	Michele Lehosky

	3:30 PM
	EMOTIONAL CRISIS AND RESPONSES PARENTS MAY EXPERIENCE


	PARENT PANEL

	4:30 PM
	Break


	

	5:45 PM
	Closing


	mICHELE LEHOSKY


	Session II

Agenda



	3:00 PM
	Introductions


	Michele Lehosky

	3:30 PM
	cOPING sTRATEGIES

hOW dO wE hELP oURSELVES AND oTHERS?


	PARENT PANEL

	4:40 PM
	Break


	

	5:15 PM
	iDENTIFYING fAMILY sTRENGTHS


	

	5:45 PM
	Closing


	mICHELE LEHOSKY


	Session II

Agenda



	3:00 PM
	Introductions


	Michele Lehosky

	3:30 PM
	wAYS TO hELP oTHERS

cIRCLE OF sUPPORT

pERSON cENTERED pLANNING


	

	4:30 PM
	Break


	

	4:45 PM
	pARENT TO pARENT pROCEDURE

hOW dOES A mATCH rEALLY wORK?

cONFIDENTIAL iNFORMATION

tIPS FOR hELPING pARENTS


	

	5:45 PM
	eVALUATION & cELEBRATION


	aLL


Parent to Parent

Helping Parent Training

September 30 & October 1

Agenda:  Friday, September 30

I.
Introductions:


Mission Statement


Film


Discussion


a.
Why you are here


b.
Application

Agenda:  Saturday, October 1

I.
Film


a.
My Child Has a Disability, A Parent’s Perspective

II.
Emotional Adjustments


a.
Exercise:  How did you feel when you learned your child has a disability


b. 
Emotions:  Grief

III.
Communication


a.
Poem


b.
What is Active Listening


c.
Key Elements


d.
Reframing


e.
Problem Solving

IV.
Helping Parent Role


a. 
Expectations


b.
Job Description


c.
Client Confidentiality


d.
Boundaries


e.
Reports

V.
Resource Community
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Sample: Training Invitation

The Arc - King County

Do you remember receiving your child’s diagnosis of a developmental disability?

Was there someone who reached out and offered the support you needed?
Do you wish there had been?

Now is an opportunity to thank that person who was there for you, or to become the person
you wish you’d found.

Parent to Parent Support

Helping Parent Training
March 11 and March 2, 2000
9:30 - 2:30pm
at the

Arc-King Co. - 10550 Lake City Way NE - Ste. A - Seattle, WA
Map on the back

Parent to Parent is a support network of trained Helping Parents, all of whom have children
with developmental disabilities. Through your participation in the training, you join this
network and become available to assist families dealing with a new diagnosis.

The training provides an opportunity to explore your own experiences of diagnosis, to

share with and learn from others, and to enhance communication skills. Participants gain
both the benefits of new skills and information as well as the advantages of group support.

“We cannot hold a torch to light another’s path without brightening our own.”

For more information, or to receive an application, call Bev Sweet or Jodi Reimer at
(206) 364-4645, ext. 121
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Facilitators Outline

L

IL

1.

Welcome and Introduction (15 min)
e Thank you all for coming . ..
e Introductions
1. Lawrie
2. Lyn
e Practical items (bathroom, name tags, lunch break etc.)
e Acknowledge the kind of recommendation each person received before even
coming here today. . .
e PSP Introduction
1. CHRMC history of parents and staff identifying need for peer support
2. Pilot project modeled after P2P with help of P2P was initiated.
3. Beach Center longitudinal study findings.
4. Frame work of “Parental Self-Efficacy” — How providing peer connection/
peer modeling is part of what can lead parents on a pathway towards
. feeling confident and capable.
e Overview of today’s training
Increasing self awareness
Supporting and listening skills
Thoughts about drawing on your experience
Nuts and bolts of being a supporting parent (referrals, matches, resources )
Paperwork — evaluations and volunteer forms

e B Lo - bt

Sharing Personal Experiences (45 -60 min)
e Give each parent time to talk about their experiences without interruption or
comment. Be clear about expectation of time.
e Offer a question and model a response.
“When you think back to the early stages of your family learning about
your child’s situation. What stands out for you? What was the process of
“finding out” like?
e  Reflect back or draw out common experiences and differences that parents
shared.

Feelings . . . Moving through feelings (1 hour)
e Large group exercise
1. “What has been hard, challenging, stressful?” —make list on board.
2. “What are the feelings that go along with these experiences?”” —make list
on board.
e Reflection exercise
1. Pick any 2 of the feelings listed
2. Write down how you experience this feeling (one feeling at a time)
e Physically- “Where and how do you feel it in your body?”
e Mentally- “What do you think? Images it brings up for you?
e Impact on your relationships- partners, kids, family, friends.





[image: image20.jpg]e “What helps you work through this feeling?”
3. Share what you have written with another person in the room.
4. Share with the larger group “What did you become aware of in this

exercise?”
e Reflect back the commonalties and differences in peoples experience, coping,
etc.
BREAK (10 min)
IV.  Active Listening and Supportive Conversations (1 % hour)

“Most people do not listen with the intent to understand—they listen with the intent to
reply . . . they're filtering everything through their own paradigms, reading their
autobiography into other people’s lives.” — all too often we interrupt, we make
assumptions, we finish people’s sentences, we feel like we need to rush in and fix things.

e Introduction to Active Listening/Good Listening
1. Benefits of Good Listening
e Listening promotes understanding and prevents misunderstanding.
People open up.
Trust is built.
People feel understood, affirmed, validated, --self esteem grows.

It is a powerful and rare experience to have someone’s full attention. —
it can be a real gift to give to another person.

2. Three Basic Listening Skills. — We all have the capacity to be good
listeners. We are going to be practicing listening in 3 steps. They are. . .
e Non-verbal and one-word verbal encouraging skills.
e Helpful and appropriate questioning.
o Paraphrasing and clarifying. .

e Group exercise — “Building blocks of Good Listening”
1. Facilitator describes the exercise.
e Done in partners — each with a chance to be listener/talker.
e You will be given a choice about what to talk about (give 2 choices)
e Throughout the exercise you’ll be interrupted as we practice — so make
sure you pick something that is okay to talk about knowing you will be
interrupted..

2. Facilitator begins by describing non-verbal encouragers — the things we)
do that don’t involve talking.
e Full-body focus — (cut distractions to as few as you can).
e A relaxed focused posture
e Appropriate eye-contact — (focused but, not fixed — culturally
appropriate).
e Facial and body gestures — (head nodding, avoid grimacing etc.)
e Be patient and focused during silence
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And?)

. Let’s begin —
e Decide who will listen/talk first
e Choose a topic (examples)
o What have you learned from your child?
o When I think about my child’s future. . .
o Inthe past year, my biggest challenge has been. . .
o AsIthing about the last years, living with my child with
special needs, one thing that as surprised me most about
myselfis. . .
e Asyou listen, it may feel awkard but, try to do nothing more than the
non-verbals and one word encouragers.
e Take 2 min to practice then we will switch so each has a chance to
talk/listen.

e Very brief “debrief” as a group “how was that for you? what did you
notice?”

. Facilitator describes importance of asking questions — a good way of
getting to know what another person is thinking.
e Open-ended questions — questions that help people explore.
o What happened then. . . ?
o What did that make you think. . . ?
o How did you. . .?
o Can you tell me more about. . .?
e Question that follow the speaker’s lead, not yours (and your curiosity)
o Avoid loaded questions that are really statements ie. “don’t
you really think. . .?
¢ Be thoughtful and sensitive with questions
o Careful not to probe or pry
o Careful not to ask question after question after question
e Closed questions — don’t take you very far, ask for a yes or no answer.
o Do you like your doctor?
o Wasita good appointment?

. Let’s practice —

e Continue talking about the same subject.

e Use same basic approach to listening with nonverbals etc. but, now
add it the questions.

e Try aclosed question or two and then open questions. so you can feel
the difference

e Each person will have 4 minutes.

e Brief debrief. What differences did you notice with the types of
questions?
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e Paraphrasing
o Lets the listener know you are understanding them.
o Mirrors back.
o Restating what they said in your own words.
o Supportive.
= “It sounds like. . .”
= ‘“whatI hear you saying is. . .”
e Clarifying
o Check out that you’re understanding correctly
o Gives speaker a chance to further clarify if you are not
understanding.
o Concise.
= “IfI'have heard you correctly, your saying. . .”
= “In other words. ..”
Let’s Practice —
e Continue same topic.
e Add to the your nonverbal encourager and your questions. Try out
some paraphrasing and clarifying comments.
e Take 5 minutes each.
e Brief debrief. “How did it go?” “how were you as a listener?”

Facilitator addresses some of what not to do — refer to page in book re:
non-supportive questions and responses.

9. Encourage folks to practice skills at home with kids, partners, and family.
BREAK FOR LUNCH (30 min)
V. Supportive Relationships (1 hour)

e Reflection Exercise — “Support Map”

1.
2.

4.
5.

Place the word “ME” in the middle of your paper with a circle around it.
Write the names of people who were supportive to you and what it was
about them that made them supportive to you in the beginning stages of
identifying your child’s special healthcare needs. Place circles around
these names and draw lines to connect them to “ME”.

Do steps 1 and 2 in one color magic marker.

With a second color add to the circles of support those people that are
supportive to you in your life currently. Place circles around these names
and draw lines to “ME”. If they are the same people just circle them again.
In a separate space write down who is or was not supportive and why.
Share what you have written with another person in the room.

e Discussion of Support

1

Thinking about those people that have been supportive either now or in the
past— Picture yourself in a conversation with them. Let’s shift our focus to
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makes them supportive? — list on board.

e They are able to meet me where I am.

e They are able to stay “on topic” (idea of containment)

e They talk <20% (idea of containment)

e They are speaking in a “this worked for me” mode
not a “telling mode”.

What did their conversation, comments, stories do for you? Offer you?
e Modeling — “this is doable™
e Decreased feelings of isolation “we are the only ones”
e Provided hope

. Have you ever had someone allow their story, their need to tell their story
to “over flow” into your conversation? What did that feel like?
e Can feel --Is this person really interested in what is going on for
me?
Can overwhelm, even scare
Can take you away from your situation, feelings, needs (eclipse
your situation )
e Add stress of another person and situation to worry about
e Introduce unnecessary comparisons

. Drawing on your experience — things to keep in mind
e Knowing your areas of expertise
o you, your child and family, your heath-care experience
(idea of containment).
e Knowing your “Triggers”
o “What do your think would be hard to listen to?” You
could think of these as your “triggers”, your Achilles
Heal, things you feel so strongly about or things that
just “set you off”— make list on board.
o No judgment on your own triggers — it is just about
knowing yourself — self awareness.
o What do you do when you have been “triggered” in a

conversation.
= Breath
= Activate your “Good/Active Listening” skills
(immediately)

= After the conversation find support for yourself.

Summarize and/or clarify concepts of “overflow”, “containment” and
“triggers”.
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VII.

Referral Process and Resources (30min)

Walk through the referral process.

Walk through the match process.

Discuss basic expectations of match relationship.
Review forms and letters.

Contents of notebook.

Discuss/ Share Resources.

Closing (15 min)

Give everyone an opportunity to articulate something that was helpful for
him/her or that “stands out” about the day.

Thank you- facilitator reflects on highlights for her.
“What comes next?”
Written evaluations and Volunteer forms.

Lawrie Williams, parent, PT

Parent Support Program, coordinator

Center for Children with Special Needs
Children's Hospital & Regional Medical Center
lawrie.williams(@seattlechildrens.org

(206) 987-1119
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Invites parents to talk about raising a
child with a disability

After the Tears

A six-week discussion and study group based on the book
After The Tears by Robin Simons

Dates: June 5, 12, & 19 and July 10 & 17 Time: 6:30-8:30 PM
Location: The Arc of Clark County at 9415 NE Fourth Plain Road in Vancouver

Cost: $10 materials fee per person or couple. Fee may be paid at the
first class. A light meal will be provided and is included in the cost.

Childcare: Childcare for kids ages 2-10 is available through FreeTime at a cost

of $2.00 per child, and must be reserved in advance by calling 254-
1562, ext. 0

Pre-registration is required by May 25th, 2003.

Name:

Address

City: State: Zip Code:
Daytime Phone: Evening Phone:

Mail or FAX  this registration form to:  The Arc of Clark County
P.O. Box 2608
Vancouver, WA 98668-2608
FAX: 360-896-7382





	After the Tears

	Class Outline



	June 5, 2003

	6:00 to 7:00 p.m.  Dinner, introductions, talk about remaining classes

	7:00 to 9:00 p.m. Optional:  Attend workshop given by David & Cindy Pitonyak.

	Assignment for June 12th:  Read “One Family’s Story”, “The Beginning”, Guillt and Anger”, “New Problems, New Adjustments”, “Isolation”.

	

	June 12, 2003

	6:30 to 8:30 p.m.  Dinner, discuss chapters assigned on June 5th.

	Assignment for June 19th:  Read “Marital Stress”, “Relatives”, “Siblings”, “Other Family Needs”, “Strangers”.

	

	June 19, 2003

	6:30 to 8:30 p.m.  Dinner, discuss chapters assigned on June 12th.

	Assignment for July 10th:  Read “Professionals”, “Working with the School System”, “Is this the Best for my Child?”, “The Future”, “Meeting Your Own Needs”.

	

	July 10, 2003

	6:30 to 8:30 p.m.  Dinner, discuss chapters assigned on June 19th.

	Assignment for July 17th:  Read “Chronic Sorrow”, “Talking Partnerships”, “Personal Growth”, “Resources”.

	

	July 17, 2003

	6:30 to 8:30 p.m.  Dinner, discuss chapters assigned on July 10th.  Celebrate the chance we have had to share our stories and work through some of our own challenges!

	After the Tears

Presented by Arc of Clark County

9415 NE Fourth Plain Road

Vancouver, WA

Contact:  Tammy Bedlion 254-1562 ext. 24

Or Christi Jones 254-1562 ext. 12

Childcare for children ages 2-10 is available through Free Time at a cost of $2.00 
per child, and must be reserved in advance by calling 254-1562 ext. 0




THE FOUR STAGES OF ADAPTATIONPRIVATE 

SURVIVING:  what you do to keep going when you are feeling completely overwhelmed because something totally out of your control has taken away your child's equal chance at life.

SEARCHING:  what you do when you are looking for answers for your child.  You will probably have periods of Searching during your whole life with your child.  There are two kinds of Searching:


Outer Searching:  looking for a diagnosis or services



Inner Searching:  trying to find your identity as the parent 




of a child with special needs.

SETTLING IN:  what you do when the frantic pace of Searching lets up.  You begin to choose your battles and balance your child's schedule and your family life.  Not only has your Outer Searching subsided for a while, but more important, your attitude about it settles down.

SEPARATING:  what you do as a normal, gradual process that occurs in tiny steps throughout childhood.  When a child has special needs, the process may need to be altered or slowed down.  Extra parenting may be required - you may have to initiate separation, plan it, find it and make it happen.  Letting go on your part is also necessary.

Everyone passes through these periods in their own way and at their own time.  There is no "right way" to adapt.  The tasks in each stage may overlap.  They actually have more of a circular quality than a linear one.

(Taken from "Nobody's Perfect - Living & Growing with Children Who Have Special Needs" by Nancy B. Miller, Ph.D., M.S.W., adapted by Laura J. Warren, Pilot Parent Family Resource Center, The Arc of the Capital Area, 1/96)

SURVIVING
SURVIVING is what you do to keep going when you are feeling completely overwhelmed because something totally out of your control has taken away your child's equal chance at life.

You have something new and frightening to deal with, and you have to begin adapting to an uncertain future.  The nature of your child's special needs and their severity does not make them any easier or harder to deal with.  When you become aware that your child has a problem, is developing a problem, or is at risk for a problem, you begin to deal with this information in two ways - you cope and you react.

Coping is doing what you have to do one problem at a time, getting by.  Coping always feels like you are just keeping up with what you have to do, with little energy for getting ahead of your problems.  This is because you are using most of your energy to deal with your emotional reactions to your situation. 

Reacting drains your energy and diminishes your feelings of control over your life.  You have no sense of direction.  There are so many aspects of this experience that you may not have expected and that may frustrate and disappoint you. 

Typical Reactions to Surviving:  


* Shock

* Bodily Stress & Symptoms:  Fatigue; physical symptoms (headaches, stomachaches, chest pains, loss of appetite, lack of sexual interest, etc.); feelings of weakness, fragility, and vulnerability

           * Grief and Loss:  grief; feelings of helplessness & aloneness; sadness; depression

           * Confusion and Fear:  confusion & chaos; uncertainty & ambiguity; fear; preoccupation with your child; worrying; asking questions that appear to have no answers


* Guilt and Self-Doubt:  guilt; self-absorption, self-pity, & self-doubt; shame and embarrassment


* Anger:  resentment & envy; blaming; feelings of betrayal


* Denial:  chosen denial; unconscious denial

These reactions are the way many people feel upon hearing sad or frightening news.  Anyone who tells you that you "should not" have any of these reactions has not been where you are.  No one has the right to judge how you feel.  The reactions are temporary, although some stick around longer than you would like.  Most of the feelings get resolved or fade as you find you are ready to move on and as you begin to feel you have control of your life once again.

Easing the Surviving Process:


* Understand that your feelings are normal.


* Try to make time for yourself.


* Create/use your support system.

“Being in a state of Surviving doesn’t last forever.
It just seems that way at the time.”


SEARCHING
SEARCHING is a time of acting, of moving forward from your reactive stage of Surviving.  It is the awakening of a sense of control over your emotions and your life, and a time for seeking understanding about your child, your family, and yourself.

Searching is divided into two types - Outer Searching for answers about your child's problems and Inner Searching for understanding what the problems mean in your life.  Searching issues may dominate your life for a while; some may never go away.  You will find yourself gaining competence and self-confidence in your parenting role and a new sensitivity as you find your life values and priorities beginning to shift.  Searching is a time of active growth and expansion and of gaining a new kind of strength as you seek services to meet your child's special needs.  You will soon discover that you have more strength than you ever imagined and you have more potential support than you ever could have dreamed.

Outer Searching:


* Gives you knowledge through the quest for a diagnosis and the search for a label.

* Gives you a new perspective about disabilities through contact with other families and a new awareness.


* Gives you strength through a sense of competence & control, and empowerment.

Obstacles to success in Outer Searching can be:

* child-related issues: your child may not improve as much as you hoped or may lack the stamina or skills required or hates the program you selected or unpredictable medical crises may prevent regular involvement in a program

* parent-related issues: feelings of powerlessness when bucking systems over inflexible rules; frustration or anger if funds are cut or your child doesn't qualify; exhaustion from carting kids to therapy, driving, waiting, etc.; or you may be using Searching as a distraction to keep from dealing with other feelings 

* program-related issues: services may be unavailable or too expensive; doctors without answers or who misdiagnose; confusing choices and tough decisions  

There are no perfect programs, infallible interventions, or quick cures.  You will learn to balance the benefits of an intervention against the costs to both your child and your family.  If you find yourself "stuck" in Searching, you may want to seek help in getting some new ideas about how to move forward.

Inner Searching:


* Involves asking life questions:  Some of these questions are the same questions all parents face, but maybe not to the same extent that parents with children with special needs have to.  The questions are about being a good enough parent to your child or children, what about the other children, what about the marriage, job, etc.  These answers evolve over time, but in the meantime, you may feel anxious, depressed and incompetent because you cannot answer them.


* Involves self-questions: These questions help you know what you can do today to understand yourself better, to identify your own strengths and limitations, and to find new ways to grow.  You will learn to recognize what you can control, focus on those things, and work to change them AND learn to take the things you cannot control and let them go or work around them.

Your Inner Search is a journey of self-discovery that begins with the realization that life is going to be different than you had planned.  It is looking for a new identity that includes being the parent of a child with special needs.  It is the struggle to understand your own attitudes and values about human imperfections, and it is a re-evaluation of your life's goals and priorities beyond your parenting role.

Things You May Become Aware of During Your Inner Search:


* Life is not fair.

* Nobody cares about your problem as much as you do and no one else can ever really understand what it's like for you.


* No one is going to rescue you and make it okay.

* If you devote all of your time, energy, and thoughts to your child, someone will pay the price, and that someone may be 
your child.

* Being realistic about your child's abilities and limitations does not mean giving up hope.


* Even if your child does not progress in ways important to you, it does not mean you are a failure.


* Your child and your child's disability have nothing to do with your self-esteem.

* How your child feels about his abilities and limitations is more important than what he can or cannot do.

* Things will change.  Some will become harder and some will become easier, but they become different.  How you deal with them is what matters.

* Somewhere along the way you are going to make mistakes.  Nobody is perfect, so why should you expect it yourself?

* You are not the same person you would have been if your child did not have special needs.  You can see that as a disappointment, a challenge, or a blessing.


SETTLING IN
SETTLING IN is seeing the world for what it is and seeing yourself for who you are.  It is moving beyond the intense emotions of Surviving, feeling less of the sense of urgency of Searching, and gaining a greater sense of control and balance in your daily life.

Settling In is a time of more predictable, settled-in living.  Settling In is a time of integrating your child's special needs into the rest of your life and working to establish a new sense of stability and harmony for yourself and your entire family.

Settling In:


* A shift in your attitudes becomes apparent.  Your definition of "normal" changes - you develop a new normalcy within your family.  You don't feel as much of a sense of urgency - you realize you don't have to spend every available minute "teaching" your child and that more isn't always better.  You find yourself letting go of unrealistic expectations - you do not expect to never feel sad, guilty, or frightened again; you know that Searching will be reactivated from time to time; you begin to come to terms with "what is".  You do not worry as much.  Settling In is a time of shifting perspective about your child's needs - you shift your focus to finding ways to help your child do whatever is possible by using whatever means are available.


* A shift in your balance becomes apparent.  You establish some new priorities for your life and your child's life - you are better able to select what is important now. Your child's total needs have become your focus, not just the disability.  You are getting on with the rest of your life - you learn to juggle the daily requirements and try to make some time for yourself.  Your daily life may be more predictable.  You learn that the balance changes as some things get easier, some things get harder, and many things just get different.


* A shift in control becomes apparent.  You no longer feel helpless, incompetent, frightened or confused - you no longer just react.  You have a lot more information than you did when you learned your child had special needs and you know who to ask when you have questions.  You have new skills for Searching - you are more assertive and knowledgeable, and the professionals you deal with recognize this.  You are moving forward with a sense of vitality and purpose - you work on making your life and your family's life as stable and cohesive as possible.  You are finding what works for you - you are better able to make choices about your life.  You have a network of people.  You are a lot more flexible than you used to be - you are more able to control your emotions and are able to relax and be more flexible about the daily ups and downs of life.  

Some families are not able to enjoy the normality of feeling Settled In or this stage may be delayed, due to the following obstacles:

* continued medical crises or aggressive/self-destructive behaviors or the physical or mental health of any family 
member


* lack of financial resources or insurance or adequate insurance

* severe medical, learning, emotional, or behavior problems that families are not able to meet at home


* a marriage or relationship that cannot weather the storm

* single parenting resulting in juggling all the responsibilities 

* old Surviving or Searching issues that come back into the foreground


SEPARATING
SEPARATING is a normal, necessary process in development, which occurs in tiny steps throughout childhood.  Each step of separation is a step toward independence as your child grows up and away from you and as you let go - one safe step at a time.

The process of Separating includes both emotional separateness between you and your child, and physical separation, which may occur earlier or later than typical when a child has special needs.  When Separating issues move into the foreground, there is an increased emphasis on teaching your child skills for community living and on preparing yourself to let go.  

Separation for children with special needs often has to be initiated, planned, or supervised by parents.  This is not part of the natural order of things, as children and parents typically are both actively engaged in Separating activities.  But in the natural order of things, parents and children do separate, and there is a time for parents to expand in new directions.  Separating is one more step in your personal growth.

A parent must often make a special effort for the child to have experiences that allow for feelings of independence and growth.  Your child may need extra time or intensive training to acquire the knowledge and learn the skills that will increase their future choices of living, working, and socializing in the community.  

What Your Child Needs To Separate from You Successfully:


* Self-esteem, persistence, and a sense of humor


* Daily living skills


* Pride in physical appearance


* Living skills practice


* Self-discipline


* Understanding and living with a disability


* Learning to meet challenges

Letting Go:  A Parent's Role in the Separating Process:


* Letting go is getting tough on certain issues


* Letting go is an affirmation of your efforts - a sense of freedom from parenting

* Letting Go means giving up some control - allowing others to share in caregiving and teaching

           * Letting Go is admitting you can't make your child's disability go away - accepting what you child cannot do is an important step in letting go

* Letting Go feels like you are losing something, and you are - it is going to leave an empty space in your life


* Letting Go means reactivating some Surviving and Searching issues

Obstacles to Separating:

            * Child-Related Obstacles:  special communication needs, social skill or safety issues

* Parent-Related Obstacles:  concerns about how much to protect or pull back, time or support team issues

* Community Obstacles:  lack of programs, lack of services or resources - funding, lack of transportation or scheduling problems, negative or hesitant attitudes in community
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What Support Groups Can and Cannot Do

Support groups are run by and for its members to provide mutual aid or
support in dealing with issues and concerns. These groups are unique in that
they may be started by anyone regardless of training, experience, or
credentials.

Support Groups Can...

1. Provide a safe, non-judgmental, and confidential outlet for sharing with peers who have
gone through similar experiences.

2. Provide understanding and assurance for others in the group that they are not alone.
3. Provide evidence that it is possible to feel better about dealing or Q

coping with disabilities, and to develop positive attitudes about the
future.

4. Provide the opportunity for members to help each other through the
sharing of knowledge and experiences.

5. Provide ideas and avenues wherein members can begin to regain some control over
their lives.

6. Offer resources, speakers, information, and literature not readily available outside of the
group.

7. Provide the opportunity for the formation of new support relationships which may exist
outside of the group framework.

Support Groups Can't...

-

"Cure" people.

2. Attempt or suggest therapeutic interventions.

3. Diagnose, make psychiatric evaluations or recommend therapies or medications.
4

Attempt to resolve conflictual or ambivalent emotions or feelings.
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5. Address toxic issues.

6. Attempt to identify and overcome resistance to sharing through confrontation and
analysis.

7. Inany way take an active role in the unfolding of a member's development.

i
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Where to Begin?

Once the determination to start a Support Group has been made, what is the
next step? It is often very helpful to contact and seek the advice of others in the
Support Group field.

1.

10.

P
http://www.parenttoparent.org/Sup-run-3.htm (-L‘ OS %%} 4/29/2004

Ask the professionals who helped you with different aspects of your child's disability if
they know of other individuals that had similar experiences and might be interested in
joining your group.

Many cities have mental health associations which have a Self-Help Clearinghouse.
These organizations can provide you with names of similar groups and often will help you
start your own.

See if there is a National Organization in your field of interest that will help you open a
chapter in your area. They can often supply you with startup guidelines and
supplementary material that can be very helpful.

Check the Community, Neighborhood, or Metropolitan sections of your newspaper for
announcements of similar groups and their meetings. Contact a group leader and see if
you could visit the group and see how it is run.

Churches, Synagogues, and other Religious or Spiritual organizations can often provide

you with a location or speakers for your group as well as alert you to similar groups within
their institution.

Look in the Yellow Pages under social services for organizations you may
wish to contact to let them know of your group.

Go to the library and check our books on your subject. Many books will
include a list of organizations and useful resources for you to contact or
use as group materials.

Your local or regional psychological association can refer you to counselors who
specialize in your area of interest and who might be willing to work with you in starting
your group.

Subscribe to newsletters offered by organizations in your field of interest. Newsletters are
a good source of information on who is prominent in your field and where to find seminars
or lectures to broaden your knowledge.

If you find a group with similar interests, call the group facilitator and see if you can

Page 1 of 2
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monitor the group and arrange a meeting to discuss ideas and concerns.
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The Support Group Staff

There are three organizational components that make up a successful group:
Administration, Facilitation and Management. Each of these components
require a significant time commitment. It is not reasonable to expect one person
to effectively handle them all. Support Group Staff must be composed of people
who are willing to accept ongoing responsibility.

Administrator

1. The Tasks

Handle all nonmember related contacts.

Keep the Support Group books and records

Contact speakers and arrange schedules for future meetings.
Prepare News Releases and Announcements promoting the group.

Keep track of funds, dues, petty cash, and expenses paid out for refreshments,
books, etc.

FEEwE

2. The Traits

A self-starter, go getter who can work without supervision.

Well organized with attention to detail.

Good sense of time management.

Does not have to be a "People Person" or deal directly with the Group's members.
Does not have to have personal experience with the Group's purpose, but it is best if he
or she does.

Not afraid to call people he or she doesn't know in order to promote the group.

The founder often has the best personality characteristics, drive, and motivations to
handle the administrative tasks.

e FEFmE

The Facilitator(s)

1. The Tasks

Greet members as they arrive and introduce them to other members.

Be a role model of acceptable group behavior.

Upon establishing the ground rules and agenda for the meeting, take a subsidiary role
deferring to all the members.

Have the skill to make sensitive or well-timed remarks to draw members out.

Be constantly alert to each member's involvement or lack thereof.

P Fpow

2. The Traits
B/ A self-starter, go getter who can work without supervision.
» Well organized with attention to detail.
®» Good sense of time management.
# Does not have to be a "People Person” or deal directly with the Group's members.

(boF23)
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p Does not have to have personal experience with the Group's purpose, but it is best if he
or she does.

Not afraid to call people he or she doesn't know in order to promote the group.

The founder often has the best personality characteristics, drive, and motivations to
handle the administrative tasks.

i

The Manager

1. The Tasks

Keep records of the date, time, and attendance of each meeting.
Keep Profile Cards on each member.

Telephone new and prospective members when appropriate.
Help the facilitators set up the meeting room and refreshments.
Attend each meeting and aid in the group networking.

FEEwE

2. The Traits
B Much the same as the facilitator(s).
p/ Can be a member of the group who has progressed and learn to cope, and wants to be
more involved.
Bl Must be able to take a subsidiary role to the other members and facilitators.
g
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Determining the Format, Frequency and Location

Your staff will need to decide what type of format to use, how often to hold meetings and where
to hold them. There are advantages and disadvantages to the two most common formats.

Formats

1) Time Limited Groups - Meet within a set timeframe. (6 weeks, 12 weeks, etc.), have a
definite curriculum, and are closed to new members after the initial meeting.

B Advantages

m  Therapeutic value because of time constraints.
Sense of urgency and commitment about group tasks.
Structure is comforting to members.
Trust is established quickly because members do not change.
Easier to staff up and find professional volunteers.
Almost always and educational component to each meeting.
Less chance of burnout for facilitators.
Once program is instituted can be easily repeated with little or no change.
Specific goals can be established.
Can be springboard to ongoing support group.

®| Disadvantages

First meeting is very difficult and high anxiety is experienced by facilitators and
members.

Need extra volunteer to answer phone the week prior to the first meeting.
Take more organizational time.

Need well defined goals and detailed planning.

Require more delicate timing or announcements and press releases.

Usually require more printed materials and are more costly.

Information and delivery can become stale.

Number of attendees is uncertain unless pre-registration is required.

Require a six to twelve week commitment from facilitators/volunteers.

Have no "veteran” members as role models and contacts for new members.
May give too much information in too little time for some members to process.

2) Ongoing Groups - Meet regularly throughout the year, have no set curriculum, and
accept new members at any time.

B/ Advantages
s Takes less organizational time per meeting.
= Are more flexible in meeting the needs of individual members.
= Usually have "core members" who welcome new members and serve as role

o
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models.

Can alternate between just support and educational/support meetings.
Members have more say about topics and speakers.

Members are encouraged in taking an active role in welcoming new members..
Less threatening to new members because there are no expectations from
members or group activities in which to participate.

B/ Disadvantages
m  Less commitment from members.
Less urgency in making progress.
Less structured, more chaotic.
Difficult to establish goals.
Difficult to judge progress of members.
Risk burnout of facilitators, especially if phone calls are a part of the job.
More difficult to find facilitators.
Continual searching for good speakers and relevant topics.

Frequency
1) Time Limited Groups

Most are scheduled periodically in six twelve week sessions.
The more consistent the schedule the better because:
= It will be easier attracting participants.
= You are likely to be more prepared and organized.
= Referral agencies will become familiar with and feel good about referring people to
you.
= Those you serve will be able to plan and work it into their schedules.
»/ Day and night times should be made available if possible so that those that work at night,
can't afford babysitters or don' drive at night are not penalized.
®| Also, some thought might be given to weekend groups and few available.

1 ]
L ]

2) Ongoing Groups

Usual meet weekly, biweekly and monthly

it is important to take into account your population and the time other similar groups

meet.

B! Be aware of all similar groups in the community. If you know of two other similar meetings
that meet on the first Wednesday and the Third Thursday then you might want to
consider the second Tuesday, the first Monday or a weekend time.

®| Support should never compete; instead, they should work together to provided the most

comprehensive array of times and locations possible.

e

Location
1. Again, consider your population and location of groups.

2. ltis important for continuity and community, referral that the place you choose be
consistent for as long as possible. Try to get long term commitment from the facility.

3. Try to find a room with comfortable movable seating, warm (not bright) lightning, enough
space to allow for refreshments and reading material, a podium and room for, if not built
in, blackboard and screen.

4. Large, time-limited groups will need space to setup multiple tables.

http://www.parenttoparent.org/Sup-run-5.htm (oi 0‘% %?D 4/29/2004
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5. Try to find a place with low traffic.

6. Some of the places you might consider are
m  Churches
Hospitals
Colleges
Libraries
Social Service Organizations Conference Rooms
City Recreation Centers
Conference Rooms of Professional Buildings
Social Workers, Psychiatrist, or Psychologists offices

7. Always allow time for approval by a board or other governing entity. Sometimes such an
approval can take several months, but can be worth the wait.

8. Look for sites that accessible to people with disabilities (ex: ramps, handrails, barrier free)

9. Consider room for childcare.

-—
| Return to Previous Page | Return to Table of Contents | Go to Next Page |

This information may be used without compensation so long as the copy is not used for profit or as training materials in a profit making
activity such as workshops, lectures, and seminars, and so long as this paragraph is retained in its entirety. Information developed by
TLC Group, Dallas Texas and adapted for parent group use by Parent to Parent of PA

Website created by Colleen F. Tomko.
Web Info: webmistress@parenttoparent.org
Copyright © 2000 [Parent to Parent of Pa]. All rights reserved.

http://www.parenttoparent.org/Sup-run-5.htm UO OS; 7)%) 4/29/2004




[image: image37.jpg]Promoting Your Support Group Page 1 of 2

~ —~ Parent to Parent of PA -
Starting/Running Support Groups

Promoting Your Support Group

Promoting may seem like a strange word to use considering there is little or no
money involved in this enterprise, but it is an enterprise -- one in which you will
put a lot of time and energy. Your goal is to reach those in need of your services.
And, to do that you have to promote.

1. Define your market - Determine who should know about your group.

2. Research Contacts - Make a list of names, address and telephone numbers of those to
contact. Some possibilities are:

Doctors Social Service Organizations
Schools Daycares

Clergy Psychiatrists

Mental Health Associations Businesses

Information and Referral Agencies Crisis Lines

Newspaper Calendars Public Libraries

Local Hospital Social Work Department Social Workers

Local Hospital Public Relations Dept. Employee Assistance Programs
Nurses Psychologists

Community websites Community Organizations, YMCA

3. Announcements - Notify target groups of people with an announcement. Delivery of
Announcement is best done in person. If this is not possible, then make a follow up phone
call to make sure the announcement was received. Sending out announcements is not a
one time task. An effort should be made to mail notices on a regular basis to those
referring.

4. Press releases - Notify all newspapers, television and radio stations, with a press
release. Hopefully, press releases will accomplish two goals - a listing of your group in
the calendar and an article about your group. This is the best way to reach most people.
Follow your newspapers and find out who does human interest stories. Send a press
release with a letter to that writer. The more professional and organized you appear, the
more likely your story will be told. Also, consider timeliness of your release, Is there an
optimum time to announce your group? Send releases to all appropriate sections and
writers.

5. Phone Numbers -- The biggest failing of most groups is an unanswered phone line or an
unreturned call or email. If you advertise a number, make sure that number is answered by
a person or answering machine during business hours. Obviously, a person is the best
choice, but nothing is wore than someone reaching out for help or support and no one
answers the phone or no one returns the call. Consider using call forwarding or other
options to alleviate problems and take the burden off of one person.

4 !
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6. Brochures - Brochures, Rolodex Cards and Business Cards - Many groups have
brochures. Some professionally printed, some Xeroxed. Although these may be helpful to
attendees, they are rarely used by professionals or information and referral lines. A
rolodex card or business card is more useful to agencies or professionals. Depending on

finances and donated services, consideration should be given to all three.
B
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Example Meeting Announcement

In this example substitute the information that is in red with your own group's
information.

Announcement

A support groups for parents of children with learning disabilities is now being formed. The
format of the group will be educational/support with a speaker or specific topic for each
meeting. The details of the meeting are:

Date: Third Tuesday of each month
Time: 7:30 p.m.

s Classroom #2 -- Southland
Place: Chiireh
Address: 5555 W. Southland Blvd.
Format: Speaker and Parent Discussion
Contact: Marsha Wright at 555-5555

The speaker at the first meeting will be James Spenser talking about initial referrals for
special education services.

We would appreciate your referrals to this group. If you or anyone would like more information
about the group, please call Marsha Wright at (214) 555-5555.

A map with detailed directions is provided below, so you may copy this notice for all interested

parties. We would also appreciate your posting this announcement on all appropriate bulletin
boards.

Thank you so much for your cooperation. With your help we will be able to reach many more
people.

Sketch of map

-
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Example Press Release

In this example substitute the information that is in red with your own group's
information. Send the press release out on your group's letterhead if available.
If you don't have stationary, be sure to put the name of the group and address

at the top.
Parents Together Support Group
11111 W. First Street
Dallas, Tx 75555
(214) 555-5555
Dates: March 29, 1992 For Immediate Release

PRESS RELEASE

Contact: Marsha Wright, Director: (214) 555-555

NEW SUPPORT GROUP FOR PARENTS OF CHILDREN WITH LEARNING DISABILITIES

A new information and support group for parents of children with learning disabilities is being

offered to members of the community.

The group is for anyone parenting a child with a learning disability. Guest speakers will cover
topics such as: appropriate services, evaluations, education law, new techniques, and

the IEP process.

Parents throughout the community are invited to attend. There is no charge to participate and
registration is not required. The new group, Parents Together, will have its first meeting on

Tuesday, August 20, 2000 at 7:30 p.m. in Classroom #2 of Southland Church, 555 W.
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Southland Blvd., and meet the third Tuesday of every month thereafter.

For additional information, please call Marsha Wright at 555.5555 or email at
parents@together.com

1
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Checklist for Group Management

These tasks are proven in the establishment of new support groups and should be
accomplished or addressed at the different stages of the support group cycle.

Preliminary Decisions

Picking the Staff -- Facilitator, Organizer, and Administrator.

Choosing the Format -- Time-Limited or Ongoing.

Determining the Frequency (Day or Night, Weekday or Weekend) & Location.
Phone Numbers(s) and Contact Names(s).

Educational needs and resources.

Funding - For printing, postage, envelopes, and information for meetings.

FEEEEE

Tasks before the first meeting

Compile list of organizations, people and media to be notified.

Write and produce announcements and press releases.

Print brochures, business and rolodex cards.

Mail or hand deliver all announcements at least six weeks prior to the first meeting.
Follow up information with phone calls to most important referral sources.

Develop a Member Profile Card or information sheet to record caller data.

Compile a speaker list

FEREETE

Checklist for first meeting

Refreshments, name tags, paper, pens, boombox/radio for music.

Printed information about subject and other community resources.

Lending Library and sign-out notebook.

Written ground rules and agenda for all meetings, if time-limited.

Speakers for at least the next two meetings, if ongoing.

Have reviewed all Member Profile cards.

Have plenty of seating, preferably tables

Arrange chairs in circular setup to facilitate interactions.

Decorate the room with streamers, flowers, candy, paper products, balloons etc. to make
people feel welcome and comfortable.

PPN NEN
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Checklist prior to each meeting

Picked topic and/or confirmed speakers.

Received vita or resume from speaker.

Determined and accommodated the speaker's needs (VCR, Overhead Projector, etc.)
Have speaker or topic set for the following meeting

List of announcements including staff introduction, speaker, new books, new information,
special events, staff changes, events of interest to members, etc.

Have reviewed all data cards.

Have arranged for refreshments (food, beverages, candy etc.)

Arrange seating to facilitate interactions.

Decorate room.

Have enough printed materials, name tags, markers, paper and pens or pencils.

FEEEY FEEEFE
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Establishing Ground Rules

Ground rules for support groups are important. These may be drawn up before
the first meeting, but it is important that they be discussed and agreed upon by
all participants at the first meeting and all subsequent meetings. Members
should be able to suggest modifications or additions. This process not only
establishes ground rules for the group; it also promotes ownership in the group
by members and aids in the reestablishment of personal control.

Some Suggested Ground Rules...

1. The purpose of the group is to:
= Provide information, hope, and to share successes and hardships.

= Provide a safe place to express feelings openly in a non-judgmental environment.
= To learn from each other.

2. Everyone will have a chance to speak, but will not be under obligation to do so.

3. Everyone agrees that any and all information disclosed in this group is private and totally
confidential.

4. Al expressions of feeling, including laughing and crying, are allowed with the exception of
physical violence.

5. Full names of non-participants should not be mentioned, as this may unfairly undermine a
current relationship between a group member and that individual, i.e. doctor, hospital,
social service organization, etc.

6. No information from will be released by this group to any outside agency or individual
without the written consent of the member.

7. Participants should feel free to get up and move around during the course of the meeting
should they feel the need to do so.

8. Participants are encouraged to exchange phone numbers and call each other between
meetings.

9. THIS IS YOUR GROUP! If any member has any suggestions or criticisms they are
encouraged to voice them to the group facilitator or staff.

=i
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Planning the Meeting

Actually, the meeting format will vary little from session to session. Most meetings will consist of
a topic of discussion (which may include a speaker) and story telling.

Topics

It's a good idea to have a topic of discussion and allow for story telling before or after the
discussion. Topics give the group a chance to interact with each other and often form the basis
of intra-group networking. Some topics include:

Rights and services for children and adults with disabilities
Parent/Professional relationships

Upcoming events, conferences, trainings or workshops

How to adapt to meet a child's needs

Resources for information and products

Approaches to behavior issues

How a child's disability affects marital relationships, family and friends
Disability specific issues

Stress Management

Book and Movies Reviews

L4884, 8.4.4.4.4

Speakers

Good speakers not only inform, but also encourage the opening up and exchange of ideas
between participants. Consequently, the Question & Answer period is often more important than
the topic. The following are a few suggestions regarding speaker:

Speakers can be drawn from many areas, including universities, local hospitals, city or
government agencies, etc.

Decide, based on your group dynamics and the topic, whether to have a speaker before
or after the sharing stories period.

Ask the speaker to talk on a topic you have chosen, rather then leaving a subject open to
a speaker's discretion.

Make sure the speaker is aware of "Group Issues” so the talk is relevant and appropriate
to the group's needs and expectations.

It's a good idea to personally visit with the speaker and get a preview of the talk prior to
the meeting.

LA S S . 4
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Sharing Stories
Sharing stories is an important part of any support group.

When possible, start with a regular member to break the ice.

Go around the circle and give every person the opportunity to speak or pass.

For new groups or new members telling stories can be the most important part of the
meeting.

As members tell and retell their stories you should notice a different emphasis. Members
who get stuck at the same place meeting after meeting may need a referral.

F EprE
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Facilitating the Support Group

Many skills go into effectively facilitating a support group meeting. Actual
facilitation begins before the meeting starts and ends after the meeting is
over. During the meeting itself, there are specific techniques successful
facilitators use in listening and probing. Suggested ideas in this section
have proven to be helpful in running and facilitating the support group.

Before the Meeting

1. Establish an atmosphere and comfortable environment for participants by:

= Arranging the seating so everyone is comfortable. Seating arranged in an oval,
circle or rectangle is most effective.

= Subduing the lighting if possible. If the room has a rheostat, turn it down. If not,
see if some of the lights can be turned off or removed.

m Have an agenda or list of activities posted so people know what to expect.

= Greeting each participant. A support group staff member should warmly greet
each participant with a "hello” at the door and show them where the seating and
refreshments are.

2. Know who is coming. If possible, fill out a profile card on each participant upon
first contact. By reviewing these cards before each meeting, you will know the
story of each person and the particular strengths and needs they have. Respect
privacy and confidentiality, let people know they can reveal information later when
they are comfortable and know more about the group.

3. Try to personally greet as many attendees as possible before the meeting to put a
face with the name so you can call on them by name during the meeting

4. Introduce members to each other, pointing out commonalities they might have
such as the same profession, interests, children the same age, etc. You may have
this information from the profile card.

5. If possible, seat new members next to or close to the support group staff person
they spoke with on the phone. It will make them more comfortable being close to
someone familiar.

6. Personally set the tone of the group. For many participants the persona of the
facilitator at the first meeting will set the tone of the meeting. If the facilitator is
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quiet, with a sad countenance, the group my take on those characteristics. If the
facilitator is open, warm, humorous, the group will unconsciously adapt that
behavior.

Use male and female co-facilitators when possible so both sexes have role
models.

During the Meeting

1.

o o »

10.

11.

12.

13.

14.

15.

Begin with announcements, ground rules and meeting agenda.
= Use written notes to avoid omissions and rambling.

Lead the group to a more emotional or intellectual level by reading a short poem,
letter, or quote you think is meaningful and appropriate.

Introduce the topic of the night and ask everyone to tell their story and their
thoughts or feelings on the topic.

If possible, start with a participant who has been to the group before.
Focus on each person as they talk.
Encourage active participation by all members in the group.

If others ask questions or jump in, you will need to bring the group back to the
next person.

If several members change the subject and most seem interested in the new
direction, you may be flexible and go along. If most members are not interested in
the new subject, then restate the topic with the next person.

If someone starts crying, let them go. Usually they will stop themselves and it
gives the group the message that tears are okay. If they can't stop crying or ask
you to go on, do so, but try to bring them back in at a later time.

If a participant should break and suddenly leave the room, someone on the
Support Staff should follow and comfort them.

Take a break about half way through the meeting, or when people seem fidgety.

If someone is talking too long, try to find a good place to step in and summarize
what they are saying an go back to the next person or the person who was
talking. This is where knowing names is helpful.

If the atmosphere becomes oppressive, try to lighten it up with humor. A good
group is able to laugh or cry, a good group ebbs and flows.

A good facilitator will say very little and model good listening to the group.

Leave on an up upbeat note.
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16. Restate your group's policy about confidentiality.

After the Meeting

1. End the meeting when everyone has a chance to speak and the formal discussion
seems to be over.

2. Allow everyone to talk informally for a few minutes. If it goes on too long, inform
them that the room has to be locked up.

3. Encourage the exchange of phone numbers. Suggest that some participants may
want to continue their discussion at a nearby coffee shop. Networking and the
establishment of an intra-group support system is extremely important.

4. Try to thank everyone individually for coming.

5. After everyone has left, have a "debriefing” meeting with the support group staff,
or set a time for the meeting within the next few days.

Co-facilitating

Co-facilitating can be tricky. Learning to work together in harmony is an art - it takes
time and hard work. Here are some suggestions.

®» Male and female co-leaders are ideal for member interaction and attracting new
members.

One facilitator is designated the "main facilitator" and does most of the verbal
facilitating. The other facilitator monitors the group dynamics and helps bring
someone 'in' the main facilitator may have missed.

The main facilitator can change from meeting to meeting.

Make sure that, combined, you are saying very little.

Never contradict or embellish your co-facilitator's work or interaction with a
member.

Always talk after the meeting about what happened and each other's feelings.

o
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Listening Skills

One of primary functions of the facilitator(s) is to help members participate. This
is not always easy because some members may have been shut down by their
family or friends. Towards this end, nothing is more effective than the ability to

really listen and, when appropriate, say just the right things to encourage
continuance.

Listening

»| Before the meeting and particularly with new members, familiarize yourself with the name
and story of each participant from their Profile Card.

®/ Knowing the member's background, try to imagine yourself in his or her place.

® Always use the person's name to promote a relationships with people.

® Orient your body towards the person and talk from the same physical level.

®/ Us an "open" body position; don't cross your arms or legs, or lean to one side or the
other. Sit centered and balanced.

® Speak in a soft, relaxed warm voice.

®» Make as much eye contact with the person as possible.

®! Focus on each person as they talk. While listening look at his or her facial expressions.

#»/ During and between stories, try to be aware of the other participants and their reactions.
There may be commonalities between people who react the same.

#/ Do not interrupt unless you have a "dominating” member.

®/ Above all, avoid giving advice or suggestions.

®/ Don't be afraid of silence or long pauses. This can be difficult. Pauses can give members
time to organize thoughts, regain composure and continue.

®/ Resist the temptation to make physical contact during the telling of a story. A touch or

hug, although temporarily comforting, will most often shut down the flow of disclosure.

L4

Phrases That Encourage Disclosure
m  "We know this is difficult for you"

"We're here and we care"
"It's all right to cry” ))
"This is scary isn't it?"

"It doesn't seem fair does it?"
"You must feel like your going crazy"
"This seems painful to you"

B Phrases the Discourage Disclosure
= "We know how you feel"
"lt's god's will"
"You'll see that its all for the best”
"If you think you have it bad you should hear about..."
"Can you sum it up? We're running out of time"
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Handling Phone Calls

»| Realize that the first call from a prospective member may represent the first step in
reestablishment of personal control. Return all calls as soon as possible.

Try to take or make calls from a place that is quiet with little interruption.

Ask if the person would mind telling you what happened. Encourage full disclosure by
asking details. Use his or her name frequently during the conversation and take detailed
notes.

Ask the name of their child or family who was born with or acquired a disability. Use the
name throughout your conversation.

Ask how the caller feels he or she is coping with their family member's disability.

Ask how he or she heard about the support group.

If the caller has not been to a group before, assure him or her that everyone is fearful at
first.

Tell the caller in detail about the meeting and stress that there is no obligation to talk.
Try to get a safe mailing address and phone number, and ask if you can call to remind
him or her on the day of the meeting. This often strengthens the resolve to attend.

a4
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Potential Problems

Some problems which may occur with any support group are out of your control.
Others relate to the group and/or individual participant and can be handled or
diverted if caught in time. Being aware of the following potential problem may
reduce the likelihood of their occurrence.

1. Too Few People - Some support groups have a more difficult time finding members
than others. If you have too few people, those who attend may feel obligated to talk even
if they are reluctant. A meeting can be a struggle. You may want to explain that in this

circumstance each member will be given more time to share stories and interact with
each other.

2. Too Many People - When more people show up than expected it can be an indication of
the group's effectiveness, but it can cause problems. There could be too little time allotted
to each member resulting in a rushed, ‘cramped’ meeting, particularly is a speaker is
planned. If this happens, split the group into two with a mix of old and new members.
Have the co-facilitator or another staff member take over the second group, or you may

ask two experienced members to facilitate both groups while you move between them.

3. The Dominating Member -- This is the member who takes too much time, asks too
many questions, or dominates the topics under discussion. You can reduce the likelihood
of this happening by reviewing the ground rules before each meeting, and setting a clear
agenda. If you know the person's background, you can divert the person by saying a line
like.. "Bob, your anger at the authorities is normal... Jim, didn't you have a similar
experience?..." and then turn to Jim.

4. The Imposing Member - The Imposer feels that his or her coping skills, religious
outlook, or general solutions are absolutely correct. Comments like "Here's how to handle
that", "This is what you need to do now", or "If you have faith..." will tip you off. You can
usually prevent 'imposing' by catching the first occurrence and saying something like:
"Well Jane, it sounds like you found something that works for you. Now, what are some
things that worked for the rest of you?"

5. The Inadequate Member -- Often a new member, who after listening to everyone else's
story, feels that their experience is negligible. This can can result in a reluctance to tell
self-perceived insignificant stories at future meetings. The person may even drop out of
the group, Consequently, it is very important from the first phone call, to ensure that the
stories and pain or joy of each member is unique and valid.

6. The Dependent Group -- This group is characterized by low participation and energy.
The members just sit there. No one offers to begin, disclose, share ideas or participate in
topic discussion, yet they come to the meetings. In other words, the members are
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dependent on the facilitator or another group member for direction. In this type of group,
a "dominating member" is a hero. This is a real problem and if not fixed, the group can
develop into a Social Group instead. To overcome this, you must instill a sense of
ownership in each member. Begin by delegating certain tasks that the staff takes care of,
such as bringing refreshments, managing the library, setting up the room. Other
assignments to give members are compiling book lists, bringing in magazine or
newspaper articles, or doing book and movie reviews. This type of group of a real text for
the facilitator.

7. The Social Group - This can develop when, after many meetings, no new members
appear and everyone feels comfortable with each other. The meetings tend to start later
and later because everyone is visiting, and 10 minute breaks stretch to 20. Stories are
hurried through. Topic discussions turn into bull sessions. Should this occur, you need to
look closely at the progress of the participants; perhaps, some no longer need to be
there. This is a particularly difficult and dangerous problem, as it suggests the group,
including the facilitator, has lost its effectiveness as a self-help group. When a new
member does attend, there is a real possibility that he or she will feel excluded from the
group and not come back. Should this happen, you must reestablish control of the group.
AT the next meeting, cut the story telling period and schedule a speaker who will
dominate the evening. Not who objects and who doesn't. It is time to shake up the group.

Note

It is important to distinguish between the social and 'stuck' member. A member
who is truly stuck may need a referral. A social member may need to be retired
from active group participation by perhaps asking them to join the staff or
suggesting the formation of an alumni group. There are some members of groups
that attend meetings for 7-10 years. This news can have a devastating effect on a
new member joining to learn coping skills. It is very important to identify this type
of group and seriously reassess the group's purpose and progress.

B
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Establishing Group Connections

One of the signs of a successful group is more dependency on each other and
less on the facilitator and staff. Between-meeting phone calls, lunches and
outings are to be encouraged. Hopefully, some good healthy friendships will
develop and support will continue long after they have attended their last
meeting. A secondary benefit of member interaction is the development of a
sense of "group ownership” in the participants; they come to believe the group is

truly theirs. Here are suggestions fro encouraging connections between group
members.

1. Make meaningful introductions -- mention anything members have in common besides
the reason they are attending, i.e. similar jobs, children the same age, same home
states.

2. Start a Listener Group -- composed of members or previous members who are ready to
become phone listeners for new members..

3. Have Listener Meetings - to share feelings and thoughts about phone calls.

4. Distribute names and numbers of current group members (with permission)

5. Occasional group activities - bake sale, picnics, manning booths at health fairs.

6. Suggest, as part of the meeting, that members get together before or after the group.

7. If appropriate, establish a buddy system where new members are matched uo with old
members.

8. Ask members for suggestions to continue their connections.
9. Establish a monthly or quarterly newsletter
10. Establish an Alumni Association
Note

All these do not apply to both formats, but are listed so you can pick and choose
depending on the appropriateness for your group.

18-
| Return to Previous Page | Return to Table of Contents | Go to Next Page |

http://www.parenttoparent.org/Sup-run-13.htm (7,8 0‘)’ 9)%) 4/29/2004




[image: image55.jpg]Example Member Profile Card Page 1 of 2

~— ' Parent to Parent of PA -
Starting/IRunning Support Groups

Example Member Profile Card

The Member Profile card can be an important tool that is referred to again and
again. Remembering a new member's name and their issues or needs can put
him or her at ease. Add categories to the example to meet your group's needs.

Member Profile Card

Date of initial contact:

Name: Phone Number:
Address: City, Zip:
Spouse:
Significant Other:
Child: Age:
Child: Age:
Child: Age:
Child: Age:
Employer:
Referred By:

Reason for Calling Now?:

Background Information:

Important Dates:

(29 ok %) 4/29/2004
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When to Refer
Some members may need more than a support group. The facilitator(s)
and support group staff should be alert to clues indicating that a member
may be having unusual or complicated reactions.

At the Meeting

1. The member breaks down at the same point when sharing their story over a
period of many meetings.

A member declines to share their story even after several meetings.
Anxieties and fears increase over time.

New phobias are acquired which interfere with typical daily activities.

o A » N

The member makes consistent references over several months to loss of sleep or
appetite, unclear thinking, and low self-esteem.

o

Speaks of suicide in any way, joking or otherwise.

7. Persons or places associated with or related to the occurrence of their child's
disability are avoided.

8. Increased use of alcohol, drugs, or other self destructive habits.

9. Certain topics or discussions cause the member to have panic or anxiety attacks,
or exhibit acute grief reactions with increase rather than decrease over time.

10. The member gives indications of hallucinations or delusions.

11. The member is subject to sudden rages at other members in the group.

Unusual Grief

A parent may feel a sense of loss or grief for the child they envisioned
prior to birth, or for the child prior to acquiring a disability. The following
are some indicators of when a referral is necessary
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1. There is a great amount of guilt and anger.
Continual expressions of intense grief reactions.

Inability to function or adapt.

>N

Cumulative losses or tragedies in a short period of time, causing a
person to shut down.
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Other Resources
®»| Parent to Parent of PA (also provide technical assistance)

»l Power Tools by Support Works -- Written materials that provide the basic
tools to build a self-help group. Write to Support Works, 1018 East Blvd., Suite 5
Charlotte, NC 28203-5779
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TIPS FOR BETTER PARENT PARTICIPATION:
 

· Same day of the month, time, place - have parents help decide
· Family friendly, accessible, comfortable room
· Food - prizes
· Childcare - use beanbag chairs, videos; have a play toy box
· Transportation help
· Casual atmosphere; safe, confidential - build trust
· Encourage to bring a friend or spouse - invite Dads
· Make sure cultural issues are covered - interpreters, translated documents
· Colorful flyer/announcement, easy to read; in other languages?
· Market the event through: parent newsletters, local newspapers, flyers to schools, post on school websites, email list servs, local TV and radio, ICC, DDD, hospitals, doctors offices, DSHS, WIC, CSHCN, FEPP, Parent Coalitions
· Send colorful reminder postcards week of event, call people
· Have a greeter, someone who welcomes and introduces everyone
· Good facilitation
· Name tags, meeting rules posted
· Encourage participation - have parent talk about positives of their child and then share one current challenge
 

ADDITIONAL TIPS FOR SCHOOLS: 

· Family friendly time - ask parent, early morning before work, or later in day after work
· Develop handout - "What is an IFSP? IEP?”
· Understand that it is an emotional time for families
· Have them bring a friend or spouse to take notes
· Send a draft IEP home before the meeting, encourage parents to fill in; then call them to discuss it the week before the meeting
· Find mentors or "coaches" for families, encourage a partnership - a team
· Encourage parents to come to other events at school - PTA meetings, Open House, School music
· Share resources and ask them to do the same, use the FEPP Guide; show them the school newsletter and website
· Make a plan at the end of the meeting - next steps, next meeting
· If parents can’t get to school, are there other ways to meet?  Videoconference, conference call?
Developed by Parent to Parent Coordinators at their annual retreat, October 2005

Thanks also to Jennifer Newhouse/Grant Adams and Jenny Seig/FRC

www.arcwa.org

IEP Meetings:  Tips for Professionals

________________________________________________________________________

An IEP meeting is an opportunity to develop a collaborative partnership between staff members and families.  The following strategies can be useful in developing a positive relationship with families of children with special needs.

· Be specific about the intent of the meeting.  Communicate clearly the purpose of the meeting and who will be attending.  Ask family members if they would like to observe the student in the school environment before the meeting.  Realize family members often see the student in different settings and behaviors may vary depending upon the environment. 

· Let family members know how much time has been allocated for the meeting.  Offer several meeting options, i.e., before school, early afternoon, or after school.  Due to requirements of their jobs and the need to arrange child care for siblings, families may need adequate time to set up arrangements for the meeting.

· Consider the make-up of the student’s immediate family.  Ask if someone else in the family needs to be included in the meeting. 

· Be sensitive to the education and literacy level of the family members participating.  When written materials have been sent home, follow up with an additional conversation if there are concerns about the ability to read the materials.  Many adults need to hear and see information in order to process it.

· Respect the cultural background of the family; people from all cultures appreciate courtesy and kindness. Provide resource materials in the family’s native language, if possible.  Many organizations now provide materials in various languages. 

· Send home information before the meeting.  Having a draft IEP to review, as well as other additional information, means family members are able to participate more fully in the meeting if they have had an opportunity to review the material beforehand.

· Once the meeting has started, set a positive tone.  Make the assumption that everyone involved is participating with the best intentions.  Remember many families are still learning the skills necessary to communicate effectively with school staff.

· Organize your thoughts before talking with a family member.  It is okay to say, “I need a minute to gather my thoughts.”  When talking with family members, ask yourself if you are conveying information in a way that strengthens your relationship with the family.

· Understand you may need to present your information several times.  IEP meetings are often emotional for family members.  And, just like students, adults have differences in how they learn and retain information.  Avoid being defensive if a family member asks several times for an explanation.

· Let family members know how much you care about and enjoy their child.  Families want their child to be liked by others. Focus on strengths of the child before sharing concerns.

· End the meeting and schedule another date to reconvene if communication has broken down.  Very little progress will be made if there is a lack of communication or if members can’t think clearly due to emotions.  While it may be inconvenient, it is important when making long-term decisions about a student’s program.

· Set up times for staff and family members to check for progress of the program.  Many excellent programs fail when there is no follow through by the IEP team members.

· Follow up the meeting with a personal contact in order to make sure questions have been answered and materials understood.  Most families want a positive relationship with school and effective communication is a key building block.
__________________________________________________________________________________

Developed by the Family Educator Partnership Project (FEPP)

A State Needs Project funded by 

Washington’s Office of Superintendent of Public Instruction (OSPI)

October 2005

IEP Meetings:  Tips for Parents

________________________________________________________________________

An IEP meeting is an opportunity to develop a collaborative partnership between staff members and family members.  The following strategies can be useful in developing a positive relationship with professionals who are part of your child’s IEP team.  Remember, most staff members are there because they have made working with children a life’s passion and want what is best for them.

· Before the meeting review the information on your child.  Bring your records to the meeting as well as examples of your child’s work that highlight strengths and reflect concerns.  

· Talk with your child before the meeting.  Ask your child questions about his or her perceptions of school.  Is work easy or hard this year?  Are supports working in the general education classes? Are there supports your child will not accept in the general education classroom?  If your child will be attending the meeting, explain how the meeting will work and how important it is for him or her to share goals and dreams.

· Write down your ideas before the meeting.  Organize your thoughts and concerns; write down your long term and short term goals for your child and your family.

· Take someone with you to the meeting if you need the support.  Let the school know you will have someone attending with you.

· Assume everyone involved in the meeting is participating with the best intentions.  Share positive comments with the staff.  Keep the meeting focused on the needs of your child.  While it may be difficult, don’t bring up past issues unless they are relevant to the discussion.  Share as a concern, not an accusation.

· Take notes.  You may hear a lot of new information or different opinions.  Just like children, adults communicate differently too!  Go back over your notes at the end of the meeting; ask the other participants if what you heard is what they meant to say.

· Work with the school staff so they understand your culture and your cultural values if you are from a different ethnic background or culture.  Take the time to correct wrong assumptions.  

· Ask the staff questions when you don’t understand something that has been shared or if staff has used a term you don’t understand.  Not only will it help you understand the intent of the communication better, but other members of the IEP team may need the clarification as well.

· Keep focused on each area of the IEP.  Try not to move to another area until you are comfortable it meets your child’s needs.  If information you need is not available at the meeting, make a note of what is missing, who will get the information, and when they will get it.  Then everyone can agree to move on and come back at a later date to discuss.  

· Take a firm stand only on important issues.  Be willing to compromise and don’t expect the school to implement all of your ideas.  Remember the staff is trying to put together a program that is appropriate for your child.  Try to work with the IEP team to find a solution that will work for everyone.

· End the meeting with a plan. Review all of the points that have been made. Check that everyone understands the goals and objectives that have been agreed upon at the meeting.

· Set up times to check in.  Ask the staff what type of communication works best for you to check on the progress of child’s program.

· After the meeting, write a short note to the staff that reviews your understanding of the meeting. Remember to thank them for working on behalf of your child.

__________________________________________________________________________________
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IEP Meetings:  Tips for Parents When There Are




       Disagreements

___________________________________________________________

It is easy at times for everyone at an IEP meeting to get frustrated.  It can be a challenge to balance all of the needs and demands placed on all of the participants.  It is important to continue to be respectful of each other and to remember the purpose of the meeting:  developing an IEP that is appropriate for your child.

The following techniques come from the literature on mediation, negotiation, and problem solving.  They are adapted from the Special Education Handbook located at www.ldonline.org.

· Accept the feelings of others about the issue.  Realize that even though you may disagree with another person’s opinion or feelings, he or she has a right to have his or her own beliefs.

· Identify what is important or valued.  Focus on your child’s needs and your concerns.  Do not go into a meeting with a solution already worked out.  Present your concerns and express what you feel your child’s needs are. 

· Realize that people’s perceptions differ.  You and the school see your child in different settings and his or her behavior may differ depending on the setting.  You have the advantage of seeing your child in more settings but the school has the advantage of seeing dozens of children the same age and may have a different perspective of typical expectations and performances.

· Realize also that people may come to a meeting with different expectations of what the outcome will be.  Be willing to listen and consider the ideas of others.

· Know that some people may lack complete knowledge about an issue.  Be prepared to share your information from outside sources, private evaluations, etc.  

· Understand the procedures and limitations of the system.  While it is important to know your rights under the law, there are services and/or rights that are not covered under law that you may feel are important.  For example, you may express your preference for a specific teacher to your school principal, but having a child with special needs does not give you any more rights in choosing a teacher than parents of general education students are given.    

· Recognize that schools do not have to give the optimal program; they must provide a reasonably designed program that offers educational benefit. 

· When you cannot agree to a solution to an issue or concern, agree on a problem statement.  Write it down in simple language that everyone will understand.  Don’t lose your temper. Parents who become angry are often seen as uncooperative by school staff.  

· Brainstorm possible solutions. Keep from criticizing others’ ideas.  The goal of brainstorming is to feel free to create a lot of ideas without having anyone criticize them.

· Discuss each of the possible consequences of the brainstorming ideas.  Discuss an idea’s good and bad points and why it may not work.

· Develop a plan and go over it so everyone understands the plan and his or her role in it.  Make sure it is in writing and each participant has a copy.

· End the meeting and schedule another date to meet if communication has completely broken down.  Very little progress will be made if there is a lack of communication or if members can’t think clearly due to emotions.  While it may be inconvenient, it is important when making long-term decisions about your child’s program.
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Reuniones de IEP: Consejos para Profesionales

Una reunión de IEP es una oportunidad para desarrollar una asociación de colaboración entre miembros del personal y familias.  Las siguientes estrategias pueden ser de utilidad para desarrollar una relación positiva con familias  de niños con necesidades especiales.

· Especifique el intento de la reunión.  Comunique claramente el propósito de la reunión y quien va a asistir.  Pregunte a los miembros de la familia si les gustaría observar al estudiante en el ambiente escolar antes de la reunión.  De se cuenta que los miembros de la familia frecuentemente ven al estudiante en ambientes diferentes y los comportamientos pueden variar dependiendo del ambiente. 

· De le a saber a los miembros de la familia cuanto tiempo se le a asignado para la reunión.  Ofrezca varias opciones para reunirse, como, antes de la escuela, temprano por la tarde, o después de la escuela.  Debido a requisitos de sus trabajos y la necesidad de hacer arreglos para el cuidado de niños para los hermanitos, las familias pueden necesitar un tiempo adecuado para poder hacer arreglos para la reunión.

· Considere el modo de ser de la familia inmediata del estudiante.  Pregunte si hay alguien más en la familia quien deba ser incluido en la reunión. 

· Sea sensible en cuanto a la educación y el nivel de alfabetización de los miembros de la familia participando.  Cuando materiales por escrito han sido enviados al hogar, prosiga con una conversación adicional si hay preocupaciones sobre la habilidad de leer los materiales.  Muchos adultos necesitan escuchar y ver la información para poder la procesar.

· Respete la cultura de la familia; gente de toda cultura agradece la cortesía y la bondad. Provea materiales de recursos en el lenguaje nativo de la familia, si le es posible.  Muchas organizaciones ahora proveen materiales en varios lenguajes. 

· Envié información al hogar antes de la reunión.  El tener un bosquejo del IEP para repasar, al igual que información adicional, significa que los miembros de la familia pueden participar mas plenamente en la reunión si ellos han tenido la oportunidad de repasar los materiales de ante mano.

· Una vez que la reunión ha comenzado, coloque un tono positivo.  Haga la suposición de que todo el que esta involucrado esta participando con las mejores intenciones.  Recuerde muchas familias todavía están aprendiendo las habilidades necesarias para comunicarse efectivamente con el personal de la escuela.

· Organice sus pensamientos antes de hablar con un miembro de la familia.  Si dice, “necesito un minuto para organizar mis pensamientos” esta bien.  Al hablar con miembros de la familia, pregúntese a si mismo si esta entendiendo la información en una forma que fortifica su relación con la familia.

· Entienda que tal vez tenga que presentar su información varias veces.  Las reuniones de IEP muchas veces son emocionales para los miembros de la familia.  Y al igual que los estudiantes, los adultos tienen diferencias en la forma en que aprenden y retienen información.  Evite estar a la defensiva si un miembro familiar pide varias veces una explicación.

· De le a saber a los miembros de familia lo mucho que le importa y disfruta su niño.  Las familias quieren que su niño sea querido por otros.  Enfóquese en las fuerzas del niño antes de compartir preocupaciones.

· Termine la reunión y determine otra fecha para reunirse si la comunicación se ha quebrantado.  Se hará muy poco progreso si hay falta de comunicación o si los miembros no pueden pensar claramente debido a sus emociones.  Aunque puede que sea inconveniente, es importante cuando se va a tomar decisiones a termino-largo sobre el programa de su niño.  
· Hagan arreglos para que el personal y los miembros de la familia revisen el progreso del programa.  Muchos programas excelentes fallan cuando los miembros del equipo del IEP no siguen hasta el final.

· Prosiga la reunión con un contacto personal para asegurase de que las preguntas han sido contestadas y los materiales entendidos.  La mayoría de las familias quieren una relación positiva con la escuela y la comunicación efectiva es el bloque fundador.
_________________________________________________________________________________________
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Reuniones de IEP: Consejos a los Padres

____________________________________________________________________________

Una junta del IEP es una oportunidad para desarrollar una asociación de colaboración entre miembros del personal y miembros de la familia.  Las siguientes estrategias pueden ser de utilidad para desarrollar una relación positiva con los profesionales que son parte del equipo del IEP de su niño.  Recuerde que, la mayoría de los miembros del personal están ahí porque para ellos el trabajar con niños es su pasión en la vida y quieren lo mejor para ellos.

· Antes de la junta revise la información de su niño.  Traiga sus documentos a la junta al igual que ejemplos de trabajo que realzan las fuerzas y reflejan las preocupaciones de su niño.  

· Habla con tu niño antes de la junta.  Pregúntale a tu niño preguntas sobre sus percepciones de la escuela.  ¿El trabajo es fácil o difícil este año?   ¿Los apoyos están funcionando en las clases de educación general?  ¿Hay apoyos que tu niño no acepta en las clases de educación general?  Si su niño asistirá a la reunión, explíquele como es que funciona la reunión y lo importante que es que el o ella comparta sus metas y sueños.

· Escriba sus ideas antes de la reunión.  Organice sus pensamientos y sus preocupaciones; escriba metas a termino largo y a corto termino para su niño y su familia.

· Si usted necesita apoyo traiga a alguien con usted a la reunión.  Infórmele a la escuela que alguien asistirá junto con usted.

· Suponga que todos los involucrados en la reunión están participando con las mejores intenciones.   Comparta comentarios positivos con el personal.  Mantenga la reunión enfocada en las necesidades de su niño.  Aunque tal vez sea difícil, no saque a flote problemas del pasado al menos que sean relevantes a la discusión.  Comparta en forma de preocupación, no como acusación.

· Tome notas.  Tal vez escuche mucha información nueva o diferentes opiniones.  Al igual que los niños, los también los adultos se comunican en diferentes formas.  Repase sus notas al final de la reunión; pregunte a los otros participantes si lo que usted escucha es lo que intentaron decir.

· Si usted es de una étnica o cultura diferente trabaje con el personal de la escuela para que entiendan su cultura y los valores de su cultura.  Tome tiempo para corregir suposiciones incorrectas.  

· Haga preguntas al personal cuando no entienda algo de lo que se ha compartido o si el personal ha usado una terminología que usted no entiende.  No solo le ayudara a entender  la intención de la comunicación mejor, pero otros miembros del equipo del IEP pueda que necesiten la clarificación también.

· Manténgase enfocado en cada área del IEP.  Intente no moverse a otra área hasta que se sienta cómodo, que llena las necesidades de su niño.  Si la información que usted necesita no esta disponible en la reunión, tome nota de lo que falta, quien va a obtener la información, y cuando la van a obtener.  Entonces todos pueden acordar moverse hacia adelante y luego regresar en una fecha mas tarde para hablar.  

· Tome una posición firme solo en temas importantes.  Este dispuesto a llegar a un arreglo y no espere que la escuela implemente todas sus ideas.  Recuerde que el personal intenta hacer un programa apropiado para su niño.  Intente trabajar con el equipo del IEP para encontrar una solución que funcione para todos.

· Termine la reunión con un plan.  Revise todos los puntos que se hicieron. Verifique que todos entiendan las metas y los objetivos que se acordaron en la reunión.

· Determine un horario para revisar.  Pregunte al personal que tipo de comunicación funciona mejor para ti para revisar el progreso del programa de tu niño.

· Después de la reunión, escribe una corta nota al personal que revisa tu entendimiento sobre la reunión. Recuerde dar gracias por que trabajan por parte de tu niño.
_________________________________________________________________________________________
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REUNIONES DEL IEP: Consejos a los Padres  

Cuando están en Desacuerdos
A veces es fácil para todos el frustrarse en las reuniones del IEP.  Puede ser un desafió el equilibrar todas las necesidades y demandas puestas en todos los participantes.  Es importante continuar respetándonos el uno al otro y el recordar el propósito de la reunión: desarrollar un IEP que sea apropiado para su niño.

Las siguientes técnicas vienen de la literatura en mediación, negociación, y resolver el problema.  Son adaptadas por el libro de mano Educación especial localizado en www.ldonline.org.

· Acepté los sentimientos de los demás sobre la cuestión.  De se cuenta de que aun cuando usted este en desacuerdo con la opinión de otra persona o sus sentimientos, el o ella tienen el derecho a tener sus propias creencias.

· Identifique lo que es importante o de valor.  Ponga su enfoque en las necesidades y preocupaciones de su niño.  No entre a una reunión con una solución ya resuelta.  Presente sus preocupaciones y exprese lo que usted siente son las necesidades de su niño. 

· De se cuenta que las percepciones de las personas son diferentes.  Usted y la escuela ven a su niño en diferentes ambientes el comportamiento puede ser distinto dependiendo del ambiente.  Usted tiene la ventaja de ver a su niño en mas ambientes pero la escuela tiene la ventaja de ver docenas de niños de la misma edad y pueden tener una perspectiva diferente de expectativas típicas y desempeños.

· De se cuenta que las personas pueden venir a una reunión con diferentes expectativas de lo que será el resultado.  Este dispuesto a escuchar y a considerar las ideas de los demás.

· Sepa que algunas personas pueden carecer de conocimiento completo de algún tema.  Este preparado para compartir su información de recursos de afuera, evaluaciones privadas, etc.  

· Entienda los procedimientos y limitaciones del sistema.  Mientras que es importante saber sus derechos bajo la ley, hay servicios y /o derechos que no son cubiertos bajo la ley que usted pueda sentir que son importantes.  Por ejemplo, usted puede expresar su preferencia por algún maestro en especial al principal de su escuela, pero el tener un niño con necesidades especiales no le da mas derechos para escoger a un maestro que a los padres de estudiantes en educación general.    

· Reconozca que las escuelas no tienen que dar el programa optimo; ellos deben proveer un programa razonablemente diseñado que ofrece beneficio educacional. 

· Cuando usted no pueda acordar a una solución sobre un problema o alguna preocupación, acuerde en una afirmación de problema.  Escríbalo con un lenguaje simple que todos entiendan.  No pierda su carácter.  Los padres que se enojan suelen ser vistos como no cooperativos por el personal de la escuela.  

· Piense en posibles soluciones. Evite criticar las ideas de los demás.  La meta de juntar los pensamientos es para sentir la libertad de crear muchas ideas sin que nadie las critique.

· Hablen sobre cada posible consecuencia al pensar en ideas.  Hablen sobre los puntos buenos y malos de las ideas y porque puedan no funcionar.

· Desarrollen un plan y repásenlo para que todos entiendan el plan y el papel de el o ella en él.  Asegúrese de que este por escrito y que cada participante obtenga una copia.

· Termine la reunión y determine una fecha subsiguiente para reunirse si la comunicación se ha quebrado completamente.  Se hará muy poco progreso si hay una falta de comunicación o si los miembros no pueden pensar claramente debido a sus emociones.  Aunque puede que sea inconveniente, es importante cuando se va a tomar decisiones a termino-largo sobre el programa de su niño.  ____________________________________________________________________________________
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Guidelines for Support of Family Participation

Background

The involvement of family members in the design, implementation and evaluation of healthcare
services, programs and policies helps to assure the best possible care available for children and
their families. Moreover, families often seek ways to become meaningfully involved in or to
give something back to the organizations and agencies that serve them and their children.

Family members consult on many activities and projects that involve the Center for Children
with Special Needs (“the Center”). Parents and other family members review educational
materials, participate on workgroups and planning committees and take part in focus groups

To these efforts, parents and other family members bring expertise in living with and caring day
to day for children with health concerns. These individuals experience receiving services from a
variety of health care systems. Family members offer an invaluable perspective, provide
feedback about services received, and identify issues and workable solutions.

In an effort to encourage the involvement of more families and to assure internal consistency in

policy and practice regarding compensation, compensation guidelines are needed to recognize
those who contribute time and expertise.

tent

The goal of this document is to support participation by parents and other family members by
providing general guidelines that may be adapted and integrated into departmental practice.

Specifically, these guidelines are intended to:

1. Encourage inclusion of funding for family involvement when developing program budgets.
Other expenses that need to be considered are accommodations that allow a family member’s
full participation, such as interpreter services.

2. Offer general compensation suggestions for various types of participation.

3. Encourage the development of creative ways to recognize and value the contribution of
family members.

4. Promote simple financial procedures that maintain accountability.
Principles

1. Family members are essential partners in all aspects of service, program and policy design,
implementation, and evaluation.

2. The diversity of all families is respected. The Center will develop mechanisms to provide the
opportunity for families to share their ideas and expertise. When recruiting family
representatives, diversity is honored and pursued.
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family participation a reality. Funding for family involvement is to be included in program
budgets.

4. Families should be offered compensation for participating in ongoing activities in which their
expertise is used for the benefit of Center grants and projects. At a minimum, compensation
should cover out-of- pocket childcare and travel expenses.

Points to Consider

® Many variables must be considered when determining amount of payment for family
participation. These include the availability of funding, the duration and extent of
involvement (e.g. one meeting or ongoing meetings), the amount of time required (including
preparation time), the “usual” payment rate for particular activities and a family’s wishes
regarding compensation.

e At the onset, clarify expectations for participation by family members. Also discuss the
compensation being offered and when funds will be available (e.g. payment for travel offered
in advance, at the time of the meeting, or within two weeks after the meeting). Clarify what
they wish. Family members may want to volunteer their time and expertise or they may
prefer the funds be used for another program expense. When recruiting family members, ask
“What will this family member need to fully participate?” “Are there any barriers to
participation such as child care or transportation costs?”

e Staff members are encouraged to be creative and flexible when considering compensation for
family members who contribute their time and expertise. Compensation may be financial
(such as a stipend or honorarium) or may include other methods of recognition such as free
admission or reduced fees to a conference, a free copy of an educational material, recognition
in a newsletter or at a reception.

* Not all families will be able to accept traditional “earned income”. Acceptance of a stipend
may jeopardize eligibility for certain public benefits. Not all families will wish to receive

payment for their participation; some family members may wish to volunteer their time and
expertise.

Suggested Compensation Rates

The following are suggested guidelines for different types of involvement:
Family members as Consultants/Reviewers:

>4 hours: $50.00 - $100

2 to 4 hours: $25.00 - $50
Per hour: $15

Compensation may be adjusted as appropriate for teen participants

Family Members as Conference Presenters:
$75 honorarium (more if keynote speaker)




[image: image62.jpg]Special Projects / Unusual Circumstances

Compensation for special projects that require extensive time and effort or that involve unusual
circumstances (e.g. extensive travel, complex childcare arrangements) is to be negotiated with
the Program Manager on an individual basis. Expectations and outcomes must be outlined in
writing.

Compensation/Reimbursement Process

o The staff member coordinating family involvement in a project or activity will assure that
family members complete and submit the “F amily Compensation Form.”

e The “Request for Family Compensation/Reimbursement” form will be sent to Accounts
Payable within 1 working day of receipt.

e Family members will be compensated in a timely manner. Typically, checks will be mailed
within 7 working days.

Adapted from MI Early On “Guidelines for Financial Support of Family Participation” and The
Indiana Parent Information Network’s “Unified Training System: Policies for Family
Compensation/Reimbursement”

For More Information Contact

The Center for Children with Special Needs is a program of Children’s
Hospital and Regional Medical Center. For more information visit:
http://www.cshen.org.

Center for Children with Special Needs
AProgramof

Childrens
Hospital & Regional Mediical Center
Seatte, Washington
© 2004 Chikiren's Hospital and Regional Medical Center, Seattle, WA, All Rights Reserved. Pub 4/04

Center
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Tips for Family Consultants

“The partnership between parents and professionals is based on a realization that everyone’s

role is important, that what we do together is greater than what any one of us can do
separately.”*

e Becoming an active participant takes time. To feel more confident and comfortable, be
prepared. Do your homework. Take notes.

»  Draw on your experience. Anticipate that feelings and memories will surface. Think through
the best way to handle the sharing of family or personal information so you can make your
points most effectively.

o It’s okay not to know everything or have all of the answers.

e Try not to be redundant. Keep your comments short.

» Bebold in asking questions.
*“Parents often ask these exquisitely simple questions like, ‘Why do you do it that way?’ . . .
it may challenge something we 've held very near and dear for a long time but we couldn 't
answer if our lives depended on it. It’s just how we 've done things.”

o The terminology and acronyms are many—clarify when you need to.

o Take advantage of your contact person—connect with them to ask questions, clarify
something that confused you, or debrief after the meeting.

o Trust yourself and your experience. You have a unique and valuable perspective.

“Trust that you can make a difference. Fear is your enemy, conviction your ally.”
—Bob Miyamoto, Family Consultant, Children’s Hospital and Regional Medical Center, Seattle

*Quotes taken from Essential Allies: Families as Advisors and Words of Advice: A Guidebook
for Families Serving as Advisors. Institute for Family-Centered Care.

For More Information Contact:

The Center for Children with Special Needs is a program of Children’s Hospital Center for Children with Special Needs
and Regional Medical Center. Funding for the Family Consultant Project was AProgram of )
provided by the Washington State Department of Health Children with Special [ ( / Washinglon Stale Department of
lealth Care Needs Program and by Children’s Hospital and Regional Medical l ’ He al th
-enter in Seattle, Washington. For more information visit: http://www.cshen.org. Hospitel & Regional Megical Center e .
Seattie, Washington
© 2004 Chikdren's Hospital and Regional Medical Center, Seattle, WA, All Rights Reserved Pub 6/00

Center
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As a parent of a child with special health needs, your involvement is very important to us. We want to insure you are involved in projects
that are interesting to you and ones that fit your experience. Please take a few minutes to fill out this confidential “profile” and return it to
“sin the enclosed envelope. When we hear from you, we will be following up with a brief phone call for additional details. Thank you.

Today's Date:

/ /

Your Name (Last, First):

Your Spouse/Partner's Name (Last, First):

Home Address:

Home Phone Ok to call:

Work Phone Ok to call: [fm]
Email Address:

Name of child with special needs (Last, first):

Child's date of birth: Child's gender

/
"How are you related to this child?
O Mother O Grandparent
O Father O Foster Parent
O Guardian ( Other:

Your child's primary diagnosis:

|

What year was your child diagnosed:

/ /
To what racial and ethnic groups do you belong to?
(optional)
Asian
Black or African American
Hispanic
Native American or Alaskan Native
Pacific Islander
White or Caucasian
Other:

a0oowdaQaoaq

Please list any languages that you speak other than English?

What complementary or alternative approaches to your child's
health care have you used, if any?:
Please check those that apply:

Naturopathy

Chiropractic

Homeopathy

Therapeutic Touch/Healing Touch/Reiki

Acupuncture or acupressure

Herbal

Animal assisted therapies

Art or music therapies

Imagery and biofeedback

Massage

Chinese Medicine

Spiritual/Prayer

Other:
ithin the past 2 years, what services has your child used?
check all that apply)

Hoaoaoaaoaaaoaaaoa

(

O Emergency Room O Endocrinology/Diabetes

O Inpatient Unit O Eye

O Infant Intensive Care Unit | O Gastroenterology/Gl

O Pediatric Intensive Care O Genetics
Unit O Gynecology

O Day Surgery O Hematology/Oncology

Specialty clinics: O Immunology

O Allergy/Asthma O Infectious

O Audiology/Hearing Loss Disease/Virology

O Biofeedback/Stress O Nephrology
Management O Neurology

O Birth Defects/ a OT/PT
Neurodevelopmental O Orthopedics

0O Cardiology O Rehabilitation Medicine

O Chest/Pulmonary O Rheumatology

O Child Psychiatry and O Speech and Language
Mental Health Services

O Craniofacial O Spasticity Management

O Cystic Fibrosis O Surgery

O Dental O Urology

O Dermatology

0O Ear, Nose, Throat/
Otolaryngology





[image: image65.jpg]Family Consultant Profile

The following list reflects the many ways parents can be involved as family/consumer experts. We do not expect parents to
ave extensive experience. We are interested in learning what experience you may have and more importantly, what

interests you. To prepare you, training will be offered.

Feedback group participant: one time parent group meetings
to give feedback or suggest solutions on a particular topic.

O have done 3 interests me

Task force member: time limited membership with a agenda
that is usually focused on “quality improvement—could be all
parents or parent/professional mix.

O have done O interests me

Sharing the parent/family perspectives in a formal
presentation:

o Parent panels O have done O interests me
o Individual presentation 0 have done (J interests me
« Written personal perspectives (3 have done 3 interests me

Committee member: membership on standing committee that
is charged with a particular responsibility. Collaborating with
aff and professionals, offering the parent/family perspective.
0 have done O interests me

Advisory board member: long standing commitment (2 year),
to a parent group that advises key decision makers and gives
feedback on consumer issues.

3 have done O interests me

Reviewing written/audiovisual material: from the
parent/family perspective—brochures, grants, patient education
materials.

O have done

O interests me

Support other parents: by providing emotional peer support
about living with a child with special needs.

3 have done O interests me

Group Facilitators: leading or co-leading parent support
groups.

3 have done O interests me

Mentoring other parents: Supporting or guiding parents new to
the parent consultant role
O have done O interests me

Training or Co-Training: training other parents or
professionals to improve the family/provider partnership

o Other parents (3 have done O3 interests me
o Professionals O have done (3 interests me
o Oneonone O have done 3 interests me

In group settings 0 have done (3 interests me

Program Development: work with staff to develop new
programs that support patients and their families.
0 have done O interests me

Grant Development: work with staff to develop grant ideas and
participate in the writing of a grant.
O have done O interests me

Conference or Event Planning Committee: membership on a
committee that is planning a conference, educational series,
event, etc.

O have done

O interests me

Working in the public relations arena: being interviewed or
featured by staff or the media.
O have done O interests me

Influencing public officials: regarding relevant health policy
decisions by

o Writing letters 0O have done (3 interests me
o Testifying O have done (3 interests me
o Special projects/committees 3 have done (7 interests me
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Please complete the following phrases:
A. | have special interest in:

B. My Participation or availability constraints are:

Additional Comments:

Once we receive your completed profile form, we will interview you over the phone. These interviews are informal and help
us get to know you. Please let us know the best times to reach you:

Monday Tuesday Wednesday Thursday Friday

AM: ) 0 o o o
PM: a a a a )
EVE: o 0 a 0

Earliest time to call in the morning:

Latest time to call in the evening:

Thank you for your time. Please mail back forms in the enclosed envelope to:

Questions? Contact:

For office use only. ID:

For More Information Contact:

The Center for Children with Special Needs is a program of Children’s Hospital

and Regional Medical Center. Funding for the Family Consultant Project was Center for Children with Special Needs /
provided by the Washington State Department of Health Children with Special AProgramof
Health Care Needs Program and by Children’s Hospital and Regional Medical

iidren's @) Healtl
Center in Seattle, Washington. For more information visit: http:/www.cshcn.org. Ch,,drens / ea t

bt S o Co ot Prgan
Hospital & Regional Medical Center
Seatte, Washington

Washinglon State Department of

92004 Children's Hospital and Regional Medical Center, Seattle, WA, All Rights Reserved. Pub 4/04

Center
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Seattle, Washington

Family Consultant Interview
Family Consultant Name:
Date:
Interviewer:
1. Follow-up on the profile: summarize, clarify, and respond to questions.

2. What skills have you learned that you could/would like to share with others, like parents,
providers, hospital staff, etc. Prompt: for example, navigating the funding maze, advocating
Jor coverage, school issues, effective communication with providers, etc.

3. What kind of involvement (per list in profile), especially interests you at this time?

4. What kind of training would help you feel better prepared for this involvement? Prompt: for
example, information, practice, mentoring, computer, run a meeting, write a grant,
communicate effectively, public speaking.

5. What kind of support would make it easier for you to become involved? Prompt: for
example, childcare 8, childcare at meetings, particular time for meetings, car-pooling,
mentoring, transportation.

6. We understand that living with a child with special health care needs can greatly affect the
time you have to work as a parent consultant. At this point in time is there anything we need
to know about your availability?

7. For you, what stands out as key learnings for you in living with a child with special health
needs?

Additional Comments:

Interviewer Comments:

For More Information Contact:

The Center for Children with Special Needs is a program of Children’s Hospital Center for Children with Special Needs
'nd Regional Medical Center. Funding for the Family Consultant Project was AProgram of
Washington State Department of

provided by the Washington State Department of Health Children with Special
Health Care Needs Program and by Children’s Hospital and Regional Medical Ch"drens /l Hea th
Center in Seattle, Washington. For more information visit: http://www.cshen.org. Hospital & Regional Medical Center etk il L]

Seattle, Washington
©2004 Children's Hospital and Regional Medical Center, Seattle, WA, Al Rights Reserved. Pub 4/04
Center
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Name

Meeting or nature of family consultant activity
Date(s)

Using the following scale, please rate your responses to the following statements. Your
candid response will help us insure meaningful involvement of family consultants. Feel
free to make additional comments below.

1 2 3 4 5
Strongly Disagree Disagree Not sure Agree  Strongly Agree

Please circle one

1. T'understood the purpose of the meeting activity. 1 2 3 4 5
2. Ireceived enough information ahead of time. 1 2 3 4 5
3. Ifelt adequately prepared for the meeting/activity. 1 2 3 4 5
4. Thad a clear understanding of my role 1 2 3 4 5
5. The agenda was well organized. 1 2 3 4 5

6. I felt welcomed and included as a member of the group 1 2 3 4 5

7. My opinion was respected. 1 2 3 4 5
8. Iam clear about what was accomplished. 1 2 3 4 5
9. My participation was worthwhile. 1 2 3 4 5
Comments:

o I would like a call to follow up on the meeting/activity
Phone #

The best times to reach me

This form courtesy the Center for Children with Special Needs
Children’s Hospital & Regional Medical Center; Seattle, WA
http://www.cshen.org/resources/famadvisor.cfm




The Language of Disability - It’s the “Person” First
From the PACESETTER, September 1989

If you saw a person in a wheelchair unable to get up the stairs into a building, would you say, “there is a handicapped person unable to find a ramp?”  Or would you say, “there is a person with a disability who is handicapped by an inaccessible building?”  What is the proper way to speak to or about someone who has a disability?

Consider how you would introduce someone - Jane Doe - who doesn’t have a disability.  You would give her name, where she lives, what she does or what she is interested in - she likes swimming, or eating Mexican food, or watching Robert Redford movies.  Why say it differently for a person with disabilities?  Every person is made up of many characteristics, mental as well as physical, and few want to be identified only by their ability to play tennis or by their love for fried onions, or by the mole that’s on their face.  Those are just parts of us.  In speaking or writing, remember that children or adults with disabilities are like everyone else, except they happen to have a disability.  Here are a few tips for improving your language related to disabilities.

1) Speak of the person first, than the disability.

2) Emphasize abilities, not limitations.

3) Do not label people as part of a disability group.  Don’t say “the disabled;” say “people with disabilities.”

4) Don’t give excessive praise or attention to a person with a disability; don’t patronize them.

5) Choice and independence are important; let the person do or speak for him/herself as much as possible.  If addressing and adult, say “Bill” instead of “Billy.”

6) A disability is a functional limitation that interferes with a person’s ability to walk, hear, talk, learn, etc.; use handicap to describe a situation/barrier imposed by society, the environment, or oneself.
	SAY

	INSTEAD OF

	child with a disability

	disabled or handicapped child

	person with cerebral palsy
	palsied, or C.P., or spastic  

	person who has....
	afflicted, suffers from, victim

	without speech, nonverbal
	mute or dumb

	developmental delay
	slow

	emotional disorder or mental illness
	crazy or insane

	deaf or hearing impaired and communicates with sign
	deaf and dumb

	uses a wheelchair
	confined to a wheelchair

	person with retardation
	retarded

	person with epilepsy
	epileptic

	person with arthritis
	arthritic

	person with Down Syndrome
	mongoloid

	has a learning disability
	is learning disabled

	nondisabled
	normal, healthy

	has a physical disability
	crippled

	congenital disability
	birth defect

	condition
	disease (unless it is a disease)

	seizures
	fits

	cleft lip
	hair lip

	mobility impaired
	lame

	medically involved, or has a chronic illness
	sickly

	paralyzed
	invalid or paralytic

	has hemiplegia (paralysis of one side of the body)
	hemiplegic

	has quadriplegia (paralysis of both arms & legs)
	quadriplegic

	has paraplegia (loss of function on lower body only)
	paraplegic

	of short stature

	dwarf or midget


WASHINGTON STATE PARENT TO PARENT SUPPORT PROGRAMS
Date: ___/___/___ Program: ___________________________County: ___________ Code: _________

Intake by: _______________________ First contact: Yes ___ No ___ Date of last contact: ___/___/___

Contact initiated by: Parent/Guardian _____ Relative/friend _____ Professional _____ Other _____

Contacted by: Phone _____ Mail _____ Email _____ Return contact by: Phone _____ Mail _____ Email _____

Name of child: _______________________________ Age _____ DOB: ___/___/___ Gender:   F___ M ___

Primary diagnosis: ________________________________________________________________________

Secondary diagnosis: ______________________________________________________________________

Developmental Delays: No _____ Yes _____ Describe: __________________________________________

_______________________________________________________________________________________

Special Health Care Needs: No _____ Yes _____ Describe: ________________________________

________________________________________________________________________________

Mother’s name: _____________________________ Father’s name: __________________________

Address: ________________________ City: ___________________ State: ______Zip: __________

Home phone: _______________ Work phone: _____________ Email address: _________________

Name and ages of siblings: ___________________________________________________________

Emergency contact: ________________________________ Phone: __________________________

Does the family want to be matched with another family with a child with similar needs: Yes ___ No ___

Referred to: ______________________ County: _________________ Date of Match: ___/___/___

Disability/Special Health Care Need Matched: __________________________________________

Comments: ______________________________________________________________________

________________________________________________________________________________

[image: image69.jpg]Parent to Parent Phone Log

Date: Name: Phone Number:

Parent/professional  New/existing Match/PP Assistance Health/DD DX:

Child’s Name: Age: 0-3 35 6-12 12-18 18+
Referred by: School/District
Notes:

Parent to Parent Phone Log

Date: Name: Phone Number:

Parent/professional New/existing Match/PP Assistance Health/DD DX:

Child’s Name: Age: 0-3 35 6-12 12-18 18+
Referred by: School/District

Notes:

Parent to Parent Phone Log

Date: Name: Phone Number:

Parent/professional New/existing Match/PP Assistance Health/DD DX:

Child’s Name: Age: 0-3 35 6-12 12-18 18+

Referred by: School/District

Notes:
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Parent Name Child’s Name

Address has this changed
Telephone # E-Mail

(Ask permission to add to e-mail legislative alert list)
Matched with Date

Family Partner or Support Parent (Circle One)
Section A

Are you still in touch with your Family Partner/Support Parent? YES NO
If YES go to Section B. If NO continue with next question.

Remind them that we are here to listen. Do you have any new concerns? Would you like your
Family Partner/Support Parent to contact you?

Section B

Remind the parent of the programs and support groups available and of upcoming Family Connection events. Send
information or place on mailing list.

Would you be comfortable with my asking you a few questions now about your experiences with Family Connection?
On a scale from 1 to 5, with 1 as ‘strongly disagree’ and 5 as ‘strongly agree’, please rate how much you agree with the

following statements. Please rate each statement twice — how you felt before Family Connection support and how you

feel today.

Strongly Strongly
Disagree Agree
Before 1 2 3 4 )
I know who to contact and where to go
In the community when I need help Today 1 2 3 4 5
Before 1 2 3 4 5
I have confidence in my ability to parent
and take care of my child Today 1 2 3 4 5
Before 1 2 3 4 5
I feel better able to deal with stress
Today 1 2 3 4 5

Do you feel the Family Partner/Support Parent you are/were matched with was a good match for you? YES NO
Would you recommend Family Connection to others? YES NO

What other suggestions/comments/observations do you have about Family Connection?

Consider the age of the child and your knowledge of the parent before asking:

Are you interested in becoming a Support Parent or in finding out what is involved in being a

Support Parent? YES NO

Be sure to thank them for their time. We all know about the demands of being a parent and we appreciate their input.

Completed by Date

C:\G_Drive\2005\Columbia\Forms\Matched Parent Follow revised 10-6-04.doc
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[image: image72.jpg]SAMPLE

PARENT TO PARENT INTAKE

DATE IN: RESPONSE DATE: CLOSE DATE:
CHILD'S NAME: D.O.B. M/F
CAREGIVER(s): RELATTIONSHIP:
ADDRESS: HOME PHONE:
CITY: ZIP: WORK PHONE:
CHILD'S DISABILITY:
SCHOOL DISTRICT:
SERVICES REQUESTED:
PARENT MATCH: Y or N

lelping Parents Name: Phone #: -
ADVOCACY: Y or N
Advocates Name: Phone #:

REFERRAL: Y or N

Referred to the following programs/agencys:

INFORMATION: Y or N

Provided the following information:

Add to the mailing list for the newsletter: Y or N
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PARENT SUPPORT PROJECT

Date

Telephone Contact Log

Time Spent

Caller’s name Nature of Call:
Address Questions re: Parent Support Project
Request for Information on PSP
Phone Request for Supporting Parent Match
Organization Request for Resource Information
____Community
Referred by Diagnosis
Support

Parent: Yes/No Age of Child

Child's Name

Request for Referral

Child’s Diagnosis

Emotional Support

__ Other services

Concerns of Caller:

Staff Response:

Staff Call Back:

Adapted from P2P of Vermont
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CONVERSATIONS WITH FAMILIES

Referred Family’s name

Child's name Age Diagnosis
Sibling's name(s) Phone number
Special Concerns

Date Notes, Comments and Time Spent

Pareat Support Project




[image: image75.jpg]Hospital/E.I.P. Liaison Volunteer Report

To be filled out by the Parent to Parent volunteer after hospital contact is made.
Send to Parent-to-Parent Coordinator at:

(Program address)

Name of volunteer:

Hospital:/EIP:

Date of Report:

Name of Contact Person:

Contact Person’s Phone Number:

Date of Contact: Time Spent (incl. travel & tele. time)

Materials provided:(ie. poster, brochures, etc.)

Inservice requested: 0 Yes 0 No
If yes, specify:

When (dates and times):

Where:

Other requests for information:

Other contacts to be made and phone numbers:

Comments and other information:

Date of follow-up appointment (6 months or 12 months)






Hospital/EIP Data Sheet
1. How many babies with developmental disabilities were born in your hospital/admitted to your program in the past 12 months? 










































2. Were the families informed about Parent to Parent Support Program? 










































3. Did you refer the parents to Parent to Parent Support Program?  Satisfactory?











































4. Has an in-service been presented?  Response? 










































5. Are there other things we can/should be doing?











































6. Do you need more materials?  Brochures?  Posters? 










































7. When would you like to be contacted again? 










































What is your relationship to the family member with a disability or special need?





Mother			


Step Parent


Other_______________


Father


Grand Parent


Foster Parent 


Guardian





What is the name of the disability or special need that your family member has?


	_________________________________________________________________


	_________________________________________________________________


	_________________________________________________________________





What racial and ethnic groups do you belong to? 


Caucasian


African American


Native American


Asian


Hispanic


Other________________





What is your primary Language?


English


Spanish


Other________________





When was your first contact with services provided by Parent to Parent?


__________/_____________


month                  year








How did you find out about Parent to Parent? __________________________


______________________________________________________________


______________________________________________________________





How often do you meet or talk with someone from Parent to Parent?





_______times per week


_______times per month


_______times per year
























































Demographic Questions


It is important for us to understand your background information. All information will be held confidential.























�


Parent to Parent


Training Evaluation





Please help us plan for other future trainings by answering the questions below.





Date: 					


Topic: 													





Instructions:


Below is a list of statements.  Please circle the number that best describes how much you agree or disagree with the sentence.


�
Strongly Disagree�
Disagree�
Neutral�
Agree�
Strongly Agree�
�
1. I learned new information about the topic during today’s training.�



1�



2�



3�



4�



5�
�
2. After what I learned today, I feel more confident about caring for my child or children in my care.�



1�



2�



3�



4�



5�
�
3. I will use the information I learned today to care for my child or children in my care.�



1�



2�



3�



4�



5�
�
4. Today’s presenter(s) was/were knowledgeable and communicated well.�



1�



2�



3�



4�



5�
�
5. I would recommend this training to others.�



1�



2�



3�



4�



5�
�



	6. What other types of training topics would be of interest to you?


														


														





	7. Please check below all that apply:





		____ I am a parent/caregiver.


		____ I am a service provider.





	8. Please check below ALL Parent to Parent services that you have used in the last year:





		I have participated in:						I have received:





		___ Other Education Programs and/or Trainings		___ Information and Support through


		___ Parent to Parent Match					        Telephone or Email Contact 


		___ Other Support Groups					___ Information from web site


		___ None of the above					___ Printed Resources


										___ None of the above





Please turn page and continue...














1. I learned new information about the topic during today’s training.





2. After what I learned today, I feel more confident about caring for my child or children in my care.





3. I will use the information I learned today to care for my child or children in my care.





4. Today’s presenter(s) was/were knowledgeable and communicated well.





5. I would recommend this training to others.
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9. If you are a parent/caregiver, is your child being served by:





	___ Infant-Toddler Program (under 3 yrs)


	___ Special Education Preschool Program (3-5 yrs)


	___ Special Education for children in elementary school (over 5 years)


	___ Other Programs? 											


	___ None of the above


	___ Not applicable





Your answers to the questions below would be helpful to us, but you do not have to answer them.





What is your Race or Ethnic Description? (Please check one):





	___ Asian, Asian American, or Pacific Islander


	___ Black/African American (not Latino/Hispanic)


	___ Latino/Hispanic


	___ North American Indian or Alaska Native


	___ White (not Latino/Hispanic)


	___ Multi-Racial


	___ Other: 													


	


What is your gender?  ___ Female    ___ Male








Please make any comments or suggestions below.







































































THANK YOU!





(Thanks to Family Support Network of North Carolina)
































�


Parent to Parent


Support Group Evaluation





Please help us plan for other groups by answering the questions below.





Date: 				


Support Group Name: 											





Instructions:


Below is a list of statements.  Please circle the number that best describes how much you agree or disagree with the sentence.


�



Strongly Disagree�



Disagree�



Neutral�



Agree�



Strongly Agree�
�
1. This support group helped me learn about resources and services in my community.�



1�



2�



3�



4�



5�
�
2. I have gained information from this support group that helps me feel more confident about caring for my child.�



1�



2�



3�



4�



5�
�
3. There are people in this support group that I can turn to when I need help or information about caring for my child.�



1�



2�



3�



4�



5�
�
4. It has helped me to be with others who have similar experiences.�



1�



2�



3�



4�



5�
�
5. I would recommend this support group to others.�



1�



2�



3�



4�



5�
�



	6. What other types of support groups would be of interest to you?


															�																																													


															





	7. Please check below ALL Parent to Parent services that you have used in the last year:





		I have participated in:						I have received:





		___ Other Education Programs and/or Trainings		___ Information and Support through


		___ Parent to Parent Match					        Telephone or Email Contact 


		___ Other Support Groups					___ Information from web site


		___ None of the above					___ Printed Resources


										___ None of the above





Please turn page and continue...




















9. If you are a parent/caregiver, is your child being served by:





	___ Infant-Toddler Program (under 3 yrs)


	___ Special Education Preschool Program (3-5 yrs)


	___ Special Education for children in elementary school (over 5 years)


	___ Other Programs? 											


	___ None of the above


	___ Not applicable





Your answers to the questions below would be helpful to us, but you do not have to answer them.





What is your Race or Ethnic Description? (Please check one):





	___ Asian, Asian American, or Pacific Islander


	___ Black/African American (not Latino/Hispanic)


	___ Latino/Hispanic


	___ North American Indian or Alaska Native


	___ White (not Latino/Hispanic)


	___ Multi-Racial


	___ Other: 													





What is your gender?  ___ Female    ___ Male








Please make any comments or suggestions below.

































































THANK YOU!





 (Thanks to Family Support Network of North Carolina)
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