
ICC Open Space Meeting 2/2005 
Convener’s Notes Page 

 

The Notes are a crucial part of your conversation.  
Please type in the notes from this discussion when you are finished in your topic circle. 

1

 

Session 1 
 
Topic:  Moving from Information to ACTION!! 
 
Convener’s Name:  Dawn Bly, (MN) 
 
Participants:  Richard Martinez (KA), Joann Moton, Beth MacDonald, Judith Bendersky 
(AK) 
 

• Have a retreat to discuss the frustration of just information and no action. 
• Parents are frustrated not knowing their role. 
• Remind attendees to bring the information back to the groups they represent and hold 

discussions about it. 
• Make an agenda item of action for each meeting. 
• Have better orientations of role representation and responsibilities. 
• Have an agenda item about how members have applied the last meeting information. 
• Have committees and committee work and report back. (legislative, finance, 

personnel/services). 
• Make sure the agenda has an interagency look - not dominated by the lead agency. 
• Suggest members send a representative if they are unable to attend, or have them leave the 

committee to allow room for those who want to commit to the work. 
• Each meeting go through the legislation that reminds all members of what the ICC is about. 
• Look to other states (websites, etc.) for their action steps. 

 
 
 

Session 1 
 

Topic: Legislative Awareness – Effective ideas to get their attention 
 
Convener’s Name:  Valerie Strohl , ICC Chair, Indiana 
 
Participants:  Paula Brown (OK), Kristina Rice, Ruby Gourdine (DC), Brenda Laws 
(VA), Randee Gabriel (FL), Cheryl Molloy (NC), Bill Agress (NJ), Jane Larson (NM). 
 

• Make sure you have concerned legislators on your ICC, from relevant committees. 
• Assign two parents from each county to be your legislative contacts.  When you need 

letters, or to meet with their legislators. 
• Visit/write letters 
• Legislative Luncheon (paid for by the ICC) 
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• Budget “parent support” dollars for people to travel to capitol during legislative session. 
• Provide “draft letters” for parents on a central website, so they know how the format of the 

letter should be. 
• In Oklahoma, they have “Tuesdays for Tots” during the legislative session.  Advocacy day 

for any early childhood topic – EI. 
• Provide training class for parents on how to address the legislators. 
• Paid staff to watch bills. 
• Parents don’t know that legislators really will get them time, more so than other 

stakeholders. 
• Flashy book with good pictures and accomplishments of ICC are given to legislators. 
• Legislators want numbers and facts – not sobbing. 
• Work with local agencies (e.g. ARC) 
• Committee to be concerned about – Budget Committee/Health and Human Services 

Committee. 
• We are a unique power.  We are of all races, all economic levels, all religions.  They will 

listen because it affects everyone in their constituency, not just one group. 
• Put parent letters in packets, give to legislators. 
• Meet with Governor.  Secure meeting through Sec. of State.  Bring professionals and 

parents, so that you can answer all questions accurately. 
• Sometimes parents don’t know what they are talking about or the underlying tones of the 

session.  Do your homework  ahead of time.  Your testimony could hurt more than it helps. 
• Meet with staff of Sen/Reps, give them facts – numbers.   
• Office of State Finance – make sure the ICC is represented at the meetings regarding your 

budget. 
• If you have a “parent to parent” network.  Use it to get the word out. 
• FINALLY – you can have the greatest EI program in the country, but if your state 

government doesn’t know, you can find yourself in trouble during a budget crisis. 
 
 
 

Session 1 
 

Topic: Mentoring Active New ICC Members, Especially parents 
 
Convener’s Name:  Linda Tuchman-Ginsberg 
 
Participants:  Dave Rovetti NV, Julie Bartels MI, Terri Hodge SC, Elaine Terlaje NMI, 
Mamie Blajadia Guam, Salanda Thomas DC, Cassie Johnston WA 
 
What helps family members get connected to the ICC, stay connected and involved? 

• Connections with other families, through parent-to-parents support networks 
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• Offer opportunities to gain information, find satisfaction in making something happen 
and helping other people 

• Family Leadership Committee:  opportunity for parents to share information and 
support each other.  Includes ICC members and those interested in contributing to the 
work of the ICC.  

• Offers an annual family Event with a 6 hour planning session to identify goals for 
upcoming year; plus time for families to meet.  Part C coordinator and ICC chair 
always invited. 

• In one state, parents are recruited for ICC committees at a number of family 
conferences that place throughout the year.  One representative from the ICC is present 
to talk with families.  This type of recruitment provides parents opportunities to select 
activities that fit their time and interests. 

• In several states, parents meet prior to ICC meetings to understand the issues, prepare 
potential motions, gain background information, and plan roles for various members of 
issues of importance to the parent constituency.  Some states have a conference call the 
night before.  Some meet an hour before the full meeting, others meet ½ to a full day 
prior to the full ICC meeting.  One issue was how to fit with open meeting laws. 

• Discussed the importance of parents on all committees; yet need for mentoring to be 
fully informed and supported members. 

• In one state (MI), when parents leave when their child turns 12 (Part C), the parent who 
is leaving selects another parent from their local interagency council who might follow 
them.  They often identify this person a couple of years before leaving so that there’s 
time to mentor that person into the future role. 

• Funding for parent participation:  Given state laws and IDEA guidelines, how to 
compensate parents for their time.  Reimbursement of expenses was easy--- child care 
and lost work wages was more complicated.  Some states have an ICC line item in the 
budget for parent support that is granted to a non-profit to dispense to parents.  MA 
uses cash that is paid by their PTI.  More complex to address the wages.  Some offer an 
hourly rate to cover all expenses (E.g., work, child care, mileage -transportation).  
Some ICC chairs write letters to employers to encourage support, release time, use of 
vacation, emphasizing the contributions/service component of the employees time 
commitment.  Some by-laws include information about supporting parent participation. 

• What about a seat for the PTI on the ICC? 
• Some of the parent support components underscore ways to help parents access a 

constituency that helps them.  Most parents are selected for their ability to represent 
other parents points of view, as well as their own.  

 
RESOURCES:  Essential Allies &Words of Advise, Institute of Family- Centered Care. 
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Session 1 
 

Topic: Impacting medical professionals in regards to family 
interactions 
 
Convener’s Name:  Ellen Mellard, Kansas  
 
Participants:  Julie Williams (MI), Bonnie Sandahl (WA), Troy McCarthy (IA), Peggy Small-
Porter (NH), Martha Diefendorf (NC), Lisa Kowal (NY), Roxane Romanick (ND), Karen Fierer 
(VT), Joyce Van Anne (OR), Donna J. Njoku (MD), Olga Emgushov (Guam)    
 
How do you impact medical practitioners in the field so that their interactions with parents 
are more positive? 
IDEAS: 

• Study by the National Down Syndrome Society has produced a “top Ten Tips” for 
physicians for giving information about diagnosis. (How to best share such information 
with physicians?)  

•  Physicians listen to physicians. 
• Leadership series for physicians. There is a family practice doctor or pediatrician in each 

region who is available to consult with or advise other doctors – NH. 
• Project that does training for physicians statewide – VA. 
• Group of parents working with medical residents – VT. 
• State parent organizations to disseminate information (e.g. Family Voices, PTIs) 
• Transdisciplinary training of providers/physicians/therapists.  This has been good but it us 

not sufficient – WA. 
• Families who have had experiences who go back to their doctor/facility and tell them about 

their referral to EI 
• EI providers who help families write letters back to physicians about experiences (both 

positive and negative).  This is cathartic for family and instructional for physician - NH. 
• Representative of support network (or EI program parent mentor) who writes notes to 

doctors thanking them for their role.  Has resulted in doctors now contacting parent support 
network to involve them right away after a birth with a diagnosed disability  

• Parent resource person at each host agency – VT. 
• Feedback from EI to doctor after a family has been referred is important.  IA ICC is 

working on improving this loop. 
• Notebook for parents with a section for each practitioner (e.g., OT, PT, MD) which the 

parent carries to all visits and each practitioner can refer to others’ notes and fills in new 
information – HI. 

• Information in AAP journal about medical home and the need for coordination – there has 
been more press recently 

• LEN Project (??not sure of name) for training for doctors.  Very good, but sometimes 
seems like preaching to the choir; those who need information don’t get it – WA. 
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• Great video that shows what it is like for doctors to give bad news and how it effects 
them— done with doctors by the School for the Blind 

• Use of developmental specialist who goes 1 day per week to a doctor’s office to do 
screening with doctor (Baby Steps Program, funded by a grant, uses PEDS tools by Frances 
Glascow) – NH. 

• Doctors are being given more information on developmental screening at AAP meetings. 
• Bring in adult(s) with disabilities to speak to medical students and share their experiences 

as a patient and how he/she would have liked to be treated as a patient – at University of IA 
Medical School. 

• Bring parent(s) of a child with disabilities into medical schools for presentations. 
• Residency programs in 4 places in the country on medical homes. 
• Raise money to send some doctors to training (e.g., at Kennedy Krieger for 1 week) so they 

will have the experience and will bring it back into their practice – ND 
• List of “good” and “bad” doctors 

 
ISSUES 

• Who should be the spokesperson for the group of practitioners so that parents don’t get 
different information from different people at different times?  Need for consolidation of all 
evaluation information and coordination of all medical practitioners involved.  Research idea:  
study on the attitudes of medical students when they are listening to parent stories related to 
what kind of doctor they become. 

• Need for change in attitude, not just increased knowledge.  Similar to good bedside manner.  
How to present information in a good manner should be common sense, but it is not. 

• Information needs to get to family practice physicians, not just pediatricians, since family 
practice doctors have much less experience with children in general and especially children 
with disabilities. 

• Increase of in utero diagnoses will bring on newer/different dilemmas. 
• Increase of children for whom English is not their native language can delay doctors’ 

screening for hearing problems since they think the problem is due to language 
comprehension rather than hearing. 

• HIPPA guidelines/rules sometimes interfere with sharing of necessary information among 
practitioners.  Information doesn’t get back to doctors after they have made a referral. 
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Session 2 
 

Topic: Transdisciplinary model of service delivery 
 
Convener’s Name:  Janie Martin 
 
Participants:  Joyce Van Anne, Robin Kerrich, Leah Esther Lax, Karen Serer, Cheryl Mulloy, 
Ruth Falco, Jan Bledsoe, Brenda Laws, Paula Brown, Ellen Mellard, Toni Spiotta, Margaret 
Sampson, Rita Esposito, Barbara Prindle-Eaton 
 

Problem: 
 Adapting TD models to fit the state – may not be best practice 
 Need a forum dialogue to discuss mission – not only driven by money 
 Need options for families  

o Criteria to determine services 
Challenges: 
 Funding 
 Teaming 

o Training 
 Money saved – used to support training 
 Paying for consultation with Part C  

o Using “saved” money 
 Rarely use private insurance 

o Draw down based on whatever the private service provider 
 7 states – Bill Medicaid for early interventionist – EPSDT 
 Team collaboration – enroll as providers 
 Building in certification – competencies for all disciplines 
 Primary coach model – lead clinician based on primary needs of child 

o Team depends on needs of child 
 CBRS (NC) Medicaid 

o EI professionals – separate from direct intervention 
o 4 team members 
o More NE, more opportunities for family choice – less $$ needed 

 Frequency/intensity Questions 
o At team meeting 
o SC decides on services 

 Services must be individualized – One model doesn’t serve all needs 
 Using privacy interventionist – flexibility to add service providers 
 Lots of inservice  
 Challenged: 

o  Is it effective to have four therapists go separately? 
o Does it change outcomes? 

 Monthly meetings with all therapists and Family service coordinators –  
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o Team meetings – 
o  Looking at IFSP goals 

 Team notebooks – kept by families 
 
 
 

Session 2 
 

Topic: User Friendly Early Intervention. Annual Reports 
 
Convener’s Name:  Bill Agress, New Jersey ICC Chair  
 
Participants:  Joann Moton, Kay Leeper, Judith Bendersky, Randee Gabriel, Jerry Perry, 
Paula Kendig, Olga Emgushov, Merina Tunupofo, Teresa Lansdowne 
 
Examples of what to do to make the Annual Report user friendly: 

• Quotes from families 
• Pictures from families – need permission/release which can be difficult 

Content:  
• Letter of purpose, contributions of partners 
• Key items on status of children (from collaborative partners, i.e. Health, Human Services, 

CSHCN – Education) 
• Mission  
• Referrals 
• Exiting System, Sources of referral 
• Services and dates 
• Settings 
• How system is organized; lead agency  
• Info about the ICC 
• Collaborative partners 
• How much the state saves “for every dollar spent……” 
• Accomplishments and Challenges Ahead 
• Who to give it to:  Legislators, Governor’s Office, Regional Collaboratives, School District 

Superintendents 
• Printing  is problem – largest expense 
• PDF format on web page 
• Send out letter to stakeholders – asks who wants a quantity of hard copies mailed. 
• Developing one page document summary to hand out; keep brief – highlights only 
• Provide powerpoint presentation to help ICC members talk to constituents using 

information in report 
• Encourage others to look at these states’ user-friendly reports: 
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New Mexico, New Jersey, Iowa, Oklahoma, Alaska, Connecticut 
 
 
 

Session 2 
 
Topic:  Advocacy Vs. Lobbying 
 
Convener’s Name:  Ginger Potwin 
 
Participants:  Jane Larson, Bonnie Sandahl, Olga Emgushov 
 
Where is the line between Advocacy vs. Lobbying? 

• The ICC Executive order states the ICC cannot lobby. 
• Lobbying is asking for support in exchange for a vote.  It is also spending over a certain amount of 

money on expenses that gains the legislators support. 
• Advocacy is educating.   
• Parents have more flexibility around advocating, whereas professionals do not when it comes to 

advocating for Part C dollars on a legislative level. 
• Have a legislator representative on the ICC.  Ask the governor to recommend a legislator to represent 

the ICC. 
• If the Governor, and the legislators are unaware of the ICC, educate them by using power points. 
• The power points and folders can be used to share what the ICC does, what Part C is, the benefits that 

Part C has on children and their families, and the folders can include family stories.  Vermont has 
found that a parent’s story is very empowering, and is an effective strategy when educating legislators 
about the ICC and Part C, and the importance of supporting Part C dollars. 

• This group was unable to come up with a clear definition of what advocacy and lobbying is.  Where 
can we go to gain clarity of what advocacy is, and what lobbying is?  Being unclear prevents the ICC’s 
from advocating effectively.  Our goal as an ICC is to advocate effectively.  

 
 
 

Session 2 
 

Topic:  PARENT PARTICIPATION/FAMILY INVOLVEMENT 
 
Conveners:  Names: Cassie Johnston and Teri Hodge 
 
Participants:  Donna Swihart, Donna Njoku, Terri Hodge, Mamie Balajadra, Salanda 
Thomas, Richard Martinez, Clara Butierrez, Elaine Terlaje, Beth Macdonald, Ruby Gourdine, 
Kristina Rice, Maureen Moorehead 

 
NOTES: 
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• Stable State funding for EI services and including part B people 
• Understand parent members have significant challenges to participate 
• Problems with State funding for parent involvement (provide funding AHEAD OF TIME for 

airfare, hotel, mileage, per diem, respite etc.) Parent many times must pay for these expenses 
out of pocket and then wait for several weeks for reimbursement.  This is not feasible for 
many parents as it requires money out of pocket or on credit cards that they may/may not 
have. 

• State reimbursements tend to be very slow 
• Lack of parent orientation process when appointed to ICC (example of supports, list of terms 

and acronyms, training in other languages, updates on changes, etc.) Also needs to be 
thorough training process including ideas of supports (mentoring). 

• Would like to see a national comparative done on PARENT INVOLVEMENT within DD 
services vs. OUTSIDE of DD services systems. 

• Encourage NECTAC to establish a “TA” process to help provide funding for families to 
attend the conference.  

• Provide list of POSITIVES for parents on being involved (what is in it for them) 
• Encourage relationship with State and Community PTI’s – they are funded for 

training/education and knowing resources in their area and Statewide… 
 
Discussed the following books: ESSENTIAL ALLIES, WORDS OF ADVICE, EARLY 
INTERVENTION DEFINITIONS 
 
 
 

Session 3 
 

Topic: Pre-ICC Parent Meetings 
 
Convener’s Name:  David Rovetti 
 
Participants:  Julie Bartels, Paula Kendig, Joseph Mendiolc, Henry Sesepara, Donna 
Batkis 
 

• One hour is plenty of time 
• Same day before ICC meeting may be best. Michigan does this and it works well for them 
• ICC meetings can be intimidating. A pre-meeting for parents can help parents participate 

and feel more comfortable with presenting ideas.  
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Session 3 
 

Topic:  Finding EVERY Eligible Infant and Toddler  
 
Convener’s Name:  Bill Agress 
 
Participants:  Jerry Perry, Maryland; Karen Fierer, Vermont; Joyce Van Anne, 
Oregon; Sarah Souders, Alaska; Olga Emgushov, Guam; Robin Kincaid, Nevada 

 
• Do the following issues affect child find?  If so, how? 

  Serving only 0-2 versus serving 0-5? 
  Does having adequate funding for ongoing services encourage child find? 
  Does having inadequate funding for ongoing services discourage child find? 
  

• In trying to reach doctors (as referral sources), have those docs that are “on board” (as to the 
value of EI services) do the actual inservicing of other doctors (the concept of “each one teach 
one”). 

• It is VITAL that EI programs keep doctors (and other referral sources) in the loop as to what 
happened to the child-family that they referred.   

• Use PSA or paid advertisements with a state-specific toll free number for referrals.  Put them 
on PBS channels near the times of “child friendly” shows (Sesame Street, Teletubbies, etc) 

• Continuing challenges for child find are:  
- Homeless families 
- Refugees, immigrants 
- Culturally and linguistically diverse populations. 

 
 
 

Session 3 
 

Topic: Developing a Co-Chair manual 
  
Convener’s name:  Maureen Moorehead 
 
Participants:  Dave Rovetti, Maureen Moorehead, Joann Moton 
 
Need:  

• Guidance to help Co-chairs with the skills of organizing and leading a meeting 
Suggested content: 

• Member directory 
• Committees and members 
• By-laws 
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• Acronyms and definitions of terms  
• Open meeting law information 
• Hints for how to lead a discussion and how to keep on track and include everyone 
• Techniques for Listening while facilitating  
• Key information for facilitation 
• Building consensus 

Resources: 
• “A parents guide to serving on boards”  NICHY 
• See NECTAC web site 
• NECTAC Resource Manual for ICC Chairs 
• NECTAC ICC Overview 
• Mountain Plains RRC ICC Manual 

Discussion moved to working with committees: 
• Committees need committed leaders who are self-starters.  These leaders need additional 

support to help them with their work. 
• Often staff assists the committee chairs with minutes, agenda’s and organizing the meeting. 

Committees of ICC’s: 
• Committees are time consuming.  The SICC needs to be structured to use people’s time 

efficiently. 
• Virgin Islands just reorganized to combine committees based on purpose and charge.  For 

example, the Annual Report committee was combined with the Public Relations 
committee.  The Executive Committee comes together after each SICC to organize the 
committee work and member responsibilities and timeline for next steps. 

• Iowa restructured the Part C Management Team of Interagency Leaders into the Executive 
Committee that includes the four interagency partners and five members from the SICC at 
large.  

Examples of committees from some of the participants:   
• Those related to the structure and functions of the SICC and those related to the priority 

work of the SICC.   
• Examples:  Personnel, Services, Finance, Public Policy, Child Find, Membership, Public 

Relations/Governor’s report. 
 
 
 

 
Session 3 

 
Topic: Increasing Private Providers on the SICC 
 
Convener’s Name:  Jerry Perry , Maryland 
 
Participants:  Bonnie Sandahl, Washington and Jerry Perry 
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 Don’t require private providers to serve on subcommittees 
 Identify providers who are not necessarily receivers of Part C funds 
 Try homeless shelters and mental health agencies 
 Contact all providers to see if they will serve on the ICC 

 
 
 

Session 3 
 
Topic: Parent Cost Participation 
 
Convener’s Name:  Janie Martin 
 
Participants:  Elaine Terlaje, Joseph Mendiola, Henry Sesepaara, Jane Larson, Peggy Small-
Porter, Leah Esther Lax, Kristina Rice, Darla Gundler, Val Lane, Elizabeth Spay 

To discuss parent cost participation options, including insurance and parent fees: 

• Guam – accesses insurance first; option to get refunds 

• NM – Convened taskforce to study insurance options, talked to other states; cover EI services 
as package; challenge – employers concerned about potential increases in premiums 

• Idaho – Challenge – Insurance companies pulling out of state 

• NY – Insurance pays for nothing, saying it is a Federal program; convened taskforce to study 
3rd party issues; trying to get insurance companies to voluntarily cover EI services, capped 
amounts; 3 issues – IFSP medical necessity, providers not in network, no progress-discontinue 
coverage; no parent fees until insurance is on board; idea-set up conference teams before 
legislative session to address issues 

• Cost of EI skyrocketing! 

• How to get insurance companies to see benefit of covering EI services 

• MA – Insurance cap just raised from $3200 - $5600; charging annual fee based on sliding fee 
scale – cap is $250.00, just raised from $50; Fee brochure and information on MA is on 
Exhibit Display; Insurance – precedent set, other states can utilize as a model – data/statistics 
there to support; providers collect annual fee 

• NM – predicted generating 3ML in revenue from insurance 
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Session 4 
 
 

Topic: How to Serve Toddlers 2+ with a waiting list? 
 
Convener’s Name:  Robin Kincaid 
 
Participants:  Dave Rovetti, Joyce Van Anne 

 
 
Questions discussed were: 

• Does not having the funding discourage families from participating? 
• How can states have a waiting list and tell families that there are waiting lists? 

 
 
 

Session 4 
 
Topic:  Collaborative Funding 
 
Convener’s Name:  Janie Martin 
 
Participants:  Keith Allred, Linda Tunupopo, Mamie Balajadra, Olga Emgushov, Brenda 
Laws, Henry Sespasara, Kristina Rice, Maria Engborg 

 
To discuss ideas for collaborative funding – getting all state agencies to commit to and support 
the EI system: 
 

• WI – Contributing with local funds 
- Workgroup to address funding issues 
- Insurance legislation? 
- EI Collaborating Partners – increased awareness of program as broad community 

services – more visibility, but no money 
- All States are struggling with funding issues 

• UT – what is not effective – sliding fee scales 
- Administrative costs are too great 

• Sliding fees give value to program, but it is not a moneymaker 
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• Fees – at least show that state is trying to diversify funding streams – helps justify requests for 
more funding – that parents are contributing 

• VA – fees working well – if families are getting services; not much money generated, but 
parents are happy with services; working toward a transdisciplinary model of service delivery 

• Transdisciplinary Services – doesn’t always take less time – depends on family choice 
• Collaborative Funding – each agency provides services – not necessarily funds 
• Lead Agency – funds ICC 

 
 
 

Session 4 
 

Topic: Utilizing Family Stories 
 
Convener’s Name:  Ginger Potwin 
 
Participants:  Richard Martinez, Cheryl Mulloy, Randee Gabriel, 
Bill Agress, Marie Engborg, Kristina Rice, Elaine O. Terlaja, Joann Moton,  
Sarah Souders, Martha Diefendorf 
 

• Part C directors gather family stories to educate legislators for support for Part C $. 
• “Grieving” booklet to share with other families to show they are not alone (written by 

families and professionals). 
• Network with other families 
• Empower families 
• Help families cope/heal 
• Share family stories at each ICC meeting 
• Families adopt a legislator and share their story with the legislator 
• Coaching family speakers 
• ICC develop legislature education packet 
• Avoid using dollar quotes 
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Session 4 
 

 
Topic: Supporting Families  
 
Convener’s Name:  Margaret Sampson 
 
Participants: Clara Gutierrez, Leah Esther Lax, Terri Hodge, Darla Gundler, Salandra 
Thomas, Dawn Bly 
 
Talked about Family Assessment: 

• Identification of resources, concerns and priorities 
a. Is this really done as part of the IFSP process? 
b. Are we child deficit focused or family-centered? 

      Solutions: 

• One state has a leadership institute to train parents. 

• Develop a universal IFSP form and use it during training sessions. 

• Training is part of the answer:  Address and stress “Family” in IFSP 

• Model “parent-professional” collaboration by including parents as co-trainers. Also, it is an 
opportunity to emphasize the family perspective. 

• PACER Center: 

a. Has a booklet called, “Parent-Professional Partnerships” that can be a help. 

• Book:  “Do You Hear What I Hear?”  Stress that this is not about “mental health.”  We can 
help families by listening. 

• One approach used by a parent, “conversations out, conversations in” between parents and 
professionals.  Reciprocal lines of communication.  It helps parents identify aspects of 
family life, and what it is like to try to juggle roles and responsibilities. 
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