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Volume 2 issue 18 Spring 2017 

It is Complicated. A Child’s View Can Guide Us 

By Rylin Rodgers, Riley Child Development Center 

Too often policy discussions and budget debates are framed in terms of 
winners and losers at the program, department, or budget line level. Families 
raising children who have health care needs and disabilities are impacted 
every day by public policy, systems, and services related to health care, 

education, housing, nutrition and transportation. For our families this is not wonky abstraction, it is real life, 
woven into every part of our days. As families, we know that columns and silos are not reality. A child 
growing up with a complex health care need is the real winner – and frankly too often, the loser. 
The budget debate, combined with the debate about America’s health care system, may provide the best 
opportunity in recent memory to see the world of systems through the experience of families. 

 Medicaid cuts could end access to home and community based waivers that are so critical to 
adequate coverage, providing both access to life saving care and protection from economic 
devastation to access treatment. 

 Medicaid cuts and shifts of education funds to private settings that do not provide special education 
services could mean cuts to therapy and nursing support, as well as increased class sizes for public 
schools educating children who have disabilities. 

 Cuts to SNAP (food stamps) and work requirements could mean no access to food and emergency 
supports for families who have to leave work to care for a child’s short- or long-term health needs. 

 Cuts to training and research programs block the development of the providers and treatments 
children need. 

It may feel like these worries are not part of the discussion and decisions driving policy, and there are many 
reasons for ‘the disconnect.” As we are increasingly hearing, systems are complicated, so much so that 
thinking beyond one system at a time is challenge for even the most engaged policy maker. Most 
Americans have assumptions that reflect our values. We believe that America’s children are a priority and 
that in this land of innovation and plenty, all children have access to things they need. In reality, the lived 
experiences of families show us massive disparities in access and too many unmet needs, and they show 
us how interconnected are the webs of systems as they touch individual children. 

This American moment is the ideal time for the experiences and worries of families who are raising children 
with complex needs and disabilities to inform and drive our policy discussion. You can make that possible. 
Support families in sharing their concerns directly, family leaders should be at every table. Ask questions 
about policy in terms of the impacts on end users. Shift the narrative at every level to that of the needs of 
our children. Building, funding and even reforming systems from the frame of the children they serve, 
drives us forward to the best possible future. 

 

https://www.whitehouse.gov/sites/whitehouse.gov/files/omb/budget/fy2018/budget.pdf
https://www.congress.gov/bill/115th-congress/house-bill/1628
https://www.americanprogress.org/issues/poverty/news/2017/03/22/428185/impact-medicaid-cuts-people-disabilities-state-state-breakdown/
http://www.pbs.org/newshour/bb/schools-worried-medicaid-cuts-hurting-special-education/
http://www.npr.org/sections/ed/2017/05/22/529534031/president-trumps-budget-proposal-calls-for-deep-cuts-to-education
https://www.washingtonpost.com/news/wonk/wp/2017/05/22/trumps-plans-to-cut-food-stamps-could-hit-his-supporters-hardest/?utm_term=.5e891d7b60c7
http://www.aucd.org/template/page.cfm?id=473
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Infographic: Medicaid’s Role for  

Children with Special Health Care Needs 
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Legislative Update:  

 
Health Care  
The United States House of Representatives approved the American Health Care Act (AHCA, 

H.R. 1628) on May 4 with only Republican votes. In addition to replacing significant parts of the 

Affordable Care Act (ACA), that bill would fundamentally restructure and cut the Medicaid 

program. On May 24 the Congressional Budget Office reviewed and published a report on AHCA, 

estimating its effect on health care cost and the insurance market. The following are the CBO 

findings: 

 The uninsured rate will increase by 14 million after one year. 
 The uninsured rate will increase by 23 million after 10 years. 
 By 2026, the uninsured rate is estimated to reach 51 million (28 million under the Affordable 

Care Act). 
 Medicaid funding would be cut by $834 billion and insure 14 million fewer people. 
 Premiums would increase in 2018 and 2019. Then they will vary on the states’ decision to 

opt in or out of essential benefit rules. 
 States that opt out of some essential benefit rules will see an estimated premium decline of 

20% in the next 10 years. 
 In 2020, 17% of Americans will experience an unstable insurance market in which sick 

people have difficulty getting coverage. Everyone else will experience fairly stable 
insurance markets. 

 Low-income, older Americans will see higher premiums (about 9 times more). 
 The federal deficit would reduce by $119 billion over the next 10 years, and $664 billion in 

taxes and fees would be repealed. 

The report also gave the following predictions for coverage: 

 “Less healthy people would face extremely high premiums, despite the additional funding 
that would be available.” 

 In states that decided to opt out of coverage requirements, “people who are less healthy 
(including those with preexisting or newly acquired medical conditions) would ultimately be 
unable to purchase comprehensive non-group health insurance at premiums comparable to 
those under current law, if they could purchase it at all.” 

 ALERT 

 Now more than ever it’s important for individuals and families of children with special health 
 care needs and disabilities to share their stories about how the ACA helped you and what 
 would  happen to your family if AHCA is passed. Contact your member of the United States 
 Congress and tell them “Do no harm to children.” Vote against any repeal of the Affordable 
 Care Act (ACA) before enactment of a replacement plan that maintains or improves the 
 coverage protections of the ACA. 

  

https://www.washingtonpost.com/news/politics/wp/2017/05/24/how-the-cbo-thinks-the-republican-health-care-bill-will-affect-your-pocketbook/?_hsenc=p2ANqtz--OPUJEdhfsyPnDihLPB4mX8NUbC5xofZ-dbyyAfOJxMwu28tP04tWwbtj8MejvryFynnWs4OS7yd73oyb9qIPCpHd4Xw&_hsmi=52379006&utm_campaign=KHN%3A%20First%20Edition&utm_content=52379006&utm_medium=email&utm_source=hs_email&utm_term=.4ad98bfc1ee6
http://khn.org/news/millions-of-ill-people-may-face-extremely-high-premiums-under-house-bill-cbo-says/?utm_campaign=KHN%3A%20First%20Edition&utm_source=hs_email&utm_medium=email&utm_content=52379006&_hsenc=p2ANqtz--VqFptD78Lj8V_bprAb94Browy6rgr1WMXD4P6OLVDbrwFgpmjMkZ-3etjor8XrITsNwq2ijnnX5JcZSr_0tSB6hBvnA&_hsmi=52379006
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How to Contact Members of the United States Congress  
 

Michigan has two senators in the United States: Debbie Stabenow and Gary Peters. Their contact 
information is as follows: 
 

Debbie Stabenow      Gary Peters 
731 Hart Senate Office Building    724 Hart Senate Office Building 
Washington, D.C. 20510-2204     Washington, D.C. 20510-2204  
Phone: (202) 224-4822     Phone: (202) 224-6221 
 

Michigan is divided into 14 congressional. Each represented by a member of the United States 
House of Representatives. Below is a map which outlines the representatives of those districts. 
You can call the Capitol switchboard at 202-224-3121 and ask for their office. The main purpose 
of a call is to urge your Senator/Representative to vote against repealing the ACA (even with a 
delayed effective date) unless it is replaced at the same time. But if the receptionist gives you time 
to elaborate, please tell him/her why you care so much about the ACA. (See talking points 
below.)  Remember to leave your name and address so they know you are a constituent. 

  
 
District 1   District 2   District 3  District 4  District 5 

Jack Bergman Bill Huizenga  Justin Amash  John Moolenaar  Daniel Kildee 
 
 
District 6  District 7  District 8  District 9  District 10 
Fred Upton  Tim Walberg  Mike Bishop  Sander Levin  Paul Mitchell 
 
District 11  District 12  District 13  District 14 
Dave Trott  Debbie Dingell John Conyers Brenda Lawrence 
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Talking Points 
 

TALKING POINTS for U.S. SENATORS AND REPRESENTATIVES 
 

** I am a constituent and I urge you to oppose any bill that repeals the ACA – even if it’s a 
delayed repeal – unless it is passed along with a replacement plan that maintains or 
improves the access to affordable and comprehensive health insurance coverage and 
health care that the ACA now provides. 
If applicable, make one or more of the following points and explain:  
 
** My family/child needs the protections of the ACA: 
•    ban on pre-existing condition exclusions 
•    allowing children to stay on parents’ insurance plans until age 26 
•    ban on annual and lifetime dollar limits for insurance coverage 
•    other 
 
** My family needs the ACA’s financial help to pay for insurance: 
•    premium subsidies 
•    cost-sharing subsidies 
•    small business subsidies 
 
** I / my family member(s)/friends have benefited from the ACA’s Medicaid expansion.  
Some adults with special health care needs are not otherwise eligible for Medicaid, but cannot 
afford or do not have access to employer-sponsored or other insurance.  Now they can get 
coverage from the ACA’s Medicaid expansion. 
 

SHARE YOUR STORY 
Stories are powerful. Your story is powerful.  Your story can help other families; your story can 
help inform lawmakers and the public about the unique challenges (and successes!) of families 
with children and youth with special health care needs and disabilities. When you share your 
story, Michigan Family Stories will use it, in verbal and/or print form, to respond to media and 
lawmaker requests and to illustrate to partners, donors, and others the need to keep families at 
the center of children’s health care.  
 
Tell us your story – let us know your problems with getting coverage/services for your child, 
whether health care reform has helped you or not, or other information you think would be useful 
for decision-makers to know. You can share as little or as much as you wish!  
 
To begin telling your story click on: http://bit.ly/2rhgTtu or contact us at (800) 292-7851 ext. 427. 
 
  

http://bit.ly/2rhgTtu
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Legislative Update 
Behavioral Health  

The Michigan House of Representatives and Senate have passed their FY 2018 budget 

recommendations. Included is boiler plate language for behavioral health services. The 

“boilerplate” transfers responsibilities currently held by the public mental health system to for-profit 

Medicaid Health Plans (MHP) by Sept. 30, 2017. These transfers will have ramifications for 

individuals and families receiving services.  As legislative leaders are coming together to combine 

their two separate budgets into one compromised budget bill for FY 18. 

 

ALERT 

 It is crucial that we continue to contact House and Senate members urging them to make 

sensible changes to the 298 boilerplate language. If you haven’t done so already please contact 

your lawmaker by June 2, 2017. They need to hear from as many of us as possible, as soon as 

possible. 

 
The main points: 

 Keep our Mental Health System public.  Do not privatize or profit-ize through the Health 
Plans (CMH Board Members are appointed by elected officials not shareholders.  CMH 
Board meetings are open to the public and the Open Meetings Act.  Not true for Health 
Plans who have little transparency and no public accountability.)  
 

 The experiences Health Plans have with physical health care does not translate to the 
supports and services provided through the CMH system.  (Person-Centered Planning and 
individualized supports are not understood or practiced by the Health Plans.) 

   

 The current financial integration pilots for dual Medicare/Medicaid beneficiaries in four 
regions of the State show 60-70% of those automatically enrolled take the steps to opt-out, 
withdraw, from the program so they didn’t receive their health care from the Health Plans.  
(This could mean that a third or more of those people who would be forced to go to the 
Health Plans for their Mental Health supports and services, in a pilot, wouldn’t be integrated 
because they would not receive their health care from the Health Plan.) 

  

 If after the terms of a pilot, the Health Plan is not successful, fails or decides to leave, there 
will no longer be a CMH infrastructure to go back to.  (Dismantling of the CMH also leads to 
no safety-net for non-Medicaid or other emergency situations.) 
 

 All of the reviews of the original 298 proposal have come to the conclusion that we should 
not have pilots run by the Health Plans and should not consider turning the public system 
and dollars over to the Health Plans.  (The Calley Workgroup for DHHS which prepared the 
reports to the legislators all recommended that CMHSPs lead publicly funded mental health 
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supports and services.) 
 

Urge them  

REMOVE Language- 

 Section 234 of the Senate DHHS budget, specifically referring to Medicaid benefit and 

financial integration by 9/30/20, which would transfer all Medicaid resources to MHPs. 

 This language predetermines the outcome of the process without any inputs from pilots or 

other measurable and completely ignores the 298 workgroup process and the will of the 

people. 

INCLUDE LANGUAGE- 

 Ensure that the policy and management role for Michigan’s Medicaid behavioral health and 

intellectual/developmental disability services and supports remains public. 

 
When faced with the political power of money, the only antidote is numbers, numbers of people.  
As you may have read or heard the Health Plans have increased their considerable contributions 
to some of our key legislators. 
 
The best hope we have to prevent the handing over of the Public Mental Health dollars to the 
private, mostly for profit, out-of-state Health Plans, through pilots or in wholesale fashion, is to 
have your State Senator and Representative hear from many people. That means you, your 
members and staff and anyone else you can get to call or write.  Unfortunately this needs to be 
ASAP.  We have a very small window of opportunity. 

 
These contacts are critical, legislators must hear from us in order to counter the efforts by others 
opposed to the public management of the state’s publicly sponsored behavioral and 
intellectual/developmental disability services and supports system. To find out who your state 
representative or senator is visit:  
http://www.legislature.mi.gov/(S(yrpmoaieuynqie0stmyorz2j))/mileg.aspx?page=home 
 
Please also make calls and/or write to the Speaker of the House, Tom Leonard. 
Phone Number:  517-373-1778  Email:  tomleonard@house.mi.gov 
 
Majority Leader of the Senate, Arlan Meekhof 
Phone Number:  517-373-6920  Email: senameekof@senate.michigan.gov 
 
As well as members of the Mental Health Support and Services Privatization Potential 
Conference Committee Members whose contact information follows: 
 
 
 
 
 
 

http://www.legislature.mi.gov/(S(yrpmoaieuynqie0stmyorz2j))/mileg.aspx?page=home
mailto:tomleonard@house.mi.gov
mailto:senameekof@senate.michigan.gov
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 Mental Health Support & Services Privatization 

Potential Conference Committee Members Contact Information 
 

Name Email Phone Office 

Representative Edward 
J. Canfield, D.O. 
(R) District 84 
Sebewaing 

edwardcanfield@house.mi.gov (888) 254-5284 

Room S-1188, Anderson 
Building, 124 N. Capitol 
Ave. 
Lansing, MI  48933 

Representative Laura 
Cox 
(R) District 19 Livonia 

lauracox@house.mi.gov (517) 373-3920 

Room N-698, Anderson 
Building, 124 N. Capitol 
Ave. 
Lansing, MI  48933 

Representative Pam 
Faris 
(D) District 48  Clio 

pamfaris@house.mi.gov (888) 347-8048 

Room N-897, Anderson 
Building, 124 N. Capitol 
Ave. 
Lansing, MI  48933 

Senator Dave 
Hildenbrand 
(R) District 29 Lowell 

senhildenbrand@senate.michigan.gov (866) 305-2129 

Room S-324,Capitol 
Building 
100 N. Capitol Ave. 
Lansing, MI  48933 

Representative Tom 
Leonard, Speaker 
(R) District 93 DeWitt 

tomleonard@house.mi.gov (877) 859-8086 

Room H-251, Capitol 
Building 
100 N. Capitol Ave. 
Lansing, MI  48933 

Senator Peter 
MacGregor 
(R) District 28 Kent 
County 

senpmacgregor@senate.michigan.gov  (855) 347-8028 

Room 715, Farnum 
Building 
123 W. Allegan St. 
Lansing, MI  48933 

Senator Jim Marleau 
(R) District 12 Lake 
Orion 

jimmarleau@senate.michigan.gov (517) 373-2417 

Room S-2, Capitol 
Building 
100 N. Capitol Ave. 
Lansing, MI  48933 

Senator Arlan Meekhof 
(R) District 30 Grand 
Haven 

senameekhof@senate.michigan.gov  (517) 373-6920 

Room S-106, Capitol 
Building 
100 N. Capitol Ave. 
Lansing, MI  48933 

Senator Mike Shirkey 
(R) District 16 Hillsdale 
County 

mikeshirkey@senate.mi.gov (517) 373-5932 

Room 320, Farnum 
Building 
123 W. Allegan St. 
Lansing, MI  48933 

 

  

mailto:edwardcanfield@house.mi.gov
mailto:lauracox@house.mi.gov
mailto:pamfaris@house.mi.gov
mailto:senhildenbrand@senate.michigan.gov
mailto:tomleonard@house.mi.gov
mailto:senpmacgregor@senate.michigan.gov
mailto:jimmarleau@senate.michigan.gov
mailto:senameekhof@senate.michigan.gov
mailto:mikeshirkey@senate.mi.gov
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ADVOCACY/LEADERSHIP INVOLVEMENT OPPORTUNITY 

 

Seeking individual and family leaders who have participated in leadership training 

(i.e. Leaders in Policy Advocacy, Parent Leadership in State Government, Partners 

in Policymaking) and/or have experience in changing policies at the local or state 

level to become involved in our leadership network and/or serve on committees and 

workgroups. If you would like to become involved click on: http://bit.ly/2geB0CI 

 

For More Information about Leadership Opportunities contact: 

Michigan Family Voices at (800) 292-7851 extension 427 or  

Visit: http://michiganfamilyvoices.org/leadership-network/ 

 
June 23, 2017 

8:00 am - 3:00 pm 

MSU University Club 

3435 Forest Road  
 Lansing, MI 48910 

 
For More Information Visit: 

https://arcmi.org/2017-disability-policy-seminar-agenda/ 

 

 
Michigan Alliance for Families is hiring! If you live in St. Clair, Sanilac, Huron, Tuscola or Lapeer 
county and are interested in providing information, mentoring, and support to other families around 
special education issues, please read the job description for more information. 

E-mail resume to Michelle Miller at michelle@michiganallianceforfamilies.org by Friday, June 
16th. 

This is a part-time position working 27 hours per week. 

Requirements: Regional Parent Mentors (RPM) must have a child or close family member with a 
disability who is or has received early intervention or special education services; need strong 
connections to community resources, leadership experience, excellent interpersonal, 
communication and computer skills as well as experience working on boards or committees. 
Applicants must be highly motivated and able to work independently. Spanish speaking individuals 
are encouraged to apply. http://www.michiganallianceforfamilies.org/…/05/thumbRPM.pdf 

 

http://michiganfamilyvoices.org/leadership-network/
http://www.michiganallianceforfamilies.org/wp-content/uploads/2017/05/thumbRPM.pdf
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ADVOCACY/LEADERSHIP TRAINING OPPORTUNITY 
 

 

PARENT MENTOR TRAINING 
 

June 16, 2017     June 17, 2017 
9:00 AM—2:00 PM    9:00 AM—2:00 PM 

 Marquette County Health Department Forward Financial Credit Union 
 184 US 41 East     W8159 US-2 
 Negaunee, MI 49866    Iron Mountain, MI 49801 

http://bit.ly/2qHZO9T    http://bit.ly/2qIdaTD 
  

 If you have any questions prior to the day of training, please call the Family 
 Phone Line: (800) 359-3722. To reach us on the day of training, please call 
 (269) 830-9147 
 
 

 
 

COMING SOON 

 

Sib shop Facilitator Training with Don Meyer  

Grand Rapids  

August 25 & 26, 2017  

For More Information Contact the Family Phone Line (800) 359-3722 
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Parent Leadership  

Training 
Houghton, MI 

August 15 & 16, 2017 

What is Parent Leadership Training? 
The Parent Leadership in State Government (PLISG) initiative offers the  
Parents Partnering for Change training curriculum.  The curriculum trains 
Michigan parents to use their voice to impact program planning and policy 
development on local, regional, and state boards and other decision-making 
bodies. 

Training topics include: 

 How to tell your family story 
 What it means to be a parent leader 
 Improving communication skills 
 How boards and organizations work 
 Effective meetings and how to handle conflict 

 
After the training, parents are encouraged to put their new skills to use.   
Parents receive support from a PLISG parent mentor,  and can connect with 
new opportunities for involvement through Facebook® and a Yahoo® group.

 

Parents Partnering for Change  
A training of the Parent Leadership in State Government Initiative 

Parent Leadership in State Government is a 
joint initiative between: 

 MI Department of Health and Human Services 
MI Department of Education 

Children’s Trust Fund 

 Who can apply for the training? 

 Any parent or caregiver in Michigan who 
has a child aged birth to 18, who has  
received  public services in  
Michigan. Priority will be given to those 
closest to the training site. 

 
 Is there a cost for the training? 

 There is no cost to parents to attend.   
Parents receive mileage reimbursement,  
a stipend ($200) for their time, and meals 
during the training. Hotel may be covered 
based on travel distance. 

 
 How long is the training? 

 The training is from 8:30 am to 4:00 pm  
for two days. 

 Parents must attend both days. 
 
 When & Where is it located? 

 August 15 & 16, 2017 

 Houghton, MI  

 

 Is there childcare available? 

 No, however the project provides  
reimbursement for childcare needed while 
at training (up to $50 per day). 

 
Have you ever wanted to use your voice to 
make a difference? This training teaches you 
how to get involved in advisory boards or 
committees. You will learn alongside other 
parents in this informative and interactive 
training. The goal of this training is to provide 
you with new knowledge and skills, as well as 
to help inspire and motivate you to get  
involved!  
 
If you have questions please contact: 
 
Michelle Sneathen @ 517-709-8260.  
msneathe@mphi.org 

 

To apply for the training please click here:  
https://mphi.wufoo.com/forms/ppc-training-houghton-mi/ 
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COLLABORATIVE LEARNING OPPORTUNITIES  
 
Understanding My Mental Health  Navigating the Social Security and SSI  

And Medicaid Rights    System 

June 16, 2017      June 28, 2017 

10:00 am – 2:00 pm     10:00 am – 2:00 pm 

disability Connections    Muskegon Innovative Hub 

409 Linden Avenue     200 Viridian Drive Room 200 

Jackson, MI 49203     Muskegon, MI 49440 

http://bit.ly/2f440f3     http://bit.ly/2rCmIo8 
 

Who Should Attend Collaborative Learning Opportunities? 

Individuals and family members of young children, teen and young adults with 

special needs/disabilities (including: youth guardians; adoptive, biological, foster 

and step-parents, domestic parents who co-parent, grandparents, siblings, 

aunts/uncles, nieces/nephews, cousins, neighbors, religious leaders, and others 

who person defines as a family member), organizations and service providers of 

families of young children, teen, young adults, and individuals with disabilities 

 

We encourage individuals and families to invite people who provide support and 

services to you and your family. Providers are encouraged to invite individuals and 

families you support and serve. Forming partnerships between people served and 

those providing services is crucial in building collaboration and partnering in 

decision-making at all levels with individuals and families of children and youth with 

special needs/disabilities. 

 
For More Information about Collaborative Learning Opportunities contact: 

Michigan Family Voices at (800) 292-7851 extension 427  

Visit: http://michiganfamilyvoices.org/learning/ 

 

 

                              

          http://on.fb.me/1UgikhK     http://bit.ly/1JmU9ZDkhK 

 

http://michiganfamilyvoices.org/learning/
http://on.fb.me/1UgikhK
http://bit.ly/1JmU9ZDkhK

