IDF Virtual State Advocacy Workshop

Michigan

MISSION STATEMENT
The Immune Deficiency Foundation improves the
diagnosis, treatment, and quality of life of people
affected by primary immunodeficiency through
fostering a community empowered by advocacy,
education, and research.

Influencing Policy in Your State

Michigan State Legislature
 Bicameral body consisting of two houses: Senate and House of Representatives
 110 members serve in the Michigan House of Representatives
 38 members serve in the Michigan Senate

 Michigan Legislature is full-time
 The Legislature convenes for two-year terms and this term is split into two

annual sessions. The Legislature must convene each session by the second
Wednesday in January.
 2021 session began on January 13, 2021, and is scheduled to adjourn on December 31, 2021
 The 101st Legislature ends December 31, 2022
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Governor
Gretchen Whitmer (D)
 The governor is the head of the executive branch

in Michigan. All bills passed by the Michigan State
Legislature go to the governor, who can sign the
bill into law, allow it to become law without their
signature, or veto it.

Speaker of the House
Jason Wentworth (R)
 The Speaker is the highest ranking officer of the House of

Representatives, and is elected by the House Members. The
Speaker is charged with the overall management and
supervision of the chamber. The Speaker’s duties include:





Presiding over the sessions and establishing committee schedules;
Appointing committee chairs and members;
Referring bills to committee for consideration; and
Allocating funds, staffing, and other resources for the effective
operation of the House of Representatives

Senate President Pro Tempore
Aric Nesbitt (R)
 The Senate President Pro Tempore is the leader of the Senate, and
is elected by the members of the chamber. The President Pro
Tempore is charged with the overall management and supervision
of the Senate. The President’s duties include:

 Presiding over the Senate Floor;
 Overseeing the appointment of committee members, assignment of
bills, and progress of legislation through the Senate;

 Supervising the confirmation of gubernatorial appointees; and
 Leading the state’s majority party.

Advocacy Issue in Michigan

Rare Disease Advisory Councils
 A Rare Disease Advisory Council, or RDAC, is a body with the purpose of giving

individuals with rare diseases, such as PI, a voice in state government and advising
policymakers on critical issues related to access, coverage, and the diseases themselves.

 While RDACs look different in every state, all councils are similar in both their common
goal and diverse memberships, which can include: patients and caregivers, health
department officials, healthcare providers, and healthcare industry representatives.

 The establishment of an RDAC in Michigan is essential to ensuring the unique needs and
interests of those in the PI community are understood and considered by state
policymakers.

Establishing the Michigan RDAC
 The movement to establish RDACs in every state has gained significant momentum since the
first council was established in 2015 by North Carolina.

 The existence of over 7,000 rare diseases – including the 400+ PIs – means it is difficult for

state policymakers to have in-depth knowledge about the rare disease community as a whole
and the issues relevant to it. This incomplete understanding by state policymakers contributes
to common obstacles that rare disease patients face, such as delays in diagnosis, misdiagnosis,
lack of treatment options, high out-of-pocket costs, and limited access to medical specialists.

 To help bridge these gaps in knowledge, an RDAC serves as an advising body and liaison

between the rare disease community and state governments, helping to evaluate and offer
recommendations on health-related policies and issues.

Current States With RDACs











Alabama (2018)
Florida (2021)
Illinois (2017)
Kentucky (2019)

Louisiana (2021)
Massachusetts (2020)
Minnesota (2019)

Missouri (2018)
Nevada (2019)
New Hampshire (2019)












New Jersey* (2021)
New York (2020)
North Carolina (2015)
Ohio (2020)

Pennsylvania (2017)
South Carolina (2021)
Tennessee (2020)

Utah (2020)
Virginia (2021)
West Virginia (2020)

House Bill 4654
 Legislation to establish the Michigan Rare Disease Advisory Council
 This bill was introduced by Representative Clemente in April 2021
 This legislation outlines the membership, responsibilities, and other
details of the proposed Michigan RDAC

The Michigan RDAC
 As outlined in the legislation, the Michigan RDAC will exist within the Michigan
Department of Health and Human Services (DHHS)
 The purpose of this RDAC is to serve as an advisory body on rare diseases to
the legislature, the DHHS, and the governor
 While the membership of the Michigan RDAC is still being determined, it will
likely include:






Individuals with a rare disease (or their caregivers)
Researcher(s) who specialize in rare diseases
Healthcare representative(s)
Healthcare professional(s) with rare disease expertise
Representatives from rare disease patient organizations in the state

The Michigan RDAC
 Responsibilities of the council will include:
 Research and identify priorities relating to the cost, quality, and accessibility of treatments
and services provided to persons with rare diseases in Michigan, and to develop policy
recommendations on those issues;

 Identifying best practices for rare diseases from other states and at the national level that
could improve the education, care and treatment of, and services/support provided to
individuals with rare diseases;

 Coordinate with other rare disease advisory bodies, community-based organizations, and
other public and private organizations to foster cooperation regarding the research,
diagnosis, and treatment of rare diseases; and

 Develop a list of rare diseases and review and update the list biennially

Legislative Talking Points
1. Please Support Legislation to Establish the Michigan Rare
Disease Advisory Council (House Bill 4654)

2. Educate on Primary Immunodeficiency

Points to Make
 PIs are a group of more than 400 rare, chronic disorders in which a person’s immune system functions
improperly due to genetic or intrinsic defects.

 In the United States, there are approximately 250,000 people who are diagnosed with PI, including an
estimated 7,700 individuals in Michigan.

 The existence of over 7,000 rare diseases – including the 400+ PIs – means it is impossible for state

officials to have in-depth knowledge about each rare disease and the issues relevant to its community.

 By including individuals who are experts on various rare diseases in its membership, the RDAC will
improve the overall quality of life for rare patients in Michigan.

 The establishment of the Michigan RDAC will ensure the unique needs and interests of those in the PI
and other rare disease communities are understood and considered by the state’s government.

Effective Advocacy

Legislative Meetings

Prior to the Day of Action
 Review the provided materials on the Michigan State Workshop Webpage
 Review your schedule of meetings
 You will receive an email from IDF including information on how to view your schedule by
August 25

 If your schedule indicates you will be joined by other advocates in your
meetings, try to coordinate with those group members

 Please reach out to IDF staff to retrieve contact information to connect with your group
member(s)

Before the Legislative Meetings
 Join the meeting 5-10 minutes early
 Designate a call “leader” and choose which
participant(s) will present:

 Note who is an actual constituent
 Consider everyone’s personal experience related
to the policy issues

 Identify name of the staff person or
legislator you will meet with

During the Legislative Meetings








Clearly introduce the participants and explain the mission of IDF
Have the individual(s) you’re meeting with introduce themselves as well
Briefly describe the issue you are advocating for

Share personal experiences or stories that emphasize the importance of the issue
Clearly state what action you are asking the legislator to take
Offer IDF as a resource

Say Thank You!

After the Legislative Meetings
 In your online portal, you will have access to the contact information of the staff

and members that you met with, even after the Day of Action - please use this
contact information to send out a provided sample letter to thank these offices

 Thank you notes are not only polite, they allow you to present your ASK again and
keeps IDF and our issues on their minds

 Also, please help IDF ensure we can complete our follow up as well by:
 Providing thorough notes about your meetings in the online portal; and
 Including mention of any answers or information that were promised/requested during the
meeting

Virtual Meeting Pointers







Prior to the call, make sure that your cellphone or laptop is in working order
Make sure you are in a quiet location
Turn off all other electronics (cellphones, television…)
Avoid multitasking and stay 100% focused on the task at hand
Be courteous and speak clearly into the phone or laptop

Don’t forget to say thank you!

General Advocacy Tips and Tricks

Your Voice Matters!
 You have tools that lobbyist don’t - real personal stories
 By sharing real experiences, those in the PI community can demonstrate how
policies and laws will impact the lives of real people

 When members of the community meet with legislators and their staff, officials
see that you have valuable concerns that should be addressed

 Creating personal connections also helps members consider issues they may not
have been inclined to support

 As a constituent and voter, legislators have a vested interest in addressing your
concerns

Telling Your Story Virtually
 Use your own, authentic voice
 Share clean, logical arguments
 Make a solid, persuasive case
 Tell a true story and use personal examples
 Ask for the outcome you want
 Thank them for their time

Interested in More IDF Advocacy?

Advocating for People with
Primary Immunodeficiency (PI)
 Share your stories and experiences with policy makers

 Testify at hearings
 Work with other patient organizations on health access issues
 Mobilize other members of the PI community
 Respond to Action Alerts
 Email, write, and phone officials and urge leaders to take actions on
issues affecting the PI community

How to Schedule A Virtual Legislative Visit
 Call or email the legislative office requesting a telephone or video conference. You
can find your state representatives by visiting “Step 4” on the Michigan Advocacy
Workshop Webpage

 Place your ask directly in the subject line of the email

 Make sure to explain who you are and why you are seeking an audience with your
legislator

 Prior to the meeting, provide staff with fact-sheets, links, and/or any additional
supporting documents

Other Ways You Can Get Involved
 Annual IDF Advocacy Day in which volunteers advocate to
Congress for federal issues impacting the PI community

 Health Access Advocates, who advocate for the PI
community in their home state
 State Advocacy Workshops to teach PI community
members in individual states how to be effective advocates
in their state legislatures
 IDF Action Alerts to mobilize community members to reach
out to policy makers at the federal and state level
 The Advocacy Playlist to educate the PI community and the
broader public with health policy related videos

Sign Up for IDF Action Alerts
1. Go to www.primaryimmune.org/action-alerts
2. Click “Sign Up for Action Alerts”
3. Under “Quick Sign Up,” enter your e-mail address and zip code.

4. On the next page, enter your information and press “Save”
5. Now you are ready to receive alerts and…

Make Your Voice Heard!

Schedule and Logistics Overview
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http://clients.primeadvocacy.com/attendee/login
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Schedule and Logistics Overview
- The Status of each meeting is in the
upper right-hand corner (color coded)
and date in left-hand corner
- DISPLAYED IN EASTERN TIME. This is the
start time for meeting. Get into meeting
5 min prior to start time
- Office you are speaking with, person you
are speaking with
- Conference call lines and access codes
will be displayed in the Location field.
Click on the blue hyperlink to join via
video.
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Schedule and Logistics Overview
- Talking points, documents, reminders,
and help number
- Additional attendees in the meeting
- Meeting Notes: please record feedback
on how the meeting went. Refresh your
page before inputting notes - Click on the
blue “Save Notes” button when
complete

Schedule and Logistics Overview
- Please get into the meeting 5 minutes prior to the start time.
- All times will be Eastern Time (New York Time Zone)
- If the Office does not join the call within 10 minutes of the start time, please call Prime Advocacy
- There will be a help number listed in the Talking Points section to call for any issues
- Meetings are scheduled for 15 minutes blocks. They may end early or go longer. ASK the office at the beginning
of the meeting how much time they have
- Please provide feedback on how the meeting went in the Meeting Notes section of each meeting
- Make sure you are in an area with a good Wi-Fi connection
- Mute your microphone if you are not speaking
- Know your audience - ensure you have an appropriate background

Questions?

Jamie N. Sexton

Director of State Policy
jsexton@primaryimmune.org

Lynn H. Albizo
Vice President of Public Policy
lalbizo@primaryimmune.org

Becca Russ
Grassroots Advocacy Specialist
rruss@primaryimmune.org

Thank You!

