Chloe Barnes Advisory Council on Rare Disease
Friday, April 24, 2020
9:30-11:00 am
Zoom: Join Zoom Meeting
https://umn-private.zoom.us/j/97842604400
Meeting ID: 978 4260 4400

AGENDA
I.

Call to Order
a. Opening remarks
b. Approval of last meeting minutes

II.

Governance Structure Discussion
a. Clarifications on council relationship to the University of MN
b. Council decision making and approval processes
c. Council Discussion

III.

Work Group updates
a. Barriers to Care, Tom Blissenbach
b. Coordination of Care, Sheldon Berkowitz
c. Cost, Abbie Miller

IV.

Website Presentation
a. Current functional features of the website
b. Future capabilities

Materials provided to members:
•
•
•
•
•
•
•

Agenda
Meeting Minutes, January 31, 2020
Enacted Law
Work Plan
Communication from Dr. Tolar to Council Members
Work Group Presentations
Journal Article, “Nusinersen for Type 1 Spinal Muscular Atrophy”

Meeting Minutes

Rare Disease Advisory Council
January 31, 2020
Call to Order
The quarterly meeting of the Minnesota Rare Disease Advisory Council was called to order on
January 31, 2020 at 9:31am.
Present:
• Dean Jakub Tolar
• Erica Barnes
• Paul Orchard
• Art Beisang
• Abigail Miller
• Barbara Joers
• Karl Nelsen
• Soraya Beiraghi
• Janet Zielgler
• Sheldon Berkowitz
• Tom Blissenbach
• Sen. Matt Klein
• KrisAnn Schultz
• Kerry Hansen
• Nicole Brown
• Rae Blaylark
• Amy Gaviglio
• Rep. Tony Albright
• Jackie Foster
• Lee Jones
Excused:
• Rep. Alice Mann
• Sen. Scott Jensen
• Timothy Schacker
• Karri LaFond
• Srijoy Mahapatra
• Lisa Shimmenti

Approval of Minutes
Chair Tolar called for approval of the minutes. Motion to approve made by Lee Jones, second
by Dr. Beisang. Minutes approved by Council.

Agenda
Dr. Tolar provided overview of meeting agenda and protocol.

Review of procedures
Procedures and operations of Council were reviewed.
• Council is disease agnostic
• Will follow modified Robert’s Rules of Order
• Legislatively mandated to produce an annual report (a copy of the report was
distributed to council members)
• Work plan will guide the council

New Business
Presentations to Council by work groups for larger consideration and feedback.
Presentation 1
Topic: Rare Disease Advisory Councils around the country overview presented by Erica
Barnes.
Council members gave feedback that it would be beneficial to work with National
Organization for Rare Disorders (NORD) as well as other state councils to ensure that
there is no replication of efforts.
Presentation 2
Topic: Cost work group, Dr. Miller presenter
Members: Barbara Joers, Dr. Mahapatra, Dr. Orchard
Discussed the difficulty narrowing scope of the issue as well as determining which lens
to use (cost to patient, cost to health system/state, etc).
Next steps: reach out to health economist and possibly epidemiologist.
Presentation 3
Topic: Transition of care/coordination of care work group, Dr. Berkowitz presenter
Members: Karri LaFond, Janet Ziegler, Nicole Brown
Discussed the complexity of the issue and the desire to avoid replication of efforts
(gather current resources vs create new resources).
Next steps: participate in the patient survey to get information from MN community,
identify larger initiatives to ask for funding from state, and compile a list of adult
specialists to make available to pediatric specialists and families. Lee Jones asked for
clarification around which specialties would be included in coordination of care
discussion (pharmacies?). Dr. Berkowitz stated he would limit it to primary care and
rehab but is open to Council feedback.
Presentation 4
Topic: Barriers to care work group, Tom Blissenbach and Karl Nelsen presenters
Members: Dr. Beiraghi, Dr. Beisang
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Both patient and physician survey was presented to the Council. Dr. Amanda
Hemmesch from St Cloud State was introduced and on hand for questions as she is the
survey design lead. Lee Jones recommended collaborating with payers potentially in
order to get survey out to patients more comprehensively. Barbara Joers made
recommendations to ensure reduced response bias of patients. Jackie Foster
recommended the group include undiagnosed population. Rae Blaylark commented that
she would like to ensure that populations that have not historically been heard, included
be able to give their input.
At the end of presentations Dr. Berkowitz asked for clarifications around time frames and an
end point for the Council. Rep. Albright stated from a State perspective the Council does not
have a sunset; however, funding is secured for only 4 years. Senator Klein stated that the
Council should be action focused to justify its existence and funding.
Dr. Tolar review the work plan with the Council and called for a motion to approve the work
plan. Motion made by Lee Jones, seconded by Barbara Joers with the caveat that discussion
should continue in relation to role of Council Administrator. Work plan approved.
Rep. Albright provided the Council with the State perspective on the role of the Council and
what the State hopes to see accomplished.
• Repository for data/portal that allows access to information and resources
• Access to everyone, especially vulnerable populations that may not have easy entry into
health care (ie address the racial disparities)
• Outreach to communities
• Research
• Be a national leader and solicit partnerships both in and out of the state

Adjournment
Dr. Orchard made motion to adjourn, Dr. Beisang seconded. Council adjourned at 11:01 am.
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LAWS of MINNESOTA 2019
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CHAPTER 65--S.F.No. 973
An act relating to health; requesting the Board of Regents of the University of Minnesota to establish
an advisory council on rare diseases; appropriating money; proposing coding for new law in Minnesota
Statutes, chapter 137.
BE IT ENACTED BY THE LEGISLATURE OF THE STATE OF MINNESOTA:
Section 1. [137.68] ADVISORY COUNCIL ON RARE DISEASES.
Subdivision 1. Establishment. The University of Minnesota is requested to establish an advisory
council on rare diseases to provide advice on research, diagnosis, treatment, and education related to rare
diseases. For purposes of this section, "rare disease" has the meaning given in United States Code, title 21,
section 360bb. The council shall be called the Chloe Barnes Advisory Council on Rare Diseases.
Subd. 2. Membership. (a) The advisory council may consist of public members appointed by the Board
of Regents or a designee according to paragraph (b) and four members of the legislature appointed according
to paragraph (c).
(b) The Board of Regents or a designee is requested to appoint the following public members:
(1) three physicians licensed and practicing in the state with experience researching, diagnosing, or
treating rare diseases, including one specializing in pediatrics;
(2) one registered nurse or advanced practice registered nurse licensed and practicing in the state with
experience treating rare diseases;
(3) at least two hospital administrators, or their designees, from hospitals in the state that provide care
to persons diagnosed with a rare disease. One administrator or designee appointed under this clause must
represent a hospital in which the scope of service focuses on rare diseases of pediatric patients;
(4) three persons age 18 or older who either have a rare disease or are a caregiver of a person with a rare
disease;
(5) a representative of a rare disease patient organization that operates in the state;
(6) a social worker with experience providing services to persons diagnosed with a rare disease;
(7) a pharmacist with experience with drugs used to treat rare diseases;
(8) a dentist licensed and practicing in the state with experience treating rare diseases;
(9) a representative of the biotechnology industry;
(10) a representative of health plan companies;
(11) a medical researcher with experience conducting research on rare diseases; and
(12) a genetic counselor with experience providing services to persons diagnosed with a rare disease or
caregivers of those persons.
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(c) The advisory council shall include two members of the senate, one appointed by the majority leader
and one appointed by the minority leader; and two members of the house of representatives, one appointed
by the speaker of the house and one appointed by the minority leader.
(d) The commissioner of health or a designee, a representative of Mayo Medical School, and a
representative of the University of Minnesota Medical School, shall serve as ex officio, nonvoting members
of the advisory council.
(e) Initial appointments to the advisory council shall be made no later than September 1, 2019. Members
appointed according to paragraph (b) shall serve for a term of three years, except that the initial members
appointed according to paragraph (b) shall have an initial term of two, three, or four years determined by
lot by the chairperson. Members appointed according to paragraph (b) shall serve until their successors have
been appointed.
Subd. 3. Meetings. The Board of Regents or a designee is requested to convene the first meeting of
the advisory council no later than October 1, 2019. The advisory council shall meet at the call of the
chairperson or at the request of a majority of advisory council members.
Subd. 4. Duties. (a) The advisory council's duties may include, but are not limited to:
(1) in conjunction with the state's medical schools, the state's schools of public health, and hospitals in
the state that provide care to persons diagnosed with a rare disease, developing resources or recommendations
relating to quality of and access to treatment and services in the state for persons with a rare disease, including
but not limited to:
(i) a list of existing, publicly accessible resources on research, diagnosis, treatment, and education
relating to rare diseases;
(ii) identifying best practices for rare disease care implemented in other states, at the national level, and
at the international level, that will improve rare disease care in the state and seeking opportunities to partner
with similar organizations in other states and countries;
(iii) identifying problems faced by patients with a rare disease when changing health plans, including
recommendations on how to remove obstacles faced by these patients to finding a new health plan and how
to improve the ease and speed of finding a new health plan that meets the needs of patients with a rare
disease; and
(iv) identifying best practices to ensure health care providers are adequately informed of the most
effective strategies for recognizing and treating rare diseases; and
(2) advising, consulting, and cooperating with the Department of Health, the Advisory Committee on
Heritable and Congenital Disorders, and other agencies of state government in developing information and
programs for the public and the health care community relating to diagnosis, treatment, and awareness of
rare diseases.
(b) The advisory council shall collect additional topic areas for study and evaluation from the general
public. In order for the advisory council to study and evaluate a topic, the topic must be approved for study
and evaluation by the advisory council.
Subd. 5. Conflict of interest. Advisory council members are subject to the Board of Regents policy
on conflicts of interest.
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Subd. 6. Annual report. By January 1 of each year, beginning January 1, 2020, the advisory council
shall report to the chairs and ranking minority members of the legislative committees with jurisdiction over
higher education and health care policy on the advisory council's activities under subdivision 4 and other
issues on which the advisory council may choose to report.
Sec. 2. APPROPRIATION.
$150,000 in fiscal year 2020 and $150,000 in fiscal year 2021 are appropriated from the general fund
to the Board of Regents of the University of Minnesota for the advisory council on rare diseases under
Minnesota Statutes, section 137.68. The base for this appropriation is $150,000 in fiscal year 2022, $150,000
in fiscal year 2023, and $0 in fiscal year 2024 and later.
Sec. 3. APPROPRIATIONS ENACTED MORE THAN ONCE; EFFECT.
If an appropriation in this act is enacted more than once in the 2019 legislative session, the appropriation
must be given effect only once.
Presented to the governor May 22, 2019
Signed by the governor May 22, 2019, 1:52 p.m.

Copyright © 2019 by the Revisor of Statutes, State of Minnesota. All Rights Reserved.

CHLOE BARNES ADVISORY COUNCIL ON
RARE DISEASES

Work Plan
2020

From the
Chair
Rare diseases, when taken as a group, are anything but rare. By committing your time
to work together to improve Minnesota’s response, you have shown your
understanding of the devastating impact rare diseases have on patients, their
families, their communities, and our state.
This Chloe Barnes Advisory Council on Rare Diseases presents a remarkable
opportunity. Over the months to come, we will be working to describe the obstacles
that the rare disease community faces and to develop innovative solutions and new
approaches to overcome them.
Here are the initial ideas we will work by. We agree to:
-Put aside what we think we know so
that we can approach systemic problems in a novel way.
-Focus on identified goals and
outcomes.
-Propose actionable, practical, and
achievable results.
-Adhere to measurable and meaningful
metrics of success.
I am deeply grateful for your commitment to this challenge and to this Council. I
look forward to working together to improve the lives of people who are
impacted by rare diseases.
Best,
Jakub Tolar, Council Chair

VISION AND
MISSION

VISION
The Chloe Barnes Advisory Council on Rare Diseases
envisions a state where every Minnesota Citizen living
with a rare disease has access to a timely
diagnosis, expert/ coordinated care, as well as
individualized treatment, management, and support
throughout the lifespan

MISSION
The mission of the Minnesota Rare Disease Advisory
Council is to provide advice on research, diagnosis,
treatment,and education related to rare diseases

.
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WHAT IS OUR ASPIRATION?

PILLAR 1:
DEEPENED
UNDERSTANDING

The Council will have a deep and comprehensive understanding of the
systemic barriers across patient groups unique to the rare community

WHY IS IT IMPORTANT?
Due to the historic lack of collective consciousness around rare diseases as a
class, there are many gaps in knowledge related to rare disease impact and
care. For example, the incidence and prevalence of the majority of rare
diseases in the State are unknown. Additionally, there is no quantitative
information on how many providers with expertise in rare disease care are
practicing the the state of Minnesota, to name a few. The Council ascribes to
the axiom that what you cannot measure you cannot improve.

CONCRETE GOALS:
Gather Minnesota specific baseline data on prevalence/incidence,
population disparities (geographic, racial, gender), financial impact of
rare diseases
Identify most the common barriers to care across rare disease populations
in Minnesota across the lifespan
directly and regularly communicate with rare patient communities to
collect input on additional topics for consideration
collaborate with various disease-specific and public health organizations
around the country to identify best practices in other states and
internationally

PILLAR 2:
INCREASED
ACCESS,
COORDINATION

WHAT IS OUR ASPIRATION?
The Council will develop recommendations and resources to improve access
to and coordination of care for rare disease patients

WHY IS IT IMPORTANT?
Among the medical community there are concerns that,
for the rare disease population, adult specialists may not exist for a
significant group of these patient populations for various reasons.
Additionally, the costs of delivery of services/treatments for rare disease
patients is a growing concern.

CONCRETE GOALS:
Identify problems faced by patients when there is a change in health
plans and make recommendations on removing these obstacles to finding
a new health plan
Develop centralized, publicly accessible resources on diagnosis,
treatment, and education relating to rare disease
Apply knowledge from other disease care models (ie more well
understood rare disease populations) to improve coordination of care

PILLAR 3:
REDUCED TIME TO
DIAGNOSIS

WHAT IS OUR ASPIRATION?
The Council will advise, consult, and cooperate with multiple institutions in
the State to develop information and programs that increase awareness for
diagnosis and treatment of rare diseases

WHY IS IT IMPORTANT?
The average wait time to a diagnosis for a rare disease patient is 6-7 years.
Additionally, a rare disease patient is misdiagnosed 2-3 times. This delay in
diagnosis creates inefficiencies in the system and significantly negatively
impacts the patient's quality of life and health.

CONCRETE GOALS:
Educate primary care providers so that they are adequately informed of
the most effective strategies for recognizing and treating rare diseases
Identify current technological tools to assist general practitioners and
primary care providers with effective care management of rare disease
patients
Apply advances in technology more comprehensively to the diagnosis of
rare diseases (next generation sequencing)

PILLAR 4:
ACCELERATION OF
RESEARCH

WHAT IS OUR ASPIRATION?
The Council will foster the increase of rare disease research through
awareness and collaboration

WHY IS IT IMPORTANT?
Currently, only roughly 5% of the over 7,000 rare disease patient populations
have an FDA approved treatment for their specific disease.

CONCRETE GOALS:
Nurture the growth and organizational health of rare patient communities
(ie provide basic information to emerging rare communities relative to
characteristics of a mature patient community)
Facilitate connections between researchers and patients, rare disease
experts and providers, and among diverse rare disease patient
organizations
Explore approaches to novel clinical trial design

COUNCIL TIMELINE
WHERE WE HAVE BEEN, WHERE WE ARE GOING
MAY 2019

OCTOBER 2019

DECEMBER 2019

JANUARY 2020

Bill passed in Minnesota

First full Council meeting

first phase of website

Second full council

state legislature

held

completed

meeting held

SEPTEMBER 2019

NOVEMBER 2019

DECEMBER 2019

2020

All Council members

Work groups initiated,

Annual report provided to

Work plan implementation

the State Legislature

begins

appointed, administrator
hired

began meeting

MN Rare Disease Council Members,
Thank you for the productive meeting last week. I left the meeting feeling rejuvenated by the presentations and
discussion. I was also fortified with the knowledge that we are the right group to make the Council’s work meaningful. I
applaud the work of the legislature for housing the RDAC in the Medical School here at the University of Minnesota; and,
for comprising the council of professionals from across the healthcare community and with people who have a rare
disease themselves. Thank you all for leading the way by serving on the council.
As we know, there are more than 7,000 known rare diseases that collectively affect approximately 30 million people in
the United States. More importantly for us, families across Minnesota deal with the realities of these diseases every day.
Approximately 50,000 people in Minnesota have a rare disease, half of whom are children.
The University’s faculty physicians are among the most experienced in treating devastating diseases like: cerebral
adrenoleukodystrophy ALD; Hurler syndrome; Fanconi anemia; and, Epidermolysis bullosa (EB). The Neurology
Department’s Movement Disorder Division was recently designated as a Center of Care by the CurePSP Foundation for
progressive supranuclear palsy (PSP). As we look forward, cutting-edge studies and clinical trials conducted by University
faculty will produce new treatment options that will ultimately enable patients and their families to live fuller, healthier
lives.
But, what is next? With the work plan now in front of us and the law to guide our work, we will set goals for the next
three, six, nine and 12 months as we continue to turn our aspirations into action. The work groups will take the next
steps that they presented to the larger group as follows:
Executive Committee:
• Identify 3/6/9/12 month goals and objectives
• Determine a process for Council members to bring ideas to the Council’s attention for consideration
• Ensure the work plan is being executed on comprehensively /all goals and priorities are being
addressed
Barriers to Care work group:
• Refine the journey of care continuum based on Council member feedback
• Design and conduct a patient survey
• Design and conduct a physician survey
Cost work group:
• Bring in subject matter experts (health care economists, epidemiologists) to clarify the scope of the
cost discussion
• Communicate with medical community expertise such as industry to better understand the drug
development pipeline
• Incorporate input and advice from the larger Council to further define the scope of the work group
• Participate in the survey being conducted by the barriers group
Coordination of Care/Transition of Care work group:
• Identify larger initiatives state may be willing to fund
• Collect and provide a list of adult primary care and specialty clinicians who are able to provide care
for rare diseases
• Consider doing a survey to gather information on state of care coordination in the state and how use
of care coordination differs in pediatric vs adult systems and what effect this has on delivery of care

• Identify system level barriers to providing transition and care coordination
• Collect recommendations for best practices
• Work with Minnesota Medical Association and other sate wide groups to raise awareness of need for
adult primary care and specialists to care for rare disease patients
At the end of the month, the University of Minnesota will host Rare Disease Day. This is another time to exchange ideas
and interact with researchers. We will continue to find better ways to connect patients and their families, healthcare
providers and organizations, and industry and government leaders to advance rare disease clinical care, research, and
education.
The next meeting of RDAC is set for Friday, April 24, 9:30 – 11:00 am. You should have all received a recurring calendar
invitation from Erica Barnes.
Thank you for your dedication and time,
Jakub

A.

Jakub Tolar <tolar003@umn.edu>

Response to your email re: Advisory Council
1 message

Jakub Tolar <tolar003@umn.edu>

To: Barbara Jeers <BJoers@gillettechildrens.com>

Thu, Mar 5, 2020 at 5:15 PM

BarbaraOur community is fortunate to have you and other individuals who are passionate about the work that needs to be done in
the area of rare diseases. It is a passion that I personally share with you and your other advisory council members.
Thank you for sharing your views regarding the advisory council. Like our passion for improving the lives of those impacted by
rare diseases, we share the same goal of having the advisory council adhere to the law under which it has been created.
As an initial matter, we are all in agreement that the Chloe Barnes Advisory Council on Rare Diseases (advisory council) is the
name given to the advisory council by the statute. The former references to the advisory council, including in the report to
the legislature, were done to honor the request of Ms. Barnes. However, I have spoken with Erica, as advisory council
administrator, of the need to follow the statute as written. Moving forward, all references to the advisory council will reflect
the official title.
The University of Minnesota is happy to serve the role identified by the legislature with respect to the advisory council. In
keeping with the law, the Board of Regents named President Gabel as their designee, and she in turn appointed me as her
designee to appoint the public members of the advisory council and to carry out the functions of the chair. You are correct
that I have fulfilled the responsibility of appointing the 17 public members of the advisory council. These appointments,
including yours, were made after consultation with numerous stakeholders. For illustrative purposes and not meant to be
exhaustive, I or my staff, consulted with Medical Alley, Minnesota Medical Association, Minnesota Hospital Association and the
Minnesota Council on Health Plans for recommendations on membership, and the initial membership of the advisory council is
the result of that consultative process. Please know that we share the same goal of increasing participation of Greater
Minnesota representatives on the advisory council. I hope that we will all use our networks to identify individuals in Greater
Minnesota who would be interested in filling one of the 17 public member categories in the future.
The initial term of appointments defined in statute have now been assigned by me as the chair after allowing advisory
council members the opportunity to get a feel for the work and/or time commitment of the advisory council and offer their
preference on a two, three or four year term.
While the delegated responsibility to appoint initial members to the advisory council and to identify their initial term is
complete, the delegated role of chair continues. You are correct that as chair, I am not a member of the advisory council
and do not hold voting authority. In my role as chair I work with the advisory council administrator to schedule and facilitate
meetings. I do not participate in any votes by the advisory council, but simply call for the vote. Moving forward, and to avoid
any confusion, if the advisory council wishes, a roll call of all votes could be conducted to ensure that the minutes accurately
reflect the vote.
In addition to the chair, a meeting may be called by a majority of the advisory council members. While no such request has
been submitted by advisory council members, if one is submitted, the advisory council administrator will promptly schedule
the meeting. As of now, all meetings are scheduled .
The 2021 report to the legislature, which will be prepared by the advisory council administrator, will detail the work of the
advisory council for the 2020 calendar year. It will be submitted to the advisory council for review and feedback prior to
submission to the legislature. I will make sure the advisory council administrator ensures that the 2021 report accurately
reflects my role as chair, and is clear that I am not a member of the advisory council. The report will include all advisory
council members and their affiliations. I will also make sure the advisory council administrator expands the background
statement in the report to reflect the statutory charge of the advisory council.
As the institution was selected by the legislature to establish and manage appropriations for the advisory council, the
legislature placed the operation of this program within the University of Minnesota. While I recognize you or others may have
understood that the advisory council would be separate from the University that is not how the legislature decided to create
this program, as illustrated by the law's requirement that advisory council members are subject to Board of Regents policy on
conflicts of interest.
As for the duties of the advisory council, they are set forth in the law. Specifically, the advisory council is charged with

developing resources or recommendations relating to quality of and access to treatment and services in the state for persons
with a rare disease, and advising, consulting and cooperating with various departments and agencies in developing
information and programs for the public and the health care community relating to diagnosis, treatment, and awareness of
rare diseases. The advisory council administrator will present at the next council meeting the work she is doing to accomplish
the statutory directive to work in conjunction with "the state's medical schools, the state's schools of public health, and
hospitals in the state that provide care to persons diagnosed with a rare disease." While it is likely that the work of the
advisory group will cause legislators or individual advisory council members or their affiliated institutions to advance or
advocate for policy changes, that is not specifically identified duty of the advisory council.
You are correct, Minnesota has the opportunity to create change and improve services and outcomes for those living with a
rare disease and for their families through the important work of the advisory council. This is a mission I am committed to.
My commitment is not only as a physician researcher who treats people with devastating rare diseases, but as someone who
believes it is our obligation as a society to care for others.
To ensure that the advisory council is successful, at the next advisory council meeting, I will ask advisory council members to
affirm the structure and duties of the advisory council as outlined in this letter so that the important work of the advisory
council is not impeded by any misunderstandings.
Thank you,
Jakub

A.

Jakub Tolar <tolar003@umn.edu>

RE: RDAC Communication from Dr. Tolar-TEST
Jakub Tolar <tolar003@umn.edu>
To: Barbara Joers <BJoers@gillettechildrens.com>

Mon, Feb 24, 2020 at 4:39 AM

BarbaraThank you for your comments: it is our shared goal to adhere to the statute.
Jakub
On Sun, Feb 23, 2020 at 8:44 PM Barbara Joers <BJoers@gillettechildrens.com> wrote:
Jakub,

Thank you for reaching out last week in follow up to matters of the Rare Disease Advisory Council (Council). My email is lengthy as I
want to make clear why I have a recommendation that we adhere to the statute earnestly. Compliance with the statute is challenged
generally by how the Council is being operationalized.

As I mentioned in our first Council meeting the group should focus on the statute and be managed accordingly to the statute.
Examples of where I feel we are not meeting statute include, but may not be limited to the below.
o The statute states the Council be called the Chloe Barnes Advisory Council on Rare Diseases. The report
to the legislature and other references state University of Minnesota Rare Disease Advisory Council.
■ The recommendation is that the formal name be as stated in statute and can be referenced as
Council, or other name agreed upon, but as a statewide resource should not be referred to as the
University of Minnesota Rare Disease Advisory Council.

o The Board of Regents followed statute by naming a designee, which is you, in their stead to perform the two
functions of the designee as described in statute.
■ The designee was to 1) appoint the 17 public members with voting rights and 2) convene a first
meeting of the Council no later than October 1, 2019; this was completed. Per statute, the designee is
not included as one of the 17 public member appointments or one of the three ex-officio, nonvoting
members of the Council, and therefore does not have a role on the Council, does not hold voting
authority, and does not have authority to appoint self as chairperson.

■ The recommendation is that the Council elects its chairperson from the 21 members with voting
rights. This would include the designee stepping out of Council matters, as the role of designee has
been completed for now. As dictated in statute, the designee does not have a role again until it is time
to appoint the next round of public members.
■ According to statute, the designee does not convene meetings outside of the initial meeting, which
has already been convened. All future meetings should be convened as stated in statute by "the call of
the chairperson or at the request of a majority of advisory council members."

• I want to be clear that I am not advocating being chairperson or for a representative from
my hospital to be chairperson; I simply want to ensure we are following the law as intended
and drafted.
o Council has accountability to provide an annual report to the legislature by January 1 of each year. The
report submitted year end 2019 was not reviewed by Council, was not shared with Council until after it was
submitted, and should be amended to be accurate:
■ The title is University of Minnesota Rare Disease Advisory Council, it should state the Chloe Barnes
Advisory Council on Rare Diseases;

■ The background states the Council was established to address gaps in care for those living with a
rare disease. This does not broadly reflect the purpose of the council which as stated in statute is to
provide advice on research, diagnosis, treatment and education related to rare diseases. This is much
broader than addressing gaps in care and brings in a much wider group of stakeholders.
■ The report states that you chair the 25 member Council. The statute calls for 17 voting public
members, three non-voting members, and four voting members currently serving in the legislature.
This equals 24. The designee, you, does not hold a Council seat as such the report is inaccurate.

■ While not a violation of statute, there is a lack of transparency, as the report to the legislature does
not list each Council member by name and affiliation.
■ The report states "all members appointed/positions filled for two year terms." The statute states that
members shall serve a term of three years, except that the initial members' appointments have terms
of two, three or four years determined by lot by the chairperson. As this has not taken place, it is
further recommended that the lot be conducted during a Council meeting for full transparency.

Even though the intent was for the council to have broad representation reflective of Minnesota, including Greater Minnesota, there
exists disproportionate representation by members with current or recent employment or affiliation with the University of Minnesota
and/or M Health, creating a more narrow representation of Minnesota, creating perceived conflicts of interest and/or overt deference
to the University of Minnesota and its affiliates. Notably, and as referenced in our phone discussion, you hold senior leadership
positions at both the University of Minnesota and M Health. There is a need for increased representation from Greater Minnesota.

As raised in an Executive Committee phone call, the Council is not a department or program of the University of Minnesota. The
Council belongs to the state. The intent from those working to pass the legislation was a pass through of state funds to create a
Council "housed" at the University of Minnesota with autonomy from the University of Minnesota.

o The recommendation is that the Council be self-governed, with autonomy from the University of Minnesota
in service to the entire rare disease community, across the entire state, with accountability to the State
Legislature. As such, the Council Administrator should be reporting directly to the Council itself.
o As intended, the Council should have the ability to represent Minnesotans by way of recommendations
made, policy positions taken, and deliverables created, separate and without approval from the University of
Minnesota.
o We need to keep in mind that in performing the Council's duties, we are tasked by statute to work in
conjunction with "the state's medical schools, the state's schools of public health, and hospitals in the state
that provide care to persons diagnosed with a rare disease ..." As mandated by statute we must make sure
we do our work inclusively with all of these groups.
While I know other individuals and organizations share some of the same feedback, I do not believe people will be as candid as I am
being. As written, Minnesota has the opportunity to create change and improve services and outcomes for those living with a rare
disease, and for their families-a mission I know you are committed to. My being straightforward comes with a request that we allow
the Council to serve as intended by its creators and as written in statute.

If you have questions or would like to discuss further, I can be available by phone this week.

Warm regards;
Barbara

Barriers To Care
Work Group
Members:

Soraya Beiraghi
Arthur Beisang
Karl Nelsen
Thomas Blissenbach
Erica Barnes

Surveys
Outside expertise:

Amanda Hemmesch, Ph.D.
Kathleen Bogart, Ph.D.
Associate Professor of Psychology Associate Professor
Co-Director, SCSU Survey Center
School of Psychological Science
St. Cloud State University
Director, Disability and Social
Interaction Lab
Patti Engel
Oregon State University
President and CEO
Engage Health, INC

Surveys - work in progress
Patient/ Family Survey
• Survey is in Final Draft
• Input from many parties - work groups
• Assistance from the Research Methodology Consulting Center
• Art Beisang is PI
• IRB response is that it’s not research - approval not necessary
• Next step is plan for recruitment
• Survey planned for summer of 2020

Surveys - work in progress
●
●
●
●
●

Provider Survey
Currently in draft development
Art Beisang is PI
Input from many parties - work groups.
Coordination of Care workgroup to use survey for provider registry
Assistance from the Research Methodology Consulting Center
●

Thank you Danielle Dupuis

Patient Journey of Care
Cure!

Transitions

Signs/Sx

Treatment
Plan

Dx(s)
Patient history
Family history
Clinical Exam
Lab tests
Imaging
Online resources
Consultations
Provider curiosity

Pediatric to adult
Clinician to specialist
Clinic to clinic
Change in insurance plans
Change of health systems

Ongoing
Care

Shared decisions
Decision aids
Online resources
Consultations
Financial/Insurance

Death

Potential Barriers to “Rare”Care
Global Barriers
Geography (rural vs urban)
Insurance coverage (public, fully insured, self insured, across state lines?)
Patient motivation
Complex home health
Patient finances
care plan
Transportation
Patient compliance
~7000 rare diseases
Financial impact
Lack of research
Lack of registry
Lack of patient advocacy organization
Lack of Industrial support

Signs/Sx
Subtle findings
No lab test
No newborn screening test
No genetic marker identified
No imaging findings
Specialist not available
Limited online resources
Misdiagnosis
Lack of provider awareness
Limited provider-patient time

Treatment
Plan

Dx(s)

No drug therapy
Slow FDA approval
No insurance coverage for
treatment plan
Specialist in another state
Communication between
providers

Cure!

Transitions
Pediatric to adult
Clinician to specialist
Clinic to clinic
Change in insurance plans
Change of health systems

Ongoing
Care

Lack of specialist focused on adult care
Lack of adult care coordinators
Lack of mental health professionals

No coverage for autopsy

Death

Hemophilia A & B Case Study
Global Factors
Research – My Life Our Future Genotyping Initiative
Registry-UDC -> MyBDC, ATHN, CDC’s Community Counts
Patient advocacy organizations
Industry support

Cure!
Gene Therapy Research

Transitions

Signs/Sx
aPTT, Factor VIII, Factor IX
Lab test readily available
Newborn screening test
Many genetic markers
identified

Dx(s)

Treatment
Plan

Pediatric to adult
Clinician to specialist
Clinic to clinic
Change in insurance plans
Change of health systems

Ongoing
Care

Concentrated Factor therapy
Limited insurance coverage
for advanced treatments

Hemophilia Treatment Centers with 140
such clinics –Federally Funded.
Coordinates therapies, education, and
social support , nationally accepted
standard of care/protocol for crisis

Death

Journey of Rare Care Next Steps
• Continue to conduct some case studies to identify basic trends of
barriers and success factors for rare diseases patient groups
• Investigate and formalize our relationship with Blue Spire Marketing
team.
• Experience with articulating the journey/emotional mappings at Gillette.
• Can review journey assumptions with providers and patient (1:1 interviews)
• Pro bono! Thank you for your generosity.
• Use surveys to help validate barrier/success factor assumptions

Coordination of
Care/Transition of Care
Work Group Updates
Members: Sheldon Berkowitz, Karri LaFond, Janet Ziegler, Nicole Brown,
(Paul Orchard)

Work Group discussions and activities


Determined survey questions to be included on patient survey and provider
survey





Included questions for both groups about whether “you have used care coordination”



Included request for providers to provide their contact information if they are willing to
care for rare patients (this will provide data for the registry of adult primary and specialty
care clinicians

Discussed an operational definition to be used for “care coordination” and
whether that is the same as “coordination of care”

Discussion Summary: Dr. Peitso, Presidentelect of MN Medical association (MMA)


Lots of interest by Dr. Peitso of improving transitioning pediatric patients with
rare diseases/complex health care needs to adult clinicians



She will try to schedule a meeting with MMA specialists (not primary care) as
well as myself to discuss issues of finding adult specialists who will care for
adult pts with rare diseases/complex needs



Dr. Peitso also recommended reaching out to Directors of appropriate Adult
residency and fellowship programs in the state to discuss issues – this is in
process of happening now with U of M and Mayo and will continue as
directors have more capacity for outside projects

Discussion summary: Dr. Hogan,
Hennepin Health


Dr. Hogan is a Pediatrician at Hennepin Health and has cared for a large
number of patients with complex needs



Has worked on setting up a transition program at HH for these pts to move to
adult clinicians



Extensive use of community health workers



Successful in developing internal HH list of adult primary care clinicians
willing to care for these patients



Single EMR has made transitions easier at HH

Next Steps


Finalize survey questions included in the pilot patient and provider surveys



Reach consensus on care coordination/coordination of care definition



Start to develop registry of adult primary and specialty care clinicians willing
and able to care for patients with rare diseases/complex needs (initiated with
inclusion of provider survey request)



Define what types of “best practices” we want to develop and how to do that



Discuss steps for identifying system barriers for transition and care
coordination



Develop time line for accomplishing our work

COST WORK GROUP UPDATE
APRIL 24, 2020

DELIVERABLES FROM RDAC LARGE GROUP
• Add SME to discussion to clarify scope
• Bring in subject matter experts (health care economists, epidemiologists) to clarify the
scope of the cost discussion
• Communicate with medical community expertise such as industry to better understand
the drug development pipeline
• Incorporate input and advice from the larger Council to further define the scope of the
work group
•

Participate in the survey being conducted by the barriers group

PROPOSED COST GROUP WORK PLAN
• Series of meetings with subject matter experts and stakeholders around each of the
lenses previously identified (Patient/Family, Provider/Industry, Payer, Government,
Research)
• Research View: Invite researchers from the University of Minnesota to share their experiences and frustrations with
the current state of rare disease research, specifically around cost barriers/burdens. Consider inviting research funding
non-profit groups to share experiences?
• System View: Convene groups from Minnesota Hospital Association and Minnesota Council of Health Plans to discuss
rare disease inefficiencies, costs. Use economist to help us understand payment mechanisms ahead of time?
• Patient View: Use survey data, convene patient panel?
• Government/Social View: Reach out to MN DHS? Non-profit groups?

RESEARCH VIEW
• COVID has put much of medical research on hold
• Research and patient groups concerned about “post-COVID” world
• List of potential research contacts obtained from rare disease advocacy groups
• Working to reach out to research coordinators to discuss retrospective issues via virtual
platform
• Have drafted a list of discussion points

SYSTEM VIEW
• On hold due to COVID work on the frontlines

PATIENT VIEW
• Working to set up a virtual meeting with the new ICER VP of Patient Engagement
• Patient/Provider Rare Disease Survey has been drafted and is being reviewed
• Our gratitude to the Survey design team for their hard work

GOVERNMENT VIEW
• Mostly on hold due to COVID work
• Dr. Scott Grosse from the CDC was contacted and provided us some of his patient cost
burden research

