Sample Legislative Letters

SAMPLE

Sample Letter Leqgislative Thank You for Alpha-1

[The following letter is intended to be illustrative only. Correspondents should
phrase the letter in a manner appropriate to their own circumstances.]

[ DATE ]

Honorable [ NAME ]

Chair, House [ ] Committee
[Office Address]
[Street Address]
[City, State, Zip]

Re: Exemption from Prior Authorization under Medicaid for Alpha-I
Antitrypsin (AAT) Therapy for Alpha-l Antitrypsin Deficiency (Alpha-I)

Dear Chairman [ NAME |:

Thank you for meeting with me to discuss eliminating the sunset of the exemption from
prior authorization under Medicaid for Alpha-l Antitrypsin (AAT) Therapy for Alpha-I
Antitrypsin Deficiency (Alpha-I). lvery much appreciated the opportunity to discuss this
very crucial issue.

As | indicated in our meeting, it is important to me, as a sufferer from Alpha-I, that | have
timely access to AAT. When | received a diagnosis of Alpha-I, | was told that nothing
would repair the lung damage | had already suffered. The weekly infusions of AAT that |
receive arrest, but do not reverse, my loss of lung function. In the absence of the timely
application of AAT, Alpha-l tends to be relentless in the manner that it destroys
pulmonary tissue. This prior authorization process could put me at risk for
hospitalization, a much greater expenditure for the Medicaid program than the cost of
my AAT.

It is for these reasons that | hope that you will agree to vote for legislation that will
exempt AAT from prior authorization under Medicaid.

Again, thank you very much for your time and consideration on this matter.
Sincerely,

Mr. / Ms. [ NAME ]
[ ADDRESS |



SAMPLE

Legislative Thank You Letter for Clotting Factors

[The following letter is intended to be illustrative only. Correspondents should
phrase the letter in a manner appropriate to their own circumstances.]

[ DATE ]

Honorable [ NAME ]

Chair, House [ ] Committee
[Office Address]
[Street Address]
[City, State, Zip]

Re: Sunset of Exemption from Prior Authorization under Medical Assistance
for Anti-Hemophilic Blood Clotting Factor Therapies (last sentence of
Minn. Stat. 2566.0625, subd 13(h))

Dear Chairman [ NAME |:

Thank you for meeting with me to discuss eliminating the sunset of the exemption from
prior authorization under Medical Assistance for anti-hemophilic blood clotting factor
therapies. | very much appreciated the opportunity to discuss this very crucial issue.

As indicated in our meeting, it is important to me, as the parent of a hemophiliac, that
my child have timely access to blood clotting factor therapies. Lack of timely access to
these therapies can cause severe damage to internal organs and joints, leading to
skeletal - malformities, excruciating pain, and premature death. Requiring prior
authorization to use these therapies in order to reduce costs in the prescription drug
side of the Medical Assistance program could result in even greater costs under the
hospitalization and skilled nursing divisions of the Medical Assistance program. That is
why | hope that you will agree to include a provision in the Health and Human Services
budget that will eliminate the July 1, 2003 sunset of the prior authorization exemption.

Again, thank you very much for your time and consideration on this matter.
Sincerely,

Mr. / Ms. [ NAME ]
[ ADDRESS ]



SAMPLE

Leqgislative Thank You Letter for IVIG

[The following letter is intended to be illustrative only. Correspondents should
phrase the letter in a manner appropriate to their own circumstances.]

[ DATE ]

Honorable [ NAME ]

Chair, House [ ] Committee
[Office Address]
[Street Address]
[City, State, Zip]

Re: Exemption from Medicaid Prior Authorization Procedures for
Intravenous Immunoglobulin Therapies

Dear Chairman [ NAME |:

Thank you for meeting with me to discuss supporting legislation to exempt intravenous
immunoglobulin (IVIG) therapies from Medicaid prior authorization procedures.

As | indicated in our meeting, it is important to me, as a sufferer from one of the more
than 100 primary immune deficiency diseases, that | have timely access to IVIG
therapies. When | received a diagnosis of Severe Combined Immunodeficiency (SCID),
| was told that | could expect to experience a variety of recurring infections for the rest of
my life. The infusions of IVIG therapies that | receive treat the infections that result from
SCID, but do not cure the basic disease. Without timely treatment, every infection that |
develop could become fatal. This prior authorization process could put me at risk for
hospitalization, a much greater expenditure for the Medicaid program than the cost of
my IVIG.

It is for these reasons that | hope that you will agree to vote for legislation that will
exempt IVIG from prior authorization under Medicaid.

Again, thank you very much for your time and consideration on this matter.

Sincerely,

Mr./ Ms. [NAME]
[ADDRESS]

SAMPLE




Generic Leqislative Letter for Alpha-1

[The following letter is intended to be illustrative only. Correspondents should
phrase the letter in a manner appropriate to their own circumstances.]

Honorable [ NAME ]

Chair, House [ ] Committee
[Office Address]
[Street Address]
[City, State, Zip]

Re: Exemption from Prior Authorization under Medicaid for Alpha-I Antitrypsin
(AAT) Therapy for Alpha-I Antitrypsin Deficiency (Alpha-I)

Dear [Rep.IDel./Assemblyman |:

| have Alpha-l1 Antitrypsin Deficiency (Alpha-1), a fatal hereditary lung disease,
sometimes referred to as genetic emphysema. Alpha-1 is a single gene defect that
leads to pediatric liver failure in infants and children and serious lung disease in adults. |
am writing to ask that the House [ ] Committee amend the state Medicaid prior
authorization statute to exempt from prior authorization procedures Alpha-I Antitrypsin
(AAT) Therapy, the protein augmentation therapy that is the only treatment available to
stop the lung destruction associated with Alpha-I.

When | received a diagnosis of Alpha-l, | was told that nothing would repair the lung
damage | suffered. The weekly infusions of AAT that | receive arrest, but do not reverse,
my loss of lung function. In the absence of therapy, the pulmonary destruction of Alpha-
1 tends to be relentlessly progressive.

At times, Alpha-I can be overwhelming and frightening. Individuals like me who have the
lung destruction that Alpha-lI causes have a significant loss of lung function and
irreversible deterioration of lung tissue. This causes symptoms that include a severe
shortness of breath and repeated lung infections, which in turn often necessitate full-
time use of supplemental oxygen. Alpha-I generally does its worst damage between the
third and fifth decades of life, causing disability leading to loss of employment, frequent
hospitalizations, family disorganization, and the suffering known only to those unable to
catch their breath. In some cases, premature death results.

| am appealing to you for assistance on this matter, to ensure timely access to this life-
sustaining therapy. | ask that the House [ NAME ] Committee amend the state Medicaid
prior authorization statute to exempt AAT therapy for Alpha-1 from prior authorization
procedures.

Thank you for your assistance on this issue.

Mr./ Ms. [NAME] [ADDRESS]

SAMPLE




Generic Leqislative Letter for Clotting Factor

[The following letter is intended to be illustrative only. Correspondents should
phrase the letter in a manner appropriate to their own circumstances.]

[ DATE ]

Honorable [ NAME ]

Chair, House [ ] Committee
[Office Address]
[Street Address]
[City, State, Zip]

Re: Sunset of Exemption from Prior Authorization under Medical Assistance for
Anti-Hemophilic Blood Clotting Factor Therapies [last sentence of Minn.
Stat. 256B.0625, subd 13(h)]

Dear Chairman [ NAME [:

| am the parent of a [son/daughter] who has [Hemophilia A, Hemophilia B, von
Willebrand disease]. | am writing to request that the Health and Human Services
Finance Committee amend the state budget to extend the Medical Assistance
exemption from prior authorization for anti-hemophilia blood clotting factor therapies.

At times, being the parent of a hemophiliac can be overwhelming and frightening. The
parent of a hemophiliac must be braced for anything. Without weekly treatment with
anti-hemophilia clotting factor to prevent spontaneous bleeding, my [son/daughter] can
experience bleeding into [his/her] muscles, joints, or other internal organs. The
symptoms of internal bleeding may not be obvious for several hours or even days
following injury, and may not initially be accompanied for bumps or bruises. Over time,
however, this excessive bleeding can cause severe damage to internal organs and
joints, leading to skeletal malformities, excruciating pain, and premature death. Such
damage can be prevented only by ensuring that the proper therapies are administered
in a timely manner.

| am appealing to you for assistance on this matter not for myself, but rather on behalf of
my [son/daughter]. This is about ensuring that my [son/daughter] has timely access to
the lifesaving anti-hemophilic blood clotting factor therapies prescribed by [his/her]
physician. We both ask that the exemption from authorization provided under Minn.
Stat. 256B.0625 be extended by eliminating the sunset date provided in the last
sentence of subdivision 13, paragraph (h) of that section.

Thank you for your assistance on this issue,

Mr./Ms. [NAME] [ADDRESS]



SAMPLE

Generic Legislative Letter for IVIG

[The following letter is intended to be illustrative only. Correspondents should
phrase the letter in a manner appropriate to their own circumstances.]

[ DATE ]

Honorable [ NAME ]

Chair, House [ ] Committee
[Office Address]
[Street Address]
[City, State, Zip]

Re: Exemption from Medicaid Prior Authorization Procedures for Intravenous
immunoglobulin (IVIG) Therapies Used to Treat Primary Immune
Deficiency Diseases

Dear [Rep./ Del. /Assemblyman NAME]:

| have (insert disease) common variable immunodeficiency, one of 100 known primary
immune deficiency diseases. Primary immune deficiencies are diseases in which the
immune system is missing or compromised, causing common infections to become life
threatening and debilitating. In many cases primary immune deficiencies are hereditary
and therefore are vastly different from the acquired form of immunodeficiency (HIV) or
secondary immunodeficiency associated with cancer therapies. | am writing to ask that
you support legislation that would exempt the intravenous immunoglobulin therapy
(IVIG) which | use to treat my disorder from state Medicaid prior authorization
procedures.

The only effective treatment for primary immune deficiency is to replace my immune
system with a plasma derived product which is infused every three to four weeks to
ensure that | am protected from common infections. These infusions of IVIG contain
antibodies normally present in human blood and allow me to live a normal productive
life. At times, (insert disease) can be overwhelming and frightening. When | received a
diagnosis of (insert disease), | was told that | could expect to experience a variety of
recurring and incapacitating infections for the rest of my life. Without treatment, every
infection that | develop could become fatal.

| am appealing to you for assistance on this matter, to ensure timely access to
these life-sustaining therapies. | ask that you vote to support legislation that would
exempt IVIG therapies from the state's Medicaid prior authorization procedures.

Thank you for your assistance on this issue,

Mr. / Ms. [NAME] [ADDRESS}



SAMPLE

Generic Leqislative Letter for Single Source Provider Contracts

[The following letter is intended to be illustrative only. Correspondents should
phrase the letter in a manner appropriate to their own circumstances.]

[ DATE ]

Honorable [ NAME ]

Chair, House [ ] Committee
[Office Address]

[Street Address]

[City, State, Zip]

Dear Senator [ NAME ],

| am writing to express my concerns with the provisions of HF 2028 (as passed by the Senate)
that would implement a single source provider arrangement for beneficiaries in the Minnesota
state-run health care programs that have hemaophilia. Due to the fact that the implications of the
new single source provider arrangements on the hemophilia community have not been fully
analyzed by the legislature, | respectfully request that the provisions of HF 2028 dealing with
hemophilia be removed from the bill and studied further before being reconsidered.

My late husband lived with hemophilia and the challenges HIV/AIDS and HCV presented to us
as a family. For many years my husband was dependent on me to care for him, in our home. It
was a labor of love. My late husband's quality of life was improved every day he could stay in
our home verses being admitted to the hospital. Not only was this a quality of life issue it was an
economic issue as well, our overall healthcare costs were greatly reduced by providing care for
my husband in our home.. Critical to providing care for my late husband at home were the
choices available to us in respect to the provider of dotting factor therapies as well as disease
management services. By virtue of choice, | was able to choose the provider that matched our
unique needs as a consumer of products and services. Without this option available to us, | am
not sure of the quality of life my late husband would have had, or if | would have lived up to my
belief that | must try to the best of my ability to be a responsible steward of our medical
expenses. Choice and access are equally important to those affected by a chronic disorder such
as hemophilia to ensuring quality of life.

As currently .drafted, HF 2028 (Article 21, Section 26, Subdivision 4) would require that
beneficiaries in the state's Medicaid program with hemophilia obtain their life-saving blood
clotting factor therapies. and disease management services from a single provider that enters
into a contract with the Department of Human services. Medicaid beneficiaries in Minnesota that
have hemophilia have the ability to obtain their care, therapies, and disease management
services, from the providers of their choice, as long as the providers participate in the state
Medicaid program.

| believe that the current system of care has been working well and has assured that all
beneficiaries in the Medicaid program with hemophilia have access to life-saving blood clotting
factors and other disease management services. | do not believe that the minimal cost savings
that would be realized by the state as a result of the implementation of this new arrangement is
sufficient to warrant a change to the existing treatment program for beneficiaries in the



Medicaid program who have hemophilia. | believe that maintaining the ability of a hemophiliac
to access the provider and blood clotting factor product of their and their physician's choice is
critical to the successful treatment of this life-threatening disease. Any change to the existing
program could significantly impact the quality of life for hemophiliac beneficiaries in the
Minnesota Medicaid program.

Under a single source provider arrangement as is proposed in this legislation, there is a
possibility that hemophilia patients will not be able to access the full range of plasma- derived
and recombinant blood clotting .factor therapies. The vendor that is ultimately selected to
administer the program may choose to make only certain therapies, or certain brands of
therapies, .available to participants in the program. In addition, it is possible that the vendor will
attempt to switch beneficiaries to less costly therapies without fully evaluating the impact of the
change on the quality of care. The therapy that they are switched to.may not be the therapy of
their and their physician's choice, and may not be the therapy to which the individual responds
most effectively.

In addition, the successful treatment of hemophilia is not only the result of the administration of
life-saving blood dotting factor therapies. The life-long relationships that are built between a
patient, his physician, his provider of blood clotting factor, and all others in the hemophilia care
system contribute significantly to the successful treatment of this life-threatening disease. Not
only do the current providers of hemophilia services in Minnesota provide life-saving blood
clotting factor therapies, but they also provide a wide range of other services, such as 24-hour
telephone access to disease management consultants, medical jewelry, helmets and padding,
advance notice of product withdrawals and recalls, camp sponsorships, as well as advocates to
address the unique issues that families living with hemophilia bleeding disorders face. | do not
believe that a single provider of hemophilia services in Minnesota can provide the same
assurance that personal relationships will be at the center of their program. There is no
guarantee in this legislation that he vendor that is selected to administer this program will be
required to make these additional services available to participants in the program. In fact, it is
likely that the selected vendor will choose to not make these additional services available.

| respectfully request that you remove the hemophilia single source provider provisions from HF
2028. The hemophilia community in Minnesota would be willing to work with the legislature over
the summer to fully study the implications that implementation of a single source provider
arrangement could have on the hemophilia community's access to, and choice, of providers and
therapies. In addition, | would appreciate the opportunity to meet with you at your earliest
convenience to further discuss this legislation. | will contact your office in the near future to
setup a mutually convenient time for us to meet.

Thank you in advance for your consideration of my request. Please feel free to contact me if you
have any questions:

Sincerely,

Mr. / Ms. [ NAME ]
[ ADDRESS ]



