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Explanation or reason for introduction of bill/resolution:

To provide for umbilical cord blood donation information.

Minutes: Attached Testimany

Margaret Sitte, introduces SB 2215 with FN attached. She is from District 35 in Bismarck.
(Attached Testimony #1).

Chairman J. Lee states that there is a FN that indicates $11,000 in expenditures, in this

biennium, (2011-2013) with general funds and $3000 in the following biennium, (2013-
2015).

Margaret Sitte presents testimony and refers to handouts attached to Testimony #1.

Senator Dever states it is not a mandate. He asks, “Why is it necessary, could it happen
now?"

Margaret Sitte states it could happen now. She states, in fact, | have a couple of
brochures. | called a local OB-GYN and asked if she had brochures, and she did, but they
were not readily available. Patients aren't actively being told or subject is not being
pushed. People are not being made aware of it.

Chairman Lee states she has a general policy of being opposed to “specific disease and
condition” legislation, due to things becoming obsolete, over time. | see this in a different
way because this is not dealing with someone who has a medical condition, that needs to
be treated, but rather is a “preventative measure” in saving the stem cells for potential
future use. | am feeling confident, that the physicians, who are dealing with the pregnant
woman, would want to offer this opportunity to them.

Margaret Sitte states what she thinks is the most dramatic. She has a nephew with Type
1 diabetes. Some of this “umbilical cord” research is focusing on a cure for Type 1
diabetes. Another major disease, that is being treated, is cerebral palsy. We need to let
people know to save this blood cord. People are not even aware that they can donate to a
private “umbilical blood bank.” There are so many facilities out there. | think it is a
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matter of common sense, that the state would be proactive, in this regard. | feel this issue
deserves widespread publicity.

Senator Mathern asks, “If someone wanted to donate today, do we have a system,
operating right now, at local hospitals?

Margaret Sitte states she has talked to someone who donated and she contacted one of
these national sites (public cord blood bank) and they sent out a packet of materials. It tells
people in the delivery room what to do. The “umbilical cord blood” is just fine at room
temperature, even for a couple of days and then they provide mailing packet and sent off.

In some cases, it is frozen immediately, but other times, it is sent off. Everything is paid for
by the “public blood cord bank” that is accepting the donation. They would like some lead
time, to send the packet out, on behalf of that mother. | have not heard of a singie
objection from an OB-GYN doctor, here in Bismarck, that | talked with, from doing this.
They understand how important it is.

Senator Lee states, “It also appears, if you were donating to “Family Cord”, there would be
some significant costs to the family but it would be a personal choice since it is an option.”
Do you feel, there would be a lot of people that are going to do it, if there, is that cost factor
involved for them?

Margaret Sitte states that she doesn't think we would have a lot of people doing this.
However, knowing how things come down in cost and knowing how fast medical
technology is changing the way we live, | do see a chance, where this could be very
practical. With bone marrow transplants and other stem cell transplants, you need a 6-6
markers that have to match but with “umbilical cord blood”, only 4 out of the 6 markers have
to match. It is far more useable by many other people. Online, it states, that there is an
86% chance, that any one of us, could find a match for those, who are White Caucasian.
For those of mixed race, that drops to 40 some percent. There are certain sectors, of our
society, that are not well informed about this. Then their chances, of getting transplants

and help, are far less. This is aimed, at people of all races and all socio-economic strata’s,
of finding out about this.

Senator Lee states she certainly supports the concept. "Why wouldn't you have
confidence, that the physicians would be equally excited about the options, that are
available through this?” “Why would they not, as part of their general practice, be doing
this, by passing a law, saying you should do this? This is a “maybe bill", not a mandate.

Margaret Sitte states she doesn't see that this has been done. In talking to the young
woman | know, that are having babies, they were not even made aware of it.

Senator Berry, co-sponsor, states that he chose not to testify but rather serve as an
information source to the committee in our discussions. The issue, as Senator Sitte
mentioned, is very true. Currently, it is something that does not get discussed. Although,
there is tremendous ongoing research and the enhancements that have been made, are
outstanding. It has not come down to the clinical level yet. Many times, things have to
work their way, from the laboratory to the research center, clinical level and then the
clinician.
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The reality is, it doesn’t get put into place, in a busy office practice in the course of a day.
Could they do it, yes? Of the 3 available sources, we have for stem cells, bone marrow,
purple blood and the umbilical cord. Studies are clear, that the umbilical cord cells, are
much less likely, to cause the graph vs. host, be diseased. It can be very devastating.
Also, they are less likely to have the antigens on them, that a recipient may recognize as
foreign and then attack and destroy them. Not only does the “host”, the individual that
receives the cells, not attack, the cells that they are getting. These cells do not attack the
individual. It is a win- win, in that respect.

We need to raise the level of awareness. Senator Berry states, “It is a sound practice
medically.”

Senator Lee asks, “What are the physicians going to do differently because we can tell
them that they can?” They already can. That is my point.

Margaret Sitte states that is why she wrote it the way she did. The state would produce
and then distribute this brochure, at a cost of $14,000, in the next biennium. The
awareness part of this bill is so important.

Christopher Dodd, supports bill SB 2215, representing ND Catholic Conference. He
states that we got into this because the Church opposes “embryonic stem cell” research.
The criticism stated, that the Church was opposed, to science and healthcare. We are the
largest, not for profit heaithcare provider in the country and that is not true. It made us
aware; we need to be aware, what is happening on “alternative stem cell” research.

| think, if the state can do anything, to get the original information out, at a low cost, then |
think we need to pursue it.

Bruce Levi, representing the ND Medical Association. He states he has talked to
OB/GYN's, particularly Dr. Sherry Orser at MedCenter One, in Bismarck.  Providing
(Attached Testimony #2) from the ACOG {American Congress of Obstetricians and
Gynecologists). In terms of encouraging physicians and to provide physicians with this
information, in their own national specialty society, they are not necessarily encouraging it.
ACOG does a pamphlet as well. In talking with Dr. Orser, they do not do this with every
patient. AGOG does not take a position “for or against” cord blood banking. They
recommend that physicians disclose, and that there is no reliable estimate, of a child's
likelihood of using his/her own saved “cord blood” later. The bill has a provision, that ND
law encourages, not only that you “may do this” but also “if you do this, if you are acting in
good faith”, that someone can't come back at you. From that perspective, it is important to
point that out in SB 2215. Dr. Orser does mention that they talk about “cord blood”
retrieval, if it is brought up, in the discussion.

Senator Dever states that in the 2005 session, a bill was passed, that had to do with
asthma and epipens, that relieves school nurses, from the liability of dealing with this. The
feeling is that, the liability issue, it is not communicated. How best can we do that?

Bruce Levi states that the general education, that goes out about what the new laws are, is
the best way to educate people. We need to provide encouragement “with immunity
provision” to healthcare providers.
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Senator Lee states that it appears, not only to be the general public but more importantly

the healthcare providers, who need to be, as well informed as possible.

Senator Berry states that the best place to bring up this subject is in the initial visit or on a
questionnaire and they check it and then it is talked about.

Senator Lee asks, “We need to reach providers, how do we do this?”

Bruce Levi states that it boils down to, “what is best for the patient, what's best for patient
care and what the standard of care is.”

Renae Stromme, parent, states she heard about the program at a maternity store about
private entities, due to money making opportunity, not necessarily public portion of it.

Opposition: None
Neutral. None

Closed Hearing on SB 2215.
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Explanation or reason for introduction of bill/resolution:

To provide for umbilical cord blood donation information.

Minutes:

Senate Human Services Committee continues discussion on SB 2215.
Senator Berry moves for a DO PASS and rerefer to appropriations.

Seconded by Senator Mathern.

Discussion ensues that it will need to go to Appropriations. The FN is for $11,000.
Senator Mathern asks, “Why would not everyone use the “public bank"?"
Senator Berry states that maybe they would use this for “family use”.

Discussion ensues stating that “public bank” can be used for more than one individual.
That is part of the education. We are all going to benefit from this information. It is
informational purposes. There is already information but it is not getting out to the public.
Why are there postage and printing costs? It could be emailed to facilities and then be
printed off “in house”. Senator Mathern states that a lot of these bills are giving further
emphasis. Shouldn't all medical clinics talk to someone about mental illness, eating
disorders, and cord blood? What medical provider would say, “We are not going to notify
our patients of the latest thinking?” Senator Lee states, “none”. Senator Mathern states
that, they don't have the time or resources, to actually do it. These bills, are essentially
saying to the medical providers”, we want you to be doing more than you are doing”.
Senator Berry states that, in this situation, the idea of a “prenatal packet” wouid be a good
idea. Women are highly motivated and go through all the information they are given. |t
would be a “good return on investment”. Senator Lee states, more media attention needs
to be paid to this. She states that SB 2215 would have a large effect on the health and
well-being of citizens of ND.

Roll call vote 5-0-0. Motion Carried. Carrier is Senator Berry.
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FISCAL NOTE

Requested by Legislative Council
01/18/2011
Bill/Resolution No.: SB 2215

1A. State fiscal effect: /dentify the state fiscal effect and the fiscal effect on agency appropriations compared to
funding levels and appropriations anticipated under current law.

2009-2011 Biennium 2011-2013 Biennium 2013-2015 Biennium

General Fund| Other Funds |General Fund| Other Funds {General Fund| Other Funds
Revenues
Expenditures $11.000 $3,000
Appropriations $11,000 $3,000
1B. County, city, and school district fiscal effect: /dentify the fiscal effect on the appropriate political subdivision.
2009-2011 Biennium 2011-2013 Biennium 2013-2015 Biennium
School School School
Counties Cities Districts Counties Cities Districts Counties Cities Districts

2A. Bill and fiscal impact summary: Provide a brief summary of the measure, including description of the
provisions having fiscal impact (limited to 300 characters).

This bill provides for umbilical cord biood donation information. Requires the Department of Health to prepare a
pamphilet that includes seven areas of information relating to umbilical cord blood donation.

B. Fiscal impact sections: /dentify and provide a brief description of the sections of the measure which have
fiscal impact. Include any assumpiions and comments refevant to the analysis.

Section 2 requires the Department of Health to prepare a pamphlet that includes information regarding umbilical cord
blood donation, including medical processes; medical risks to the mother and child; current and potential future
medical uses, risks and benefits to the newborn child, mother and biological famity; current and potential future
medical uses, risks and benefits to individuals not biologically related to the newborn child or mother; costs incurred
by the patient; options for ownership and future use of the donated material; and the average cost of public and private
umbilical cord blood banking. Costs associated with this include professional fees (contractor), printing and postage
{(distribution).

3. State fiscal effect detail: For information shown under state fiscal effect in 1A, please:
A. Revenues: Explain the revenue amounts. Provide detail, when appropriate, for each revenue type and
fund affected and any amounts included in the executive budget.

B. Expenditures: Explain the expenditure amounts. Provide detail, when appropriate, for each agency, line
item, and fund affected and the number of FTE positions affected.

2011-2013

Postage: $500 - required for mailing the brochure.

Printing: $2,500 - required for printing the brochure.

Professional Fees: $8,000 - includes amount for a contractor and graphic artist (professional service agreements) to
develop and design the brochure - $50/hr x 150 hours for contractor and $50/hr x 10 hours for graphic designer.

201315



Postage: $500 - required for mailing the brochure.
Printing: $2,500 - required for printing the brochure.

C. Appropriations: Expiain the appropriation amounts. Provide detail, when appropriate, for each agency
and fund affected. Explain the relationship between the amounts shown for expenditures and
appropriations. Indicate whether the appropriation is also included in the executive budget or relates to a

confinuing appropriation.

Funding for this project is not included in the Department's appropriation bill (HB 1004).

[Name: Kathy J. Albin Agency: Health

[Phone Number: 328.4542 Date Prepared:  01/22/2011
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SB 2215: Human Services Committee (Sen. J. Lee, Chairman) recommends DO PASS
. and BE REREFERRED to the Appropriations Committee (5 YEAS, 0 NAYS,
0 ABSENT AND NOT VOTING). SB 2215 was rereferred to the Appropriations
Committee.
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Explanation or reason for introduction of bill/resolution:

A bill to provide for umbilical cord blood donation information.

Minutes: See atlached testimony - #1 — 2.

Chairman Holmberg called the committee hearing to order on SB 2215.
Becky J. Keller - Legislative Council, Sheila Peterson - OMB.

Senator Margaret Sitte, State Senator, District 35

Bill Sponsor

Testimony attached - # 1

Reading from testimony — Gave an update in the stem cell research. “Cord blood banking is a
procedure in which cord blood is taken from a baby's umbilical cord shortly after delivery and
preserved for possible future use in a stem cell transplant.” There have been many diseases
that are being treated with the stem cells from the umbilical cord blood. These stem cells are
less prone to rejection than the other types of stem cells and they don't cause graft-versus-
host disease. They are not rejected by the bodies.

By passing this bill, North Dakota would provide a brochure for physicians to include in the
pregnancy packet each new mother receives. The cost of $11,000 is miniscule compared to
the benefits of providing this crucial information.

Senator Christmann asked if anything had to be paid to the hospitals.

Senator Sitte relayed a situation where a woman found out about umbilical cord blood in a
maternity store and said that her doctors never told her anything about it. Twenty states are
now including this information for their young mothers.

Chairman Holmberg asked if there was a bank in MN because he has a grandson going to be

born in Minneapolis this month. Senator Sitte toid him he could pay for this insurance for his
family.

Senator Warner said he was surprised you can just drop this in the mail. | would have
thought that it would have had to be cryogenically frozen.
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Senator Sitte said that the stem cells are fine for two days at room temperature. She also
commented on a letter that was also handed out to the committee from Maria Spencer of the
National Marrow Donor Program. She thinks that we need to do more because the public
banks are getting overrun with donations. She wants ND to start our own umbilical cord blood
bank. Someday in the future we may decide to do that in conjunction with the medical school.

Maria D. Spencer, Director, Legislative Relations, National Marrow Donor Program,
Washington, DC
Written testimony in favor of SB 2215 attached - # 2.

Senator Wanzek: How long can this be banked?
Senator Sitte: Once these cells are frozen, it can be there for years. This research is 20
years old so they don't have anything long-term to tell you.

Senator Erbele: The $11,000in the appropriation, is that just a brochure that will be included
in a pregnancy kit? What are we buying for $11,000? How many brochures and how long will
that money last?

Senator Sitte: Some states are just referring people to the website online and this really
provides all the information that we would need to provide. We debated in committee and
thought people might not go online. For $11,000, it doesn't cost that much to put something in
every packet. Then people could look at the information and then discuss it with their doctor.

Kim Mertz, Department of Health, Director of the Division of Family Health
Testified in favor of SB 2215. No written testimony.

She gave information on the brochure — The $11,000 is for development of the ND brochure.
It takes a lot of research, money to have someone draw up the brochure, money to have it
printed and money to have it mailed. If we use something that has already been developed
from a national level, that will drastically reduce the cost. We could put that as a link to our
website. There are national brochures that you can purchase that you can put a ND stamp on,
so if we're allowed to use an already developed brochure, that would reduce the cost.
However, the language in the bill currently says “a ND developed brochure.”

Chairman Holmberg Part of the discussion that this committee will have when we take this bill
up is that the passage of the bill is not going to generate an appropriation because we don't
have the Department of Health budget. That is over in the House. The fiscal note is an $11,000
appropriation. When we get the Health Department bill, then we will have to determine
whether the money is added in or just how it's funded. This tells us it will cost $11,000 and
this committee can pass this bill if they choose because we won't touch the state budget on
this bill. That will be handled later.

Senator Bowman: s there any data available, as to the long term benefits for cost savings to
the medical profession because if this works like it's supposed to work, in 25 years, there
should be huge savings in medical costs.

Senator Sitte: On page 2 of my testimony, para 3. “Newly published data shows that the
lifetime probability of needing a stem cell transplant is much higher than previous estimates
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indicate. The new research says that as many as 1 in 200 people will receive a stem cell
transplant during their lifetime.” They don’t know how far this research is going to go. It could
be tremendous savings.

Senator Warner: (to dept) Some of these are going to be commercial enterprises, is there a
conflict between your dept endorsing a commercial project?

Kim Mertz: When you purchase something like a national brochure, many times that
brochure’s name and the publishing company is on there, and then you are able to endorse
that specifically for North Dakota. We would be very careful in that case saying we don't
endorse any type of blood banks. There is not one in North Dakota and we don't endorse any
throughout the country. If you develop something that is ND specific, again the cost is a little
bit higher for that, but then that alleviates all the chances that you would have of endorsing any
biood bank nationally.

Senator Warner asked if they list the blood banks and put a disclaimer at the bottom saying
these are the ones that provide that service but we do not endorse any particular one of them.

Kim Mertz said that is correct. We would never endorse anything. We simply provide
information. We give a live link in our brochure or things on our website so people can go and
find that information on their own, but again we always say that we're not endorsing.

Senator Sitte: That is exactly what the parent’s guide to Cord Blood Foundation does is that
this is a foundation put together by all the public cord banks so that people can contact one
location and they'll tell you which one of the blood banks in your area is looking for samples.
Senator Wanzek said it seems the need to have that information out there is probably
accentuated when you consider the fact that there are so many limited opportunities to actually
do this.

Senator Krebsbach asked if there is a possibility in the future that the local blood banks could
be the repository for these types of donations.

Senator Sitte: This technology is far more complex than that. It's really quite expensive for us
to have our own blood bank in this state. It would be ideal.

Chairman Holmberg closed the hearing on SB 2215.

Senator Warner moved Do Pass.
Senator Krebsbach seconded.

A Roll Call vote was taken. Yea: 13 Nay: 0 Absent: 0

Goes back to Human Services Committee and Senator Berry will be the carrier.
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REPORT OF STANDING COMMITTEE
$B 2215: Appropriations Committee (Sen. Holmberg, Chairman) recommends DO PASS
(13 YEAS, 0 NAYS, 0 ABSENT AND NOT VOTING). SB 2215 was placed on the
Eleventh order on the calendar.
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Explanation or reason for introduction of bill/re&olution:

Provide for umbilical cord blood donation information.

Minutes: See attached Testimony #1

Chairman Weisz: Opened the hearing on SB 2215.

Sen. Margaret Sitte: From District 35 in Bismarck introduced the bill and testified in
support of it. (See Testimony #1.)

Christopher Dobson: Executive Director of the ND Catholic Conference testified in
support of the bill. The ability to use umbilical cord blood has been around for some time,
but it is something that is just now known and it is a shame. Our awareness and concern
about the issue really comes from our opposition of embryonic stem cell reach. As we
were opposing embryonic stem cells we were aware of all of the research about so called
adult stem cells; one of them which is umbilical cord blood. The Catholic health agencies
have taken up the cause to spread the word about what it happening in stem cell research
and particularly what can be done. So you have this (inaudible} insurance with umbilical
cord blood. We strongly support this bill.

NO OPPOSITION
Chairman Weisz: Closed the hearing on SB 2215.

Chairman Weisz: Let's look at this one. It just has a fiscal note so it doesn't have to go to
appropriation because it is under $50,000. This is a fiscal note not an appropriation.

Rep. Porter: | move a Do Pass on SB 2215.
Rep. Schmidt: Second.
VOTE: 12y 0 n 1 absent — Rep. Kilichowski

Bill Carrier: Rep. Schmidt
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Fourteenth order on the calendar.
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Testimony on SB 2215
January 25, 2011

Madam Chairman and members of the committee,

| am Senator Margaret Sitte from District 35 in Bismarck.

The bill before you will bring awareness to one of the most impressive medical
discoveries of our time: stem cells in umbilical cord blood. Umbilical cords have

traditionally been discarded as medical waste, but medical discoveries in the past two
decades have been phenomenal.

The first disease treated using umbilical cord blood stem cells was in 1988. By 2000, 20
diseases were being treated. Currently more than 85 different diseases are being
treated including the following: more than 26 different types of cancer, 15 different auto-
immune diseases, three different neural degenerative diseases and injuries and 10
different anemias and blood conditions.

In fact, umbilical cord blood stem cell transplants are less prone to rejection than either
bone marrow or peripheral blood stem cells, probably because the cells have not yet
developed the features that can be recognized and attacked by the recipient's immune
system. Also, because umbilical cord blood lacks well-developed immune cells, there is

less chance that the transplanted cells will attack the recipient's body, a problem called
graft versus host disease.

Both the versatility and availability of umbilical cord blood stem cells makes them a
potent resource for transplant therapies.

Here's what Shakila Khan, M.D_, wrote on the Mayo Clinic website

www.mavyoclinic.com. “Cord blood is a rich source of stem cells, the cells from which all
other celis are created. Cord blood banking is a procedure in which cord blood is taken

from a baby's umbilical cord shortly after delivery and preserved for possible future use



in a stem cell transptant. Collecting a baby's cord blood poses few, if any, risks to either
mother or baby. If the cord blood isn't collected for preservation or research, it's simply
discarded. Donating cord blood to a public cord blood banking facility is a tremendous
opportunity to help others. Cord blood transplants from unrelated donors can be used to

treat many conditions, including leukemia and various metabolic problems.”

Yesterday, | received a call from a non-profit agency that promotes umbilical cord blood
donations. The Parent’s Guide to Cord Blood Foundation publishes the attached
brochure online, so we could use their information as the basis of our state brochure. |
have printed part of their website for you in a more readabie font.

Family Cord is an example of a private cord blood bank and | have included some of
their information as well.

| urge you to help inform the young women of our state of a powerful new medical tool,
the stem cells in the umbilical cord blood.



1. Why bank cord blood?

Birth is a one-time opportunity to help society by donating your child's cord blood to a
public bank. Cord blood contains stem cells that can save lives. Patients requiring a
stem cell transplant will receive celis from one of three sources: bone marrow,
circulating blood, or umbilical cord blood. The first two exist in all healthy adults, but
cord blood can only be harvested and stored at birth. The section on cord blood
transplants explains that it is easier to match transplant patients with cord blood than
with the two sources of adult blood. Hence, establishing public banks of cord blood
from donors with diverse tissue types can save many lives.

Birth is also a one-time opportunity to help your own family by saving your child's cord
blood. Transplant patients recover better when they receive stem cells from a related
donor, instead of an unrelated donor. In the future, if there are regenerative medicine
advances which can repair the body with the patient's own stem celis, then children
whose parents saved their cord blood will have better access to those treatments.

There is virtually no reason not to save your child's cord blood. The only cautionary
remarks which can be made about cord blood banking is that the cord should not be
clamped too soon after birth.

2. Why doesn't everybody bank cord blood?

Because it costs money. Whereas a bone marrow registry is based upon a computer
data base of potential donors, a cord blood bank is based upon a laboratory where staff
process the cord blood, freeze it in liquid nitrogen, and monitor the freezers.

Only a limited number of institutions have the funding to maintain public banks which
take donations for free. This web site has a page which explains the types of cord

blood banks, and another which tells you how to find a public bank in the US to accept
your donation.

For most parents, cord blood donation is not an option because the number of locations
served by public banks is very limited. In that case, parents have to decide if they want

to and can afford to pay a private bank to process the cord blood and preserve it for the
family.

Fortunately, there are financial assistance programs to help families which have a case
of medical need, where a family member is at risk of needing a stem cell transplant.

3. Cord Blood Transplants (CBT)
Advantages of Cord Blood Transplants versus
Bone Marrow Transplants (BMT) or Peripheral Biood Stem Cells (PBSC)

» Harvesting umbilical cord blood poses no risk to mother or child, whereas a bone
marrow donor must underge a surgical procedure.

« Stored cord blood is ready for use as scon as it is needed, whereas the process of
contacting and testing donors listed in a registry takes weeks to months.



. « For transplants, the primary advantage of cord blood stem cells over stem cells
from aduits is that they cause much less graft versus host disease (GvHD). In
order to safely transplant adult stem cells, the patient and donor must match over at
least 10 of 12 tissue types called Human Leukocyte Antigens (HLA), or 83% HLA
match. By comparison, medical outcomes are just as good with cord blood that

has a 4 out of 6 or 87% HLA match. (Reference: V Rocha, et al, 2000;
NEJM 342:1846)

Disadvantages of CBT versus BMT or PBSCT:

The main disadvantage of cord blood transplants is that they take at least a week longer
to "engraft”, which means repopulate the patient's blood supply so that celi counts reach
minimum acceptable levels. The ionger engraftment time is a risk because it leaves the
patient vulnerable to a fatal infection for a longer time.

+ A typical cord blood collection only contains enough stem cells to transplant a large
child or small adult. This web site has a page explaining the optimum transplant
dose. Atone time it was believed that cell dose limitations restricted the use of
cord biood transplants to children. In recent years growing numbers of adults are
also receiving cord blood transplants, either by growing the cells in a lab prior to
transplant, or by transplanting more than one cord blood unit at a time. More

information about these trials is available on the web page about Research on Cord
Blood Transplants.

The web page on Odds of Use reviews the probability that an individual in the United
States will have a stem cell transplant over the course of a lifetime.

5. Your Heritage and Cord Blood

« A successful transplant requires that the patient and the donor have matching HLA
types.

+ HLA types are inherited, half from your mother and half from your father. The
probability that two siblings will have a perfect 6/6 match desired for a bone marrow
transplant is 25%, whereas the probability that they will have the 4/6 match
required for a cord blood transplant is 39%.

+ Given that HLA types are inherited, you certainly expect that your relatives will
match you more closely than a stranger.

+ Infact, HLA typing tends to run in ethnic groups, so that patients are more likely
(but not guaranteed!) to find a match among donors of the same ethnic
background.

« Africans have more genetic diversity than any other ethnic group. The NMDP
estimates that even if the number of African-Americans in the United States who
registered as adult donors were doubled or tripled, they still could not match all the
African-American patients.

» Anocther group which is not well represented in the registry of adult donors is multi-
racial Americans, most of whom are not yet adults.

Cord blood holds hope for all patients with hard-to-match HLA types, because cord
. blood transplants only require a 4/6 match, not a perfect match.

http://parentsguidecordblood.org/content/usa/medical/medmotiv.shtmi?navid=34 #universalbank
Last modified: o6.January 2011 Copyright 2000 - 2011 Frances Verter
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YFamilyCord  300-490-CORD ee

a Catlifornia Cryobank Compuany To spoak with a Cord Biood Educator

Cord Blood Stem Calis Cord Blood Stem Cells Overview

Why Bank Cord Blood

Treatable Disease List Stem cells have the power to save lives ' b
Cord Blood Success Video Stem cells are the "building blocks of life” that regenerate and form

all other tissues, organs, and systems in the body. Ongoing stemn cell
Step-by-Step Overview reseasch Is increasing scientific understanding aboul how heatthy

cells develop and replace damaged cells. :
Cord Blood Costs

Freo Cord Blood:
Immediate Need Program

Personalized Tour

Cord Blood FAQS Given that cord blood stem ceils have the unique ability to develop into other cell types, these stem cells hold
the potential for treating some of the most common diseases. nifially, cord blood stem cells were primarily
Glossary used to treat blood cancers, but research scientists are now exploring treatments for a wide variety of

diseases including cerebral palsy, diabetes, heart disease, stroke, and spinal cord injury.

Umbilical cord biood offers a perfectly natural, controversy-free method of acquiring stem cells. Uniil recently,
the umbilical cord and its stern cells were discarded as medical waste. Today, doctors worldwide recognize

that cord blood stem cells can aid in the treatment of numerous diseases by helping to generate heatthy new
calls and tissue.

The value and benefits of stem cells found
in cord blood are clear; storing cord blood
ensures that should that need ever arise,
you will have a source of stem cells that is :
an exact genetic match to your baby, with 3

no risk of rejection. Mysiold claen cell Lymptiid stam col

fled bloot

P L el B R B lymphocyta Nawtol
e Dt T lymphucyle  kilar coll
Lo 4 e
LS e .
Plalalats ¥rhite blood coils

There Is also the strong possibility that the stem cells will be a match for siblings. Clinical studies

demonstrate that stem cells ransplants are moe successfid when the stem cells come from a family
mermber rather than from a non-related donor.

Private storing your cord blood means it will be available when you and your family need it, allowing
treatment to begin almost immediately without losing valuable time searching for a matching donor.

Cord blood stem cells are not only valuable now, bul they are also considered one of the most promising
medical treatments of the future. Published research siudies estimate 1 in 217 children will have a medical
condition that may be treated with stem cells during their lifetime,

For additional information on cord blood banking, please contact a cord blood educator online or at
800-480-CORD (2673)
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Cord Blood Cost: Pricing and Discounts Page 2 of 3

Step 1 of 3-
. Select Storage Package {Renewal storage packages avellabla at the then current rate)
Se

_Years of Storage | Annual Storage Cost . Total Storage Cost

: 1 .- $125 E 3125
3 3125 5375
5 $115 $575

,';:.,One Time Fees .. -

) l Enrullmenl Fee (Collecllon kit pmwded free upon enrollment) $150

: meesslonal Medical Courier Fee $150
: @ Procassing Feo (Includes FDA & AABE remmmendad teshng) ﬂ $1,550

T Description
Singie Baby

M.rnary ) Requtr&d) $400

Student (ID Required) $400

Healthcnra Provider (ID Required) $500

Twlns {Total $1000, $500 aach chlld) l $500

g Trlple%s (Total $1B00, $600 each child) $600
L Repeat Cord Blood Client i $600

v ........... PP e . ir e s -
(‘ 2 Pmmntion Code (e g uozosm)rr i

; T Discounts and promo’uons may nat be cornbinecl mth any olher offer they w&ll be applled at the hme of pmuessmg

Total Fees L e

GitCard(s)

i Card number(s)
“if FamilyCord cannot store the cord blood for any reason, client will only pay the §i50enroliment,
Select PaymontOption

i Select One Optmn i Payment Details

i $150 due at enroliment,
T Payment in Full e Remaining balance of $2,275 will be charged on credit card when cord blood is

£

recelved and processed, Credil card will be charged uniless check has been

‘. 5150 is due at enroliment

. o $200 is due when cord blood is received and processed (Initial Payment)
o Remammg halance paid monmly and |ncludes a 55 per monlh admamslratwe fea

- 12—Month Paymant Plan oo 12‘M°“th Plan /5 Year Package e e
’ (avmlable for all slorage) 5194.09 per month for the remalnlug 11 months

s A A e e RAAAA S R T AT T IR T A A SR 1 A1 0 4T P e T N V)



-ay193 0 sadda o

5¢ [jam SE 'sT[37 WiazsAs aunLIWL PUE poajq oiul
w028 uEd poojq PI03 U1 STj77 was ] vossad
JNPE Jo PG ¥ WOl PINTEIGE S0 WAl du 10
£32 pozynURg  ut S0 W2 JUOAIqUIA 341 ieq
Wwolp 10RPp UE Y] U5 wIAs JO SIUMOS

431 e vruave(d PUE PI03 TESTIGUIN AT,
£S][90 Wals Peo[q pI02 aIe TeyM

#Fom poorg pam o pooqyps) 1 pusds2 pnes
gngm susudopasp Knjod to quioasas poypai o
sarfjoun jostsyys gryqnd puv dpuo? o1 51 poojg
LoDy O S S TUAD A2 fo uoissius puass G L
“suando #Bni015 poojq puos pup gaivasa
[P pocyq paos moqp uoivuLaful usLin pup
2D4nD I spuaing 330Mps 03 51 POy Pr)
o1 3pine) syuaang atgp Jo worssruu Komusnad g1

viuzor)d ays puUE pros pEapqun

UL aanessualal 10 U

oomue|dsuen

/3 was se yans ‘saidesong [Edrpaw uf st KA
103 usz01y ] ABUS YILy# S[{2I WIS SUTEINOI POOq
IO “ISEM [E3{PILD TE PIRTESID STM YUIGINSE

s Apuazas mun dp) “utoq 51 4qeq e xaye

U1 WOL UMEsp

11 poo[q 50} Pasn st POO[q PIO?, Wi 3G,

£, PO0OIG PO,

2661735 - 7661 '6 20

» STTEUM

AL NPURITA S
J© AzoTmem U] pejearpep 31

poolg pae 01 8pMmO S

Juared ouy,

ponyg pios § ppg sitod Seryuvy agf sustidu oy
pagp saprace 2 qapuag anod yso aspad
pnly (pier .:m-eu‘a"ab&. i suarpsanh Qume
LA OF ey Sautly asagy fo spuaastnibas pusi
BN DT SSAPRI B PIIINT 51 MRG0 TGL
-Suryung posiq paor Hoyy usizpnes0fii 3013324 6
spuaand puvpadya Suianba sauy passed savy §7)

2013 11 SIS KUPLY S2TUL]S U MARA 10 1IH2L
Anuenf s ppg) 41341 Jpg pries s poopy
PAGT s1gy yuvy 6 Mz.:aa@: .ﬂ_.u_ “FAUI] J2S O} aamod

2] NG jr0D JU3 pleritlis M.A._u:?\ g POy 3G [

TG jo LI0mIUN 1] FUOUIL +IIULIT Aq
PITEUOR 22m 2MYI0Eq SEYE J0J 51IAY3 JAGERD 1Y ]

‘wenr=1upRin 4910 10 G0N Jo Jusnpsndap 5035 enpvad ponpa
anod fo rrasppy pup auva gz Snnsd snpsss o sof pasi ay w3 ande sy )

Sro-poojgpresapindsivaindgojut
SLR07 (1N Jqpaeniy

"y B0y O11¢T
dz0-poorgprogopinysiuared
A UOTIRULIOIUL 910

puij ] ued sI8YM

.uzzuz_uu_u ¥E]1 AT UGISsiu caﬁnu:—.u 1IN0 9%
suoneuop mmod pue Liueya 1yosd-vou (£)(2H0S
© 51 wonrpunog A auared uepades i
AJ50]2 WI0M OYA SIOIEINPA PUL SISINU ST ||3M 31
“SUINS PUE oL Jusunuaud sapn|uL purd angy
‘UOTIEPUNO, POo]g PIa7) 01 IPME) Sjuaatg [ 0
Uty AostApY JEIIPALY PUE IGULEIG P 4q
pomatass sem 13jduted sup ul vowruouL I ],
“soneazasad (133 11315 poojq paon jo
der a1 w0 saysigod pue S2IPRIS oM 15UUAnS '
snpd ‘193uEd 01 PLYI £ 1SO] (i|m S0 T 5paq 0
‘(I d IR SA0URLY TIPUNA] STCY suondo Bunjuey
PO0{q P103 1NGQE UCHFUHLGIUL [BIIPANI FJRMIL
1P ssuased paptacsd SEU Ssgam IR0 ‘BRAT 3G
“P{uTq poo|q [uos (weawd FE umoLn] ose) Ajny put
1qnd 1p0q o SISEQEITP SURILIEL Y3Mjm SRS
paln 3 w1 veyrzuedio A[Uc My T A

Juonepunoy
poord p1o) 03 8piny
s,Juared ayj st 1eyM



Apuuey mok pue
uod 10y wifu 5733 221043 yargm mouy 1o Alugy
‘SALIL | 10) SRt 1991102 2Fus ou st a3y

IIUIRLIAE AREIU 1104 UOISIT]) ISARIELM PUE Ay NOA
S0y 1949181 A “euEIL0 AR 21 159 oym
LIAIOUE 01 Fyeyreat Ajue vt quzq dynd e o1 Aeuop
03 301017 24 ] 1500 341 Loy e Jeyl Ajmuey dut 01
uade Ajperisn s1 Ajiweg Y1 304 POOY L3 24k 01
00D 3 | "YW I3 PRRIENSID Y Pooly peo3 3yl
13 pue Surrou op 01 231042 Fu3 ey SAEMEE 0L
£ PO0[q PI02 5 PIY2 Aur Jis] afe10ls
a1 10j @aey [ OP S8210YD 1B\

-vouesrdde ue 1n0 [y ro100p

sJuoned ;1 2ma| 01 pau fua ned gienb ol 1spic

up sunaford pqriuEyd 283U JO SIS 10) HSQIM MO

MHUH—U “weidosd un_—uo.ﬁ muuuﬂ.mn_u B SISO Yorum MEL T

wt afesors poojg pro3 way 2t 01 Qi3 oq At

004 ustp TaqLuAW AUy E TR 03 papeou oq iy
Poojq paon §.Aqeq mad JeI0 IURLD B $1 203G J]

¢Poolq PIOS Ylim pajes1y
aq ued yoiym a5essip e sey
Apare; Aur ut suoswos asoddng

H10°POOIgPIOHSPINL)SIUSIE MMM

-rampp 0 urjd nad arsym [eardsoy i 18
spusurasmba eads Aue AU 3 51 Y9947 pur urexn
ATIAT[IP MOA YILm UOISTIIP INOA SSTIOSIP 0 NS 39
Upreasd yueq a1 ysuw op 1od JT qE] 3y A POTEG I
digs 03 o1y 110 FUOTIMIIT SIPRIUT YLl Tertdsay
241 01 ek L SEY 03 31y LONIDY[O ¥ UFIQO uRd
nod qeq oy :AtEp ([ 004 arsym 10 3y nod
arouym 1anPws oy “Buppueq poolq proa (A1ead s
Moy osfe) Arey 10] QL3I Are SIIROW 150W
‘suonEondisos [EHpIL A Jo 5368 up Jdancy

¢ueq Arueg e ul poolq
p1o0 aa1esald o1 oqIdIa 51 oYM

-Bursaaros Aroasn] qIEY ¢ 552 f
pue ‘Aaueudad
3o JsauIE purg) 3 2s073q sy T
{2915 aM N0 UO 35T
Y1 93%) SUOTRUOP UL [Teur 1T 10 AP
it ys 2uaym [eandsoy oyl 18 SUOQEUOD
srdsooe rague yaym yueq Jfqnd B 1owue]) |
ISTIRL IO 3]
“queq peoq piod aqnd v 01 37BUOP 01 I9pI0 U]
¢queq arqnd & 01 pooiq
pi0o aeuop 01 a[qLdI[3 ST OYM

NT4N ] u—-—Dnﬂﬂn—D uﬂm um,qu“m .—N.:..GEH uE Dwud. m—. U.HU-F
“Aporeausd poojq pros auols pue ssazoxd o1 00OTS
P Q00T § Usameq stuared <8y syueg Apwey
-3suramsut yiesy sauaned a1 o1 pallreys
are yuedsurn sy jo sisoa 2y [, wejdsues) e 20
PSEIfRI $1 UORDI[[0I POO[Q PIOT ¥ UIYM 000'8TS
33e1aaz uo 2faeya Loy pue *nwerd Juswuisaod
way peddns aazoar spueg Jqqnd Anog peojq piod
Fumeuop 103 nuared s8reg 100 op Hyuey HgRg

¢poorq p1oo funjueq
JO S1S00 931 eTe JeYp

(Funqus & Ajjenddy) souop
a1 woly jugdsuell v 2413331 03 YNEW yinous
3507 B 51 M ANE[ B A PISU 3 P[RO3 1L 30
ifeq Juuop L Ay Papesu 9q Appawos Jydis Podld
P1o3 Y] HTpE uT S Py 32 [Run pooid PIud Ay
30 Apozsnd aaey s1uesed Iy |, PIPTAU SLILJLIAE] I
aaaua Aewa A[iue) 2y J243 08 Soucp A Jo AnUIpL
T 01 Uy B ik POULY P07 21018 SYUEQ A ]
-sayey Apurey wnod g 3sm 1oy poojq A
24211190 e 104 1ERY) Furiend ou sazy nod 3y
3] & 3aes AP uoIEUOp Mok JuEq yynd 2 03
poo|q pro3 5p(iy2 10k 3atd nod 3p “ppardsip 10
yseasa 50 pasn e pue a8er01s uirm-uog o)
Appenb 01 |eius 001 e syweq dyqnd £q pearadas
SUOLIEUOP Y41 JEY 134() "SnouAuoue suiplal
J0uop 3y pue SAA) mssy a1t Aq Ansid e u patsy
1 poojy ay ] ‘stusned wepdsuen Ag asn Enuaod
304 pogq P103 PIITUGH 21005 SAWEQ NI

s{usq Ajubey 7

V.JC.EH— Um—L:n— T
Ip|uBY POOly piea jo s2dAl ome WAL
£ PO PIOD BI01S
syueq jo sedAl 1eUms

Apreaid ssearzuy pjno2 21 Teuosrad ja sppo At
usp “suraTpRt aneszusdau 105 prsn Apaumno
51 pOOjq Prod j1 \amury Iyl uf "z ut 1 Ve Sppo
oy o/ 2% Aq sEasaym ‘GOLT W1 [ INOGE 2E OF

e arnjaq s was Funuroj-poolq yo uejdsren
3o 3dA3 Aue 22y [[1m uossad & 1e) SPPC Ayl
quzsad 1y J0uop Sunyneuws € uroy siuejdsuen pue
599 umo suaned 343 Pm stuedsuen uzamzg
A[uans Anaxd aryds ase synpe Suoure spovdsue],
-quaned 2y1 lou ‘vosiad IFYIOUE Wox wod
s{j23 941 1y aainbar ‘saseasip mauad [z pue
sxzoue) 1sow Surpnpoul ‘sjuejdsurs [[33 was
345372 VAP YITYMm 10J SISESIP P J0 SO

{POoIq PICD UMO
2Yy/sy asn pyo Aw ue)

“POOY Pue? Wma SPI0Y2 2
Suisn paronpuos Furaq e saayeyq | PAA] puE
As[eq [rrqaaary 20} SR (eI ApudumTy ‘g Ut
1) suondo ENpow 210w dsey Aew deiols v
Poviq ﬂuhOO UMM 1131 IABY oYM CQH.T_HLU ..—Q:va E
woly 2s0q1 10U 'S99 wals who gaused s armba
sovdriay1 asay3 'TE] 0F NIPIL 3AUEISUIIA PIATEI
ypasst aredas o1 Apoq sy djay s(pa2 W a3ym
sadesays mou Fuidezasp st yuesss [BAPIRY

;91ning ayi ut pasn aq s[[ao
wae]s poo[q p1oo Avw Moy

JOUOR MOLELL SUOK| J[PE UE oy
s(e2 s 1ustred sy1 o1 A[Psopd ve payaTeIL 3y 03 3aTy
J0U Op 5[[32 POSjq PIod 33N *FFEIIFY pAXIW 1O
Auou jo siuszed o2 rydiay L1 are suoneuop
peary pro)) siuzued Asoumur f2rew oym siouop
MmOsIel QEQA.—.:.—Q Hm.ﬂ.ﬁhﬂ_.—m L] Eg ‘ﬂ.—hOb) ur.—u ur
U.—UEEN ED.._W PoqQ)q pucd Ja AMOLTELL JUOY I3 JO
s1ouop yhm viuaned gr) Suynew o1 pArespIp s
{iomourzmma) weaBg 10U} MOLT|Y [PIOTEN
| wouop jo saustdu dynd yareas sy werneiyd
131 pue dpurey ume nay o souop Jupyran e
anzty 10U Op 3133 wats Furunoy-pooyy Jo nrejdsuen
€ pavu oym stusned 30 1waad Auaasg SIEp (L
san0 31m3 0} poojq prod Futamios re sjusned ueyd
-suen 1jo2 w1 3o muzared Buwoid e Arpoy,

iABPO] Pesn S[[90 Wals
PooIq piod are moH

“S9pEIP 0] IQEW UTEILIAI S[[32 L3NS
‘uazoy; u() uszoy AEarusBodsn pue passwread
oTE S[[33 3L AIOYRIOQE] Y1 Iy AL 10 K200 ploue
u; A10aez0q2] ® 03 paddnys 2q 01 paa]q Ay a0y Jwy
uangyns Surpuord amyeradwel woor se sdep 30
u__m.n:uu ) uOtu J[gELA UTELRI ﬂOO.—ﬂ ?OU ut S[|37 WS
3y 1,303 puE padurepd st ProI N[ PUE PP
51 AQEQ FY) JAYE PIOI TEINIGUUN I WL UMEID
s1 pooyg AqEq 241 10 IIYIOW I Fey 01 wred
10 ULIEY 25TEI 10U SI0P LOGIA[O POO[] PI07}

(PofUE] PUE PaIoafed
poolq P10 st MOH




ALV KEVISEs upLIuLL O Word 51004 panxking Fage 1 oI 4

y'a

Wil | Findan Ob-Gyn | ContactUs | AboutUsz | ACOG Home |

Search public website

e

Search Help

| Advocacy | Education | Information | Maetings | Membership | Practice Management | Publications | Women's lasues |

| ACOG Mamber Login |

r -,

QUICK LINKS
ACOG NEWS RELEASE e ® ACOG Departments
P ‘%.‘ ® ACOG Districts
For Release: February 1, 2008 { ; = ACOG Sections
Contact: ACOG Office of Communications t 3 . f;:';g,:euows
(202) 484-3321 St ® Medical Students
communications@acog.org

= Meetings Calendar

® Membership Applications
ACOG Revises Opinion on Cord Blood Banking
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Washington, DC -- Physicians should give balanced information {0 their pregnant patients who ® Online Discussion
are considering cord blood banking, presenting both the advantages and disadvantages of ® Postgraduate Courses
public vs. private cord blood banks, according to The American College of Obstetricians and ® Renew Membership
Gynecologists (ACOG) in a revised Committee Opinion published today in the February issue of » Residents Information
Obstetrics & Gynecology. ACOG also advises physicians who recruit patients for for-profit cord

blood banking to disclose their financial interests or other potential conflicts of interest to (
pregnant women and their families.

A

ACOG BOOKSTORE

Order
educational ﬂﬁ‘
materialg &

Blood from a newborn's umbilical cord, once considered a waste product that was routinely online. It's

discarded along with the placenta, is now considered to contain potentially life-saving stem cells. fast, easy and secure.
Private banks were initially developed to store cord blocd stem cells from newborns, for a fee, gh:(;';é‘;tn‘;”{hmf’“thw ‘
for potential future use by the same child or a family member if he/she developed disease later b @ newan

L revised items,

in life. Today, there are public banks that store, for free, stem cells that can be used by anyone ’

needing them similar to how public blood banks work. Db-Gyn Buyer's Guide
I
"Patients need to be aware that the chances are remole that the stem cells from their baby's E]
banked cord bloed will be used to treat that same child—or another family member—in the AnOSAnLOal Glinicot Mesting
future," said Anthony R. Gregg, MD, chair of ACOG's Committee on Genetics. ACOG's

Committee Opinion is a joint document produced by the Committee on Obstetric Practice and
the Committee on Genetics,

Although ACOG takes no position for or against cord blood banking, it recormnmends that
physicians disclose that there is no reliable estimate of a child's likelihood of actually using his or
her own saved cord blood later. Some experts estimate this likelihood at 1 in 2,700, while others
argue the rate is even lower. Physicians should also disclose to their patients that it is unknown
how long cord blood can successfully be stored,

Pregnant women should be aware that stem cells from cord blood cannot currently be used to
treat inborn errors of metabolism or other genetic diseases in the same individual from which
they were collected because the cord blood would have the same genetic mutation. "Cord blood
coliected from a newborn that later develops childhood leukemia cannot be used to treat that
leukemia for much the same reason,” said Dr. Gregg.

Federal legislation was passed in 2005 that provides funding for continued growth of a natienal
cord blood registry in the US, Several states have laws requiring physicians to inform patients
about cord blood banking options. Physicians should consult with their state medical association
for more information about their individual state laws.

Commitiee Opinion #399, "Umbilical Cord Bloed Banking," is published in the February 2008
issue of Obslelrics & Gynecology.

REH

SB &k15 # 2

http://www.acog.org/from_home/publications/press_releases/nr02-01-08-2.cfm 1/25/2011
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This decumant raflects
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" date issued and is subject -

to change. The informa-

tion should not be con-

strited as -dictating . an
axclusive coursa of-trept:

mant or procedure to be
follawed, o

Umbilical Cord Blood Banking

Number399 ¢ February 2008 ' (Replaces No. 183, April 1997]

ABSTRACT: Two types of banks héve amerged for the collection and sioraée of

' "umbilical cord - blood-—public bariks and private banks. Public banks promote aliogenic

Irelatad or unrélated) denation, analogous to the eurrent collection of whole blood units
in the United States. Private banks were initially developed to store stem. cells from

~ umbilical co'fd'blood for autologous use (taken from an individual for subsequent use by
the rsa"rfﬁ‘é, individual) by a child if the child develops disgase later in fife. If a patient
_requests information on umbilical cord blood banking, balanced and aceurate information
- regarding the advantages and disadvantsgas of public versus private banking should be
- provided. The remote chance of an autologous unit of umbilical cord blood being used for

achiid or a family member (approximately 1 in 2,700 individuals) shouid be disclosed. The
collection should net alter routine practice for the timing of umbilical cord clamping.
Physicians or other professionals wha recruit pregrient women and their families for for-

. profit umbilical,cord blood banking should disclose any financial interests of other poten-
.., tial confliets of interest, ' ‘

“Introduction .
-Once considered a waste product that was’

discarded with-the placenta, umbilical. cord

" blood is tiow known to contain poténtially
- life-saving hematopoletic stem cells. When

uscd in hematopoietic stem cell transplanta-

~ tion; umbilical cord blood offers several dis-

tinct advdntages over bone marrow or

* peripheral-stem- cells. Biologically, a greater
degreé of ‘human leukocyte antigen . mis- .
" match is" tolerated by the recipient and the

_‘incidenice of acute graft-versus-host reaction
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is decreased when umbilical cord blood is
(used (1,2). The predominant disadvantage of

. umbilical éord blood use is related to the low

number of stem ¢ells acquired per unit.
However, the use of combined units of

. umbilical cord blood allows for the expan-
- sion of umbilical cord blood volume (and .

increased number of stem cells) o be used
for adult hematopoictic transplants, Studies

. are currenty underway evalvating the feasi-

bility of ex vivo expansion of the units (3, 4).

Since the first successful umbhilical card blood

transplant in 1988, jt has been estimated
that more than 7,000 transplants have been
performed in children and adults for the cor-
rection of inborn crrors of metabalism,

hematopoieric malignancies, and genetic dis-
orders of the blood and immune system (5).

Two types of banks have emerged for the
collection and storage of umbilical cord
blood-—public banks and private banks. The
first public bank was established at the New
York Blood Center in 1991 and other public

. banks have since béen established in varous

regions of the country, In 1999, the National
Bone Marrow Donor Program established a
Betwork of these banks listing their units on
the Nalional Bone Marrow Donor Program
Registry and established the Center for Cord

* Blood in 2005 (6). As part of this effort, spe-

cific subcomumivtees have been established 10
address issues related to unmgbilical cord blood
banking, such as standards, quality improve-
ment, donor recruitment, collection, testing,
and processing methodology. In December

-2003, federal legislation was enacred that

provides funding for continued growth of a
national umbilical cord blood registry in the
United States through the C.W. Bill Young
Ccll Transplantation Act. Some states have
passed legislation requiring physicians 1o
inform their patients abour umbilical cord
blood banking options. Clinicians should
consult their state medical associations for
more information regarding state laws,
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Public banks promaote allogenic (related or unrelat-
ed) donation, analogous to the current collection of whole
blood units in the United States. These banks typically are
agsociated with a local network of abstetric hospitals that
send their units of blood to a central processing facilicy. A
minority of public banks will accept units from any pro-
vider through shipment by an overnight express courier
(7). Units of umbilical cord blood collected for public
banks must meet rigorous standards of danor screening
and infectious disease testing as outlined by the U.S. Food
and Drug Administration. Initial human leukoeyte anti-
gen typing of these units allows the to be cntered into
computerized vegistries so that when the necd arises, a
specific unit can be rapidly located for a patient,

Private banks were initially developed te store stem
cells from umbilical cord blood for autologous use (taken

from an individual for subsequent use by the same indi-

vidual) by a child if the child develops disease later in life.
Therce is a cost associated with the initial specimen pro-
cessing and an annual storage fee for for-profit umbilical

“¢ord bleod banks (8).

The utility of long-term storage of autologous
umbilical cord blood has been questioned. There is no
accurate estimate of an individual’s likelihood of using an
autologous unit of umbilical cord blood. One estimate is

. dpproximately 1 in 2,700 individuals, whereas others

argue that the rate would be even lower (9). Stem cells
obtained from banked umbilical cord blood cannot cur-

_renty be used to treat inborn crrors of metabolism or

other genetic discases in the sume individua) from whom

. they were collected beezuse the genetic mutation would

already be present in the stem cells, Autologous umbilical
cord blood is not used ag a source of stern cells 10 treat
childhood leukernia becanse chromosomal trinslocations
in feral blood have been detected in some children whe
ultimately develop leukemia (10, 11), In addition, the use
of autologous stem cells would negate the beneficial graft-
versus-Jeukemic effect that occurs with allogenic stem cell
transplants (9),

Recommendations and Conclusions

* If a patient requests information on umbilical cord
banking, balanced and aceurate information regard-
ing the advantages and disadvantages of public ver-

© us private umbilical cord blood banking should be
provided. The remote chance of an autologous unit
being used for a child or 3 family member {approxi-
mately 1 in 2,700 individuals} should be disclosed,

* Discussion may include informatjon regarding
maternal infectious disease and genelic resting, the
wltimate outcomie of use of poor quality units of

umbilical cord blood, and a disclosure that demo- . .

graphic data will be maintained on the paticn.

*+ Some states have passed legislation requiring physi-
cians 1o inform their patients about umbilica) cord
blood banking options. Clinicians shaujd consult

their state medical assodiations for more information
regarding state Jaws.

Directed donation of umbilical cord blaod should be
considered when there is a'specific diagnosis of a dis-
ease known to be treatable by hematopotetic trans-
plant for an immediate family inernber. '
Obstetric providers are not obligated to obtain con-
sent for private umbilical cord blood banking,

The collection should rot alter routne practice for
the timing of umbilical cord clamping,

Physicians or other professionals who recruit preg-
pant women and their families for for-profit wmbili-
cal cord blood banking should diselose any financial
Interests or other potential conflicts of interest,
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COI’d blood is the blood from the baby that is left in the

—— umblilical cord and placenta after birth. It contains cells called

LCord Blood ~ hematopoietic (blood-forming) stem cells that can be used to

Banking © treat some diseases. It is now possible to donate cord blood to a
v pubilic bank or store it in a private bank for future use.

This pamphlet explains

o the difference between stem cells and other cells

s how the stem cells in cord blood can be used to treat
disease

+ when stem cells cannot be used to treat disease
e how cord biood is collected and stored

What Are Stem Cells? o
It is important to know

all of the facts about
saving cord blocd for
future use before
making a decision.

Most cells can make copies only of
themselves. A skin cell can make
another skin cell, for example. Stem
cells are like blank slates. They can
mature into different kinds of cells. The
blood-forming stem cells found in cord blood make new blood

) ,
cells to replace oid ones in the body.

How Are Cord Blood Stem Cells Used?

Blood--forming stem cells in cord blood can be used to treat some types of ilinesses, such as
disorders of the blood, immune system, and metabolism. They also are used to offset the
effects that cancer treatments have on the immune system. Other uses are being studied.

Stem cells occur in places other than cord blood. They are found in blood and bone marrow
in adults and children. Using cord blood to treat disease has scme benefits over using bone
marrow. For examgple, it is harder to collect bone marrow than it is to collect cord biood.
Collecting bone marrow poses some risks and can be painful for the donor.

What Are the Limits to Stem Cell Use?

Stem cells are not a "miracle cure.” Only a few diseases can be treated with stem celis. There
also are other limitations;

+ |f a baby is born with a genetic disease, the stem cells from the cord blood cannot be
used for treatment because they will have the same genes that cause the disorder.

+ A child’'s stem cells cannot be used to treat that child's leukemia, a cancer of the blood.
However, stem cells from a healthy child can be used like any other donated organ to

1Lage 1 uL g
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treat another child’s leukemia. Careful matching of the recipient and donor are done to
make sure that the stem celis will work. urn. If symptoms recur after the treatment is
finished, see your doctor. A different treatment may be needed.

How Is Cord Blood Stored?

Cord blood is kept in one of two types of banks: public or private. They differ in important ways

that may affect your choice.
Public Cord Blocd Banks

Public cord blood banks operate
like blood banks. Cord blood is
collected for later use by anycne
who needs it. The stem cells in the
donated cord blood can be used by
any person who “matches.” The
cord blood is tracked in a database
so that a unit can be found quickly
when needed.

Public banks do not charge to
collect cord blood. The National
Marrow Donor Program
(hitp://www.marrow.org/} is a
network that has a list of public
banks. Public banks are not
available in all areas.

Donors to public banks must be
screened before birth. Screening
entails a detailed medical history of
the mother and father and their
families. The goal is to learn of any
blood or immune system disorders
or other problems. Donors also are
asked about their lifestyles. Many
people will not meet these
screening standards.

Some of the following factors rule out donating to public banks:

o Travel to certain countries
» Exposure to some vaccines
o Use of iliegal drugs

o High-risk sexual behavior

» History of cancer on either side of the family
o Mother or father being adopted

Before the mother gives birth or right after, more screening is done. The mother'’s blood is
checked for certain diseases. This is the same kind of screening that is done when you donate

blood 1o a biood bank.

Idge £ 01D
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. Private Cord Blood Banks

Private banks store cord blood for “directed donation.” The blood is held for use in treating
your baby or relatives.

Private banks most often charge a yearly fee for storage. There also will be a fee for collecting
the cord blood. Some doctors may have a financial or other conflict of interest in a private
bank. Your doctor should tell you about any conflicts.

How Is Cord Blood Collected?

Cord biood is collected by your health care pro-vider or the staff at the hospital where you give
birth. Not all hospitals offer this service. Some charge a separate fee that may or may not be
covered by insurance. Certain steps must be done in advance:

The bank must be notified far in advance (usually 6 weeks or more) of the due date.
A family medical history must be provided.

A consent form must be signed before labor begins.

Collection materials must be obtained.

If you choose a private bank, you will sign a contract and pay a fee before the baby is born.
The process used to collect cord blood is simple and painless. After the baby is born, the
umbilical cord is clamped. Blood is drawn from the cord with a needle that has a bag attached.
After the bag is sealed, the placenta is delivered. The process takes about 10 minutes.

Sometimes, not enough cord blood can be collected. This problem can occur if the baby is
premature or if there is more than one baby and they share a placenta. It also can occur for no
reason. If an emergency occurs during delivery, it may not be possible to collect cord blood,

Problems with the mother may not allow any cord blood to be collected. These problems
make it more likely for cord biood to carry an infection:

¢ Herpes or genital warts
s Infection of the placenta or amniotic fluid

Making A Decision

The decision about whether to store cord bloed needs to be made several weeks before
delivery. Whether to donate cord blood is up to you. You have three choices:

1. Donate the cord blood {6 a public bank to possibly help others.

2. Store the cord blood in a private bank in case your child or a relative has a disease that
can be treated with stem cells.

3. Do not donate cord blood.
There are some points to think about when making your choice:

o Many diseases cannot be treated with a person’s own stem cells.
¢ The chance that cord blood stem cells will be needed to treat your child or a relative is

very low—about 1 in 2,700. However, research is being done into new uses for stem
cells. Research also may uncover new ways of treating disease that do not involve
stem cells.

http://www.acog.org/publications/patient_education/bp! 72.cfm?printerFriendly=yes 1/25/2011
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e Currently, it is not known how long cord blood can successfully be stored.

If you decide to store cord blood, you will need to choose a cord blood bank. Listed are some
questions to ask yourself when deciding on a bank:

o What will happen to the cord blood if a private bank goes out of business?
» Can you afford the collection fee and yearly storage fee for a private bank?

» What are your options if results of the screening tests show you cannot donate to a
public bank?

Finally...

The stem cells in cord blood can be used to treat some diseases, but their uses are limited.
Cord blood banking makes it possible to store these cells in case they are needed in the
future. You should know all of the facts about cord blood banking before making a decision.

Your health care provider can help you decide whether cord blood banking is a good option
for you and your baby.

Glossary

Cells: The smallest units of a structure in the body; the building blocks for all parts of the
body.

Bone Marrow: The spongy tissue in bone cavities that produces new blocd cells,
Genes: DNA "blueprints” that code for specific traits, such as hair and eye color.

Immune System: The body's natural defense system against foreign substances and
invading organisms, such as bacteria that cause disease.

Metabollsm: The physical and chemical processes in the body that maintain life.
Placenta: Tissue that provides nourishment to and takes waste away from the fetus.

Umbillcal Cord: A cordlike structure containing blood vessels that connects the fetus to the
placenta.
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needs of the individual patient, resources, and limitations unique to the institution or type of practice, may be appropriate.
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means, electronic, mechanical, photocopying, recording, or otherwise, without prior written permission from the publisher.
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Testimony on SB 2215
Senate Appropriations

9:15 a.m. February 8, 2011

Mr. Chairman and members of the committee,

| am Senator Margaret Sitte from District 35 in Bismarck. The bill before you will
bring awareness to one of the most impressive medical discoveries of our time: stem
cells in umbilical cord blood. Umbilical cords have traditionally been discarded as

medical waste, but medical discoveries in the past two decades have been amazing.

The first time umbilical cord blood stem cells were used to trqat disease was in
1988. By 2000, 20 diseases were being treated. Currently, more than 85 diseases are
being treated including more than 26 types of cancer, 15 auto-immune diseases, three
neural degenerative diseases and injuries, 10 anemias and blood conditions, leukemia,
Type | diabetes and cerebral palsy.

Umbilical cord blood stem cell transplants are less prone to rejection than either
bone marrow or peripheral blood stem cells, probably because the cells have not yet

developed the features that can be recognized and attacked by the recipient's immune
system.

Also, because umbilical cord blood lacks well-developed immune cells, there is
less chance that the transplanted cells will attack the recipient's body, a problem called
graft-versus-host disease.

These readily available cells are a potent resource for transplant therapies.
Shakila Khan, M.D., wrote on the Mayo Clinic website, “Cord blood is a rich source of
stem cells, the cells from which all other cells are created. Cord blood banking is a
procedure in which cord blood is taken from a baby's umbilical cord shortly after delivery
and preserved for possible future use in a stem celt transplant. Collecting a baby's cord
blood poses few, if any, risks to either mother or baby. If the cord blood isn't collected
for preservation or research, it's simply discarded. Donating cord blood to a public cord

blood banking facility is a tremendous opportunity to help others.



Attachment 1 is a page from the United States Department of Heaith and Human
Services web page where the department discusses cord blood and advises pregnant
women to discuss all options that may be available to them with their healthcare
providers.

There are currently 18 public banks in the country. A non-profit agency that
promotes umbilical cord biood donations, The Parent's Guide to Cord Blood
Foundation, publishes the attached brochure online (Attachment 2), so North Dakota
could use this information as the basis of our state brochure. | have printed part of their
" website for you in a more readable font. (Attachment 3)

Here is part of a letter | received from the Foundation: “Newly published data
shows that the lifetime probability of needing a stem cell transplant is much higher than
previous estimates indicate. The new research says that as many as 1 in 200 people

will receive a stem cell transplant during their lifetime, based on current therapeutic
use.

| spoke to a young mother who recently donated her baby's umbilical cord blood.
She said the process was simple. She contacted a public cord bank, and they sent her
a kit, which she took with her to the hospital. The hospital staff spent just a few minutes
processing the sample according to instructions, and they put it in the postage-paid
carton, and mailed it.

Family Cord is an example of a private cord blood bank. (Attachment 4) We buy
car insurance, home insurance, and life insurance. Some people call this $2500
investment the new form of “treatment” insurance because these stem cells will most

likely be a match for all sorts of treatments for family members.

By passing this bill, North Dakota would provide a brochure for physicians to
include in the pregnancy packet each new mother receives. The cost of $11,000 is
miniscule compared to the benefits of providing this crucial information. North Dakota
would inform young women of the value of their infant's cord blood before it is discarded
and lost forever. | urge you to help inform the young women of 6ur state of a powerful
new medical tool, the stem cells in the umbilical cofd blood.



Enacted umbilical cord blood education leqislation as of 1/12/11

Arizona HB 2286

Texas HB 709

Hlinois HB 642

New York $1265-A

California SB 1555 (pages 2, 5-7)

Michigan HB 6293

Georgia SB 148

New Jersey A312

Arkansas HB2416

Massachusetts SB2039

Pennsylvania HB874
‘ Washington State HB 243

Oklahoma HB 30860

Louisiana HB861

Rhode Island SB2160A

North Carolina HB1331

Connecticut HB6678

Virginia HB85

Tennessee HB3202

Ohio HB102

Missouri has just introduced SB17

Florida recently introduced a similar bill
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Options for Umbilical Cord Blood Banking and Donation /{)’ Tt

Health Resotrces and Services Administration, U.S. Departient.of Heolth-and Humon Servites

Home > Cord_Blood Infarmation > Options for Umbilical Cord Blood Banking and Donation

Options for Umbilical Cord Blood Banking and Donation

Blood from the umbilical cord and placenta is unique because it contains a relatively large number of blood-forming
cells. These cells may be potentially life-saving for someone who has a disease such as leukemia or lymphoma or
certain inherited metabolic or immune system disorders. A cord blood transplant, like a bone marrow transplant
(also called a BMT), replaces a patient's diseased cells with healthy cells.

The umbilical cord is routinely discarded after the baby is born — unless the parents choose otherwise. Today,
expectant parents may choose to have the blood remaining in the umbilical cord and placenta collected and:

» Donated to a public cord blood bank. Cord blood donated to a public cord blood bank is available to
patients who need a transplant. The donation process is free to the parents donating the umbilical cord
blood. Today, however, only certain hospitals are able to collect umbilical cord blood for storage in public
cord blaod banks, Learn about Donating Urmbilical Cord Blood.

e Stored in a family (private) cord blood bank. Cord biood stored in a family cord blood bank is saved for
that family. Family cord blood banks are available throughout the country for anyone who chooses to pay
for the collection and storage of the umbilical cord blood. If you are considering family banking, contact a
family cord blood bank as soon as possible.

» Saved for a sibling who has a medical need. When a biological sibling has a disease that may be treated
with a bone marrow or cord blood transplant, parents can choose to save their baby's cord blood for
directed donation. Collecting and storing cord blood for directed donation is offered at little or no cost. To
learn more, contact a public or family cord blood bank, or the Related Donor Cord Blood Program. 2

o Used for research studies by a laboratory or technology company. These studies help improve the
transplant process for future patients or may lead to new therapies using cord blood. (This cord blood is not
stored for transplant.) The collection process for research is free. Talk with your doctor to determine if this
option is available to you.

If you are an expectant parent, talk with your health care provider about the options that may be available to you.
By making an informed decision, you can take steps to have the umbilical cord blood collected and possibly give
someone another chance at life.

Last Updated: December 1, 2010

This Is an official U.S. Government Web site managed by the
Health Resources and Services Administration, U.S. Department of Health & Human Services.

http://bloodcell.transplant.hrsa.gov/CORD/Options/index html 2/7/2011
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1. Why bank cord blood? '

Birth is a one-time opportunity to help society by donating your child's cord blood to a
public bank. Cord blood contains stem cells that can save lives. Patients requiring a
stem cell transplant will receive cells from one of three sources: bone marrow,
circulating blood, or umbilical cord blood. The first two exist in all healthy adults, but
cord blood can only be harvested and stored at birth. The section on cord blood
transplants explains that it is easier to match transplant patients with cord blood than
with the two sources of adult blood. Hence, establishing public banks of cord blood
from donors with diverse tissue types can save many lives.

Birth is also a one-time opportunity to help your own family by saving your child's cord
biood. Transplant patients recover better when they receive stem cells from a related
donor, instead of an unrelated donor. In the future, if there are regenerative medicine
advances which can repair the body with the patient's own stem cells, then children
whose parents saved their cord blood will have better access to those treatments.

There is virtually no reason not to save your child's cord blood. The only cautionary

remarks which can be made about cord blood banking is that the cord should not be
clamped too soon after birth.

2. Why doesn't everybody bank cord blood?

Because it costs money. Whereas a bone marrow registry is based upon a computer
data base of potential donors, a cord blood bank is based upon a laboratory where staft
process the cord blood, freeze it in liquid nitrogen, and monitor the freezers.

Only a limited number of institutions have the funding to maintain public banks which
take donations for free. This web site has a page which explains the types of cord

blood banks, and another which tells you how to find a public bank in the US to accept
your donation.

For most parents, cord blood donation is not an option because the number of locations
served by public banks is very limited. In that case, parents have to decide if they want

to and can afford to pay a private bank to process the cord blood and preserve it for the
family.

Fortunately, there are financial assistance programs to help families which have a case
of medical need, where a family member is at risk of needing a stem cell transplant.

3. Cord Blood Transplants (CBT)
Advantages of Cord Blood Transplants versus
Bone Marrow Transplants (BMT) or Peripheral Blood Stem Cells (PBSC)

« Harvesting umbilical cord blood poses no risk to mother or child, whereas a bone
marrow donor must undergo a surgical procedure.

+ Stored cord blood is ready for use as soon as it is needed, whereas the process of
contacting and testing donors listed in a registry takes weeks to months.
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« For transplants, the primary advantage of cord blood stem celis over stem cells
\ § from adults is that they cause much less graft versus host disease (GvHD). In
/ order to safely transplant adult stem cells, the patient and donor must match over at
least 10 of 12 tissue types called Human Leukocyte Antigens (HLA), or 83% HLA
match. By comparison, medical outcomes are just as good with cord blood that
has a 4 out of 6 or 67% HLA match. (Reference: V Rocha, et al, 2000,
NEJM 342:1846)
Disadvantages of CBT versus BMT or PBSCT:
The main disadvantage of cord blood transplants is that they take at least a week longer
to "engraft", which means repopulate the patient's blood supply so that cell counts reach
minimum acceptable levels. The longer engraftment time is a risk because it leaves the
patient vulnerable to a fatal infection for a longer time.

« A typical cord blood collection only contains enough stem celis to transplant a large
child or small adult. This web site has a page explaining the optimum transplant
dose. At one time it was believed that cell dose limitations restricted the use of
cord blood transplants to children. In recent years growing numbers of adults are
also receiving cord blood transplants, either by growing the cells in a lab prior to
transplant, or by transplanting more than one cord blood unit at a time. More

information about these trials is available on the web page about Research on Cord
Blood Transplants.

The web page on Odds of Use reviews the probability that an individual in the United
States will have a stem cell transplant over the course of a lifetime.

5. Your Heritage and Cord Blood

« A successful transplant requires that the patient and the donor have matching HLA
types.

« HLA types are inherited, half from your mother and half from your father. The
probability that two siblings will have a perfect 6/6 match desired for a bone marrow
transplant is 25%, whereas the probability that they will have the 4/6 match
required for a cord blood transplant is 39%.

. Given that HLA types are inherited, you certainly expect that your relatives will
match you more closely than a stranger. '

« In fact, HLA typing tends to run in ethnic groups, so that patients are more likely
(but not guaranteed!) to find a match among donors of the same ethnic
background.

« Africans have more genetic diversity than any other ethnic group. The NMDP
estimates that even if the number of African-Americans in the United States who
registered as adult donors were doubled or tripled, they still could not match all the
African-American patients.

« Another group which is not well represented in the registry of adult donors is multi-
racial Americans, most of whom are not yet adults.

Cord blood holds hope for all patients with hard-to-match HLA types, because cord
blood transplants only require a 4/6 match, not a perfect match.

http://parentsguidecordblood.org/content/usa/medical/medmotiv.shtml?navid=34#universalbank
Last modified: o6.January 2012 Copyright 2000 - 2011 Frances Verter
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a California Cryobank Company To speak with a Cord Blood Educator

Cord Blood Stam Celis Cord Blood Stem Ceils Overview

Why Bank Cord Blood

Treatable Disease List Stem cells have the power to save lives ' h
Cord Blooti Success Video Slem cells are the "building blocks of life” thal regenerate and form
all other tissues, organs, and systems in the body. Ongoing stem cell

Stap-by-Step Overview research is increasing scientific understanding aboul how healthy
cells develop and replace damaged cells.
Cord Blood Cosis

Free Gord Blood:
Immerilate Need Program

Parsonalized Tour

Card Blood FAQs Given {hat cord blood siem cells have the unique ability to develop into other cell types, these stem cells hold

the potential for treafing some of the most common diseases. Iniially, cord blood stem cells were primarily
Glossary used to treat blood cancers, but research scienfists are now exploring treatments for a wide variety of
diseases Including cerebral palsy, diabetes, hearl disease, stroke, and spinal cord injury.

Umbilical cord blood offers a perfectly natural, controversy-free method of acquiring stem ceils. Until recently,
the umbltical cord and s stem celis were discarded as medical waste. Today, doctors worldwide recognize

that cord blood stem cells can aid in the treatment of numerous diseases by helping to generate healthy new
cells and lissue,

The value and benefits of stem cells found
in cord blood are clear; storing cord blood
ensures that should that need ever arise,
you will have a source of stem cells that is

K et e ) an exact genetic match to your baby, with
nio risk of rejection.

T lymphocyle  kiler cell

Hoturoi |
|

Wihite blood cstin

-

There is also the strong pessibility that the stem cells will be a malch for siblings. Clinical studies

demonstrate that stem cells transplants are more successful when the stem cells come from a famity
member rather than from a nonrelated donor.

Private storing your cord blood means It will be available when you and your famity need it, allowing
treatment to begin almost immediately without losing valuable time searching for a matching donor.

Cord blood stem cells are nol only valuable now, but they are also considered one of the most promising
medical frealments of the futlure. Published research studies estimate 1 in 217 children will have a medical
condition that may be treated with stem cells during thelr lifetime,

For additional information on cord blood banking, pleage contact a cord blood educator online or at
B800-480-CORD {2673)

-y
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Cord Blood Cost: Pricing and Discounts Page 2 of 3
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Step 1 of 3-

Seloct Stornge Package (Renewal storage packages a avanable at the then current rate,)

“SelectOne | . _YearsofStorage 1 “Annual Storage Cost __

i

i Total Storage Cost
1 : $125 $125

$575
$1 DOD
51 800

) T est
! ‘ $150
- v oo bt i s - - .

{ Profess:onal Madical Courler Fee ' $1 50

& i Pmcessmg Fae (Includes FDA & AABB recommendeu leslmg) $1 550

Discounts & Promotions e e
" SelectOne_ | __Description .

T Discount
; @ : Sinple Baby $0

Military {ID Regquired) ! $400

e: o Student (ID Required) * $400
I Healthcare Provider (ID Required) $500

Twlns (Total $1000, $500 each child) } $500

Triplets (Total $1800, $800 each child) $600

RO RN D
]
i
i

Repeat Cond Blood Client | $600

C'- ‘l Promntmn Code {eg. nuzosm)*r

1' Dlsoounts and pmmotions may nut be oombmed with any other nﬁer they \mll be applued al the nme of pmcessmg

Total Foes L s

Giit Cardi(s)

i Card number(s)

“if EamilyCord cannot siore the cord biood for any reason, ciient will only pay the $150 enrollment T

Belect Paymant Option_
i Select One ;

e s

Option ] Payment Details

: |
1

‘;_- 5150 due at enrofiment,

Payment in Full » ~Remaining balance of $2,275 will be charged on credit card when cord blood Is
received and proceased, Credit card will be charged unless check has been
received prior to prnoesslng

‘
'

S

$150 is due at erroliment

[ 3
» $200 is due when cord blood is received and processed {initial Payment)
_ jf_ _ Remaining balance paid monthly and includes a $5 per month admini

k ’) ' “ | 12-Menth Payment Plan ¢ e 12-Month Plan / 5 Year Package
s . - (avallable for all storage)

tratlve fee

$194.09 per month for the remalning 11 months

“.-.__...‘..,.,.A_,,,_. are rp—— [RETTP— .«,

L IOPSUURINY T SN-) B, A et e A D OOTIT— OO LD O AT TATZ  TTRT— AT A 1 2o KT AL AL 1T 1/20M1
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Entrusted to operate the C.W. Bill Young Celi Transplantetion Program,
Including Be The Match Registry®

DONOR
“ROGRAM®
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The Honorable Margaret Sitte
North Dakota Staic Scnate
808 Avenue C Wes!
Bismarck, NI 58501-2400

The Honorable Lois Delmore

North Dakota House of Representatives
808 Avenue C West

Bismarck, NI 58501-2400

lebruary 2, 2011
Re: Educeting expectant mothers about umbilical cord bloed banking (SB 2215}
Dear Senator Sitte:

On behalf of the National Marrow Denor Program (NMDP), | am contacting you today
regarding your legislation, $B 2215, which would require health care professionals 1o and
the state Department of Health (via a pamphlet) to educate expectant mothers about
umbilical cord blood donations.

The National Marrow Donor Program is a leader in the field of unrelated marrow and
umbilical cord blood transplantation, dedicated to creating an opportunity for all patients lo
receive the transplant therapy they need, when they need it. Since 1987, the National
Marrow Donor Program has facilitated more than 40,000 transplants.

Your proposed bill would require health care professionals to educate expectant mothers
about their umbilical cord blood banking options. We applaud your efforts to raise that
awarcness. Howgever, we are concerned that as drafted, this legislation creates a demand
among North Dakota mothers to publically donate their cord blood that can not be met by
current resources. Presently, there are no hospitals in your state where mothers can donate
their baby’s cord blood unit; therefore, most North Dakota mothers who would receive this
information would not be able to donate their baby's cord biood unit publically, and instead
would cither have to bank privately at a fee, or not donate at all.

Many states are currently passing legislation that mandates public awareness campaigns
and/or development of educational materials for cxpectlant mothers/parents about cord
blood banking. While these lews result in providing valuable information to the public,
many sates do not also provide the means for expectant mothers to donate cord blood. Asa
resull, these educational efforts can create a demand that cannot be met in most local arcas.
Additional financial resources are needed to increase opportunitics for donation, collection
and storage of cord blood units. States can help expand the inventory through building

Legislative Relations: 400 Seventh St. N.W., Suite 206, Washingion, D.C. 200G4
Phone: {(202) 63B-0656 + Fax: (202) 638-0641 - cmail: legislation@nmdp.org + marrow.org/legislation

The Nationat Marcw Sonet Progrm® 15 an Afirmaove Action/Equal Opportuniy Employer 11343 1AAY 2014




The Houorable Margaret Sitte
The Honorable Lois Delmore
North Dakota State Legislature
Page 2 -

partnerships with existing public cord blood banks and local hospitals in their communities
and by appropriating additional resources for the coliection and storage of donated cord
blood units. A comprehensive cord blood banking program within a state should include
funding for education, collection, and storage of donated cord blood units. Although we
applaud state education campaign efforts, these laws do little to expand cord biood
collection.

Again, the National Marrow Donor Program applauds your efforts to educate expectant
mothers about the merits of donating their baby’s umbilical cord blood; however, we hope
vou will consider our recommendations to help increase public donations i your state.

The NMDFP is here to assist you as you pursue these efforts. We would welcome the
opportunity (o speak with vou directly about this legislation, und look forward fo working
with you Lo increase the number of cord blood units avatlable on the national registry. If
you have any additional questions or comments please don’t hesitate to contact me directly.
I can be reached at 202.626.8668 or via ema] at mspencerf@nmdp.org,

Sincerely,
/U((L(,(Q Sprdled

Maria D. Spencer, Director
Lepgislative Relations
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Testimony on SB 2215
House Human Services
Wednesday, March 9, 2011, 9:45 a.m., Fort Union Room
Mr. Chairman and members of the committee,
| am Senator Margaret Sitte from District 35 in Bismarck. The bill before you will
bring awareness to one of the most impressive medical discoveries of our time: stem
cells in umbilical cord blood. Umbilical cords have traditionally been discarded as
medical waste, but medical discoveries in the past two decades have brought amazing
results.
The first disease treated using umbilical cord blood stem cells was in 1988. By
2000, treatments had been discovered for 20 diseases. Currently, more than 85
different diseases are being treated, including 26 types of cancer, 15 auto-immune
diseases, three neural degenerative diseases and injuries, 10 anemias and blood
condltlons Type ! diabetes and cerebral palsy.

Y
b2

Both the versatrllty and avallabllrty of umbilical cord blood stem cells make them;

a potent resource for transplant theraples Transplants using umbilical cord blood stem
cells are less prone to rejectlon than elther bone marrow or penpheral blood stem cells
probably because the cells have not yet developed the features that can be recognized
and attacked by the recipient's immune system. Also, because umbilical cord blood
lacks well-developed immune cells, there is less chance that the transplanted cells will
attack the recipient's body, a problem called graft versus host disease.

Here's what Shakila Khan, M.D., wrote on the Mayo Clinic website: “Cord blood
is a rich source of stem celis, the cells from which all other cells are created. Cord blood
banking is a procedure in which cord blood is taken from a baby's umbilical cord shortly
after delivery and preserved for possible future use in a stem cell transplant. Collecting
a baby's cord blood poses few, if any, risks to either mother or baby. If the cord blood
isn't collected for preservation or research, it's simply discarded. Donating cord blood to
a public cord blood banking facility is a tremendous opportunity to help others. *

This bill is simple. It asks the Department of Health to provide a brochure for
physicians to include in the pregnancy packet they give to each new mother. The bill

does not promote public or private cord banking but simply provides expectant parents



with comprehensive and up-to-date information on their options. The cost of $11,000 is
miniscule compared to the benefits of providing this crucial information. Young women
will learn the value of their infant's cord blood before it is discarded and lost forever.

Attachment 1 is a page from the United States Department of Health and Human
Services webpage in which the department discusses cord blood and advises pregnant
women to discuss all options that may be available to them with their health care
providers.

There are currently 18 public banks in the country. A non-profit agency that
promotes umbilical cord blood donation, the Parent’s guide to Cord Blood Foundation,
publishes the attached brochure online (Attachment 2), so North Dakota could use this
information as the basis of our.state brochure. | have printed part of their website for
you in a more readable font. (Attabhment 3)

According the foundation, "“Newly published data shows that the lifetime
probability of needing a stem cell transplant is much higher than previous estimates
indicate. The new research says that as many as 1 in 200 people will receive a stem
cell transplant during their lifetime, based on current therapeutic use.”

| spoke to a young mother who recently donated her baby’s umbilical cord blood.
She said the process was simple. She contacted a public cord bank, and they sent her
a kit, which she took with her to the hospital. The hospital staff spent just a few minutes
processing the sample according to instructions, and they put it in the postage-paid
carton and mailed it.

Family Cord is an example of a private cord blood bank and | have included
some of their information as well (Attachment 4). Just yesterday, a news report from
Spain reported that a four-year-old girl in Spain was cured of brain cancer using her
own umbilical cord stem cells (Attachment 5).

We buy car insurance, home insurance, and life insurance. Some people call this
$2500 investment the new form of “treatment” insurance because these stem cells will
most likely be a match for all sorts of treatments for family members. | urge you to help

inform the young women of our state of a powerful new medical tool: the stem cells in
umbilical cord blood.



' Enacted umbilical cord blood education legislation as of 1/12/11
' Arizona HB 2286

Texas HB 709
llinois HB 642
New York S1265-A
California SB 1555 (pages 2, 5-7)
Michigan HB 6293
Georgia SB 148
New Jersey A312
Arkansas HB2416
Massachusetts SB2039
Pennsylvania HB874
' Washington State HB 243
Oklahoma HB 3060
Louisiana HB861
Rhode Island SB2160A
North Carolina HB1331
Connecticut HB6678
Virginia HB85
Tennessee HB3202
Ohio HB102
Missouri has just introduced SB17

Florida recently introduced a similar bill
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Options for Umbilical Cord Blood Banking and Donation

Blood from the wmbilical cord and placenta is unique because it contains a relatively large number of biood-
forming cells. These cells may be potentially life-saving for someone who has a disease such as leukemia or
lymphoma or certain inherited metabolic or immune system disorders. A cord blood transplant, fike a bone
marrow transplant (also catled a BMT), replaces a patient's diseased cells with healthy cells.

The umbilical cord is routinely discarded after the baby is born — unless the parents choose otherwise. Today,
expectant parents may choose to have the blood remaining in the umbilical cord and placenta collected and:

» Donated to a public cord blood bank. Cord blood donated to a public cord bicod bank is available to
patients who need a transplant. The donation process is free o the parents donating the umbilical cord
blood. Today, however, only certain hospitals are able to collect umbilical cord blood for storage in
public cord blood banks. Learn about Donating Umbilical Cord Blood.

= Stored in a family {private) cord blood bank. Cord blocd stored in a family cord blood bank is saved
for that family. Family cord blood banks are available throughout the country for anyone who chooses to
pay for the collection and storage of the umbitical cord blood. If you are considering family banking,
contact a family cord blood bank as soon as possible,

+ Saved for a sibling who has a medical need. When a biological sibling has a disease that may be
treated with a bone marrow or cord blood transplant, parents can choose to save their baby's cord blood
for directed donation. Collecting and storing cord blood for directed donation is offered at little or no
cost, To learn more, contact a public or famity cord blood bank, or the Related Donor Cord Blood
Program. ¥

» Used for research studies by a lahoratory or technology company. These studies help improve the
transplant process for future patients or may lead o new therapies using cord blood. (This cord blood is
not stored for transplant.) The collection process for research is free. Talk with your doctor to determine
if this option is available to you.

If you are an expectant parent, falk with your health care provider about the options that may be availabie to
you. By making an informed decision, you can take steps to have the umbilical cord blood collected and
possibly give someone another chance at life.

Last Updated: December 1, 2610

This is an official U.S. Government Web site managed by the
Health Resources and Services Administration, U.S. Department of Health & Human Services.

htto://bloadcell transntant_hrsa.cov/CORD/Onitons/index_htmi 2/5/2011
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1. Why bank cord blood?

Birth is a one-time opportunity to help society by donating your child's cord blood to a
public bank. Cord blood contains stem celis that can save lives. Patients requiring a
stem cell transplant will receive cells from one of three sources: bone marrow,
circulating blood, or umbilical cord blood. The first two exist in all healthy adults, but
cord blood can only be harvested and stored at birth. The section on cord blocd
transplants explains that it is easier to match transplant patients with cord blood than
with the two sources of adult blood. Hence, establishing public banks of cord blood
from donors with diverse tissue types can save many lives.

Birth is also a one-time opportunity to help your own family by saving your child's cord
blood. Transplant patients recover better when they receive stem cells from a related
donor, instead of an unrelated donor. In the future, if there are regenerative medicine
advances which can repair the body with the patient's own stem cells, then children
whose parents saved their cord blood will have better access to those treatments.

There is virtually no reason not to save your child's cord blood. The only cautionary
remarks which can be made about cord biood banking is that the cord should not be
clamped too soon after birth.

2. Why doesn't everybody bank cord blood?

Because it costs money. Whereas a bone marrow registry is based upon a computer
data base of potential donors, a cord blood bank is based upon a laboratory where staff
process the cord blood, freeze it in liquid nitrogen, and monitor the freezers.

Only a limited number of institutions have the funding to maintain public banks which
take donations for free. This web site has a page which explains the types of cord

blood banks, and another which tells you how to find a public bank in the US to accept
your donation.

For most parents, cord blood donation is not an option because the number of Jocations
served by public banks is very limited. In that case, parents have to decide if they want

to and can afford to pay a private bank to process the cord blood and preserve it for the
family.

Fortunately, there are financial assistance programs to help families which have a case
of medical need, where a family member is at risk of needing a stem cell transplant.

3. Cord Blood Transplants (CBT)
Advantages of Cord Blood Transplants versus
Bone Marrow Transplants (BMT) or Peripheral Blood Stem Cells (PBSC)

» Harvesting umbilical cord blood poses no risk to mother or child, whereas a bone
marrow donor must undergo a surgical procedure.

+ Stored cord blood is ready for use as soon as it is needed, whereas the process of
contacting and testing donors listed in a registry takes weeks to months.



2

« For transplants, the primary advantage of cord biood stem cells over stem cells
' : from adults is that they cause much less graft versus host disease (GvHD). In

order to safely transplant adult stem cells, the patient and donor must match over at
least 10 of 12 tissue types cailed Human Leukocyte Antigens (HLA), or 83% HLA
match. By comparison, medical outcomes are just as good with cord blood that

has a 4 out of 6 or 67% HLA match. (Reference: V Rocha, et al, 2000,
NEJM 342:1846)

Disadvantages of CBT versus BMT or PBSCT:

The main disadvantage of cord blood transplants is that they take at least a week ionger
to "engraft”, which means repopulate the patient's blood supply so that cell counts reach
minimum acceptable levels. The longer engraftment time is a risk because it leaves the
patient vulnerable to a fatal infection for a longer time.

« Atypical cord blood collection only contains enough stem cells to transplant a large
child or smalt adult. This web site has a page explaining the optimum transplant
dose. Atone time it was believed that cell dose limitations restricted the use of
cord blood transplants to children. In recent years growing numbers of adults are
also receiving cord blood transplants, either by growing the cells in a lab prior to
transplant, or by transplanting more than one cord blood unit at a time. More

information about these trials is available on the web page about Research on Cord
Blood Transplants.

The web page on Qdds of Use reviews the probability that an individual in the United
. States will have a stem cell transplant over the course of a lifetime.

5. Your Heritage and Cord Blood

« A successfu! transplant requires that the patient and the donor have matching HLA
types.

» HLA types are inherited, half from your mother and half from your father. The
probability that two siblings will have a perfect 6/6 match desired for a bone marrow
transplant is 25%), whereas the probability that they will have the 4/6 match
required for a cord blood transplant is 39%.

‘'« Given that HLA types are inherited, you certainly expect that your relatives will
match you more closely than a stranger

« Infact, HLA typing tends to run in ethnic groups, so that patients are more likely
(but not guaranteed!) to find a match among donors of the same ethnic
background.

« Africans have more genetic diversity than any other ethnic group. The NMDP
estimates that even if the number of African-Americans in the United States who
registered as adult donors were doubled or tripled, they still could not match all the
African-American patients.

« Another group which is not well represented in the registry of adult donors is mufti-
racial Americans, most of whom are not yet adults.

Cord blood holds hope for all patients with hard-to-match HLA types, because cord
blood transplants only require a 4/6 match, not a perfect match.

http://parentsguidecordblood.org/content/usa/medical/medmotiv.shtmi?navid=34#universalbank
Last modified: o6.January 2011 Copyright 2000 - 2011 Frances Verter
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a California Cryobank Company To speak with a Cord Blood Educator

Cord Blood Stem Cells Cord Blood Stem Cells Overview

Why Bank Cord Blood

Treatable Disease List Stem cells have the power to save lives ' -
Cortd Blood Success Video Stem cells are the “building blocks of life” that regenerate and form

all other tissues, organs, and systems in the body. Ongoing stem celi
Step-by-Step Overview vesearch Is increasing sclentific understanding aboul how healthy

celis develop and replace damaged cells.
Cord Blood Costs

Free Cord Biood:
Immediate Need Program

Paersonalized Tour

Cord Blood FAQs Given that cord blood stem cells have the unique ability to develop into other cell types, these stem cells hold

the potential for treating some of the most common diseases. Inifially, cord blood stem celis were primarily
Glossary used lo treat blood cancers, bul research sclentists are now exploring treatments for a wide variety of
diseases including cerebral palsy, diabetes, heart disease, stroke, and spinal cord injury,

Umbilical cord blood offers a perfectly natural, controversy-free method of acquiring stem cells. Uﬁﬂl recently,
the umbliical cord and its stem cells were discarded as medical waste. Today, dociors worlddwide recognize

that cord biocd stem cells can aid in the treatment of numerous diseases by helping to generate healtiy new
cells and tissue.

The value and benefits of stem cells found
in cord biood are clear; storing cord blood
ensures that should that need ever arise,
you will have a source of stem cells that is
an exact genetic match to your baby, with
no risk of rejection.

Tk,
B lymgtwocyta Mentuea)
Tiymphecyle idiler oot
N

Whila blood catta

There Is also the strong possibiliy that the stem cells will be a match for siblings. Clinical sludies

demonstrate that stem cells transplants are more successfid when the stem cells come from a family
member rather than from a non-related donor.

Private stofing your cord blood means it will be available when you and your family need it, allowing
freatment to begin almost immediately without losing valuable time searching for a matching donor.

Cord blood stem cells are not onty valuable now, bul they are also considered one of the most promising
medical treatments of the fulwre. Published research studies estimate 1 in 217 children will have a medical
condition that may be treated with stem cells during their ffetime.

For additional information on cord biood banking, please contact a cord blood educator online or at
800-480-CORD {2673}

it Famalvnnrd nambuashsr hanlb_nard_hland/ 1723/7011
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Step 1 of 3

Select Storage Package (Renewal storage packages available at the then current rato)

"8electOne i YearsofStorage . Annual Storage Cost__

; ? I j 1 ; $125

.Tofal Storage Cost

E s
e TS T s $575 "
: s e e ,__,.".'.I.b..ﬁ_, b e e T e g i ..._.._;.'.1..666 e v s

$100

$80 S s1 800

ltem

. B _.;'_ﬁﬁi?fﬁ*iiifj,ﬁf R
: I : Enmllmenl Fee (Collecuon kli pmwded free upon enmllment) H $150

& | Professional Medical Courier Fee i $150

@ ’ Pmeessmg Fae (Includes FDA & AABB recommenued teshng) 31 550

1 T Description r Discount "~
, Single Baby $0

i Military {ID Requlred) : ! $400

j Student {ID Required) $400

L ¥  Healthcare Provider {ID Required)

o Tuins (Total $1000, $500 each child) $500

S — -

] Triplets (Tolal $1800, $600 each chiid) $600

-
c Repeat Cond Blood Client
r‘

1 Promotion Code (e.g. uuzosm)'r

Total Feas $2,425
GiftCardls} . e e et e e o -
) Card number(s)

¥ FamilyCord cannot store the cord blood for any reason, client will only pay the $150 enroliment.

Select Payment OF!h“ e eesraot emes e e RS  —eb e RS e e —— S

i Selact One Option 1 Payment Details

i» 5150 due at enroliment.

"éo -Remaining balancs of $2,275 will be chamged on credit card when cord blood is
! received and processed. Cradit card will be charged unless check has been
| 1 received prior to prooesslng

Payment in Full

‘e $150 s due at enrollment
‘ i® $200 is due when cord blood is received and processed (Initial Paymant)
; - Remaining balance paid monihly and includes a $5 per manth administrative fea

l c i 12-Month Paymant Plan ! ' S 12‘M°mh Plan/5 Yea" Package N
: " (ava[lable for alt storage) i 3194.09 par month for the ramalnlng 11 months
U S — T e

| P FIGNY F 7 S S A mnmndranme 1 anlin Al 2 MODTTN—OONNYLO O NPT ERT—A201 a1 ALAALF 1T TN
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Cord blood stem cells used to cure girl of brain cancer in Spain

Seville, Spain, Mar 8, 2011 / 02:04 pm (CNA/Europa Press).- A four-year-old girl
has become the first patient in Spain to recover from brain cancer after being treated with
stem cells from her own umbilical cord blood.

The announcement of the girl's recovery came March 7 from the company Crio-
Cord, a stem cell bank in Spain.

Alba was born healthy in 2007, but at age two she was diagnosed with a rare form
of brain cancer. Her treatment consisted of extracting the majority of the tumor from her
brain. She was then given chemotherapy to reduce and eventually eliminate the remainder
of the tumor.

Alba's blood system was destroyed during the final round of chemo, thus requiring a
transplant of cord blood stem cells.

The procedure was carried out in 2009 by Dr. Luis Madero of the Department of
Oncology and Hematology at the Nino Jesus Hospital in Madrid.

Today, four year-old Alba is a healthy girl.

Periodic Reviews

Sixty days after the transplant, Alba was given new stem cells taken from her
peripheral blood in order to accelerate the production of platelets. Fourteen months after
the transplant, her blood system was completely restored, and she has since enjoyed a
normal life.

Dr. Madero called her case unigue in Spain. “The use of stem cells to regenerate
the blood system is an extended treatment for this form of cancer,” he said. What makes
her case unique, he added, “is that for the first time in our country, the stem cells came
from a patient’'s own umbilical cord, preserved from birth.”

“In recent years, transplants of cord blood stem cells have become increasingly
common. In the case of siblings, these stem cells are the best therapeutic option that
exists,” he said.

“Our best investment”

Alba's father, Santiago, who is a computer engineer, and her mother, Teresa, a
literature professor, agreed that keeping the blood from Alba's umbilical cord was the “best
investment” they ever made.

Santiago said he had previously seen a report “on the treatment for Parkinson’s
using stem cells ... and was sympathetic to the idea of using stem cells to treat
degenerative diseases.”

“Keeping the umbilical cord is a wager for the future, a life insurance policy that you
don't know if you will need but that could save a life,” Teresa added.

The head of Crio-Cord, Guillermo Munoz, also said he was pleased at the results of
the therapy. He noted that the organization was “proud to have participated in Alba’s
healing process.”

Cases like these confirm “that umbilical cord blood is an excelient source of stem

cells. Being the youngest cells of their kind in the human body, they have great potential to
cure,” Munoz explained.



