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Explanation or reason for introduction of bill/resolution:

To provide for umbilical cord blood donation information.

Minutes: Attached Testimony

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 diahetes. 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 single
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 couid 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. Onling, 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.



Senhate Human Services Committee
8B 2215

January 25, 2011

Page 3

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 bilt 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 healthcare 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 bilis 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 iatest 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” wou!d be a good
idea. Women are highly motivated and go through all the information they are given. It
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 calt 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 Bisnnium 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: FProvide a brief summary of the measure, including description of the
provisions having fiscal impact (fimited to 300 characters).

This bill provides for umbilicat cord blood donation information. Requires the Department of Health to prepare a
pamphiet 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 assumptions and comments relevant 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 family; 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: Forinformation shown under state fiscal effect in 1A, please:
A. Revenues: Explain the revenue amounts. Provide delsail, when appropriate, for each revenue type and
fund affected and any amounls 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.

2013-15



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

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

continuing 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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REPORT OF STANDING COMMITTEE
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 altached testimony - #1 — 2.

Chairman Hoimberg 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
preghancy 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 told 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 8B 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 oniine 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: Is 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 Mertzz 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
blood bank naticnally.

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
SB 2215: Appropriations Committee (Sen. Holmberg, Chairman) recommends DO PASS
(13 YEAS, 0 NAYS, 0 ABSENT AND NOT VOTING). S8 2215 was placed on the
Eleventh order on the calendar.
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Explanation or reason for introduction of billire€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 bili 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 bicod. 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: 12 y 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 Ciinic website

www.mavoclinic.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 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. Cord blood transpiants from unrelated donors can be used to
treat many conditions, including leukemia and various metabolic probiems.”

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 biood 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 medicai 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 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
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 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 o 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 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.



. » For transplants, the primary advantage of cord blood 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 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 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 wili 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 multi-
raciaj 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.crg/content/usa/medical/medmativ.shtmli?navid=34#universalbank
Last modified: 06 January 2011 Copyright 2000 - 2011 Frances Verter
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FamilyCord  806-490-CORD vom

_aCalifornia Cryobank Company To spoak with a Cord Biood Educator

Gord Blood Stem Colls 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 “buikding blocks of life” that regenerate and form

all other tissues, organs, and systems in the body. Ongoing stemn cell
Step-by-Step Overview research is increasing sdientific understanding about how heatthy

cells develop and replace damaged cells. :
Cord Blood Costs

Free Cord Blood:
Immediate Need Program

Personalized Tour

Cord Blood FAQs Given fhat cord blood stem cells have the unigue ability to develop into other cell types, these stem cells hold
the potential for treating some of the most common diseases. Inifially, cond blood stem cells were primarily
Glossary used to treat blood cancers, but research scientists are now exploring treatments for a wide varlety 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. Until recently,
the umbilical cord and its stem 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 generale healthy new
ceils and tissue.

The value and benefits of stem cels found
in cord blood are clear; storing cord bloed
ensures that should that need ever arige,
you will have a source of stem cells that is
an exact genelic match fo your baby, with

no risk of rejection. Mysloid ciaen call Lympheid stem col

Red blood

i 8 lymphocyte
colip s mwmnfm 5 Naurgl
U Bevil ymphocyle  Klilar colb
W e
t .
Phatslets Vrhite blood colls

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

demonstrate that stem cells ransplants are more successfit when the stem cells come from a farnily
member 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 biood stem cells are no! only valuable now, but they are also considered one of the most promising
medical freatments of the fulure. Published research studies 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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Step 1 of 3-
. Seloct Storage Package {Renewal storage packages avallable al the then current rate)
Sel lect O

_Yearsof Storage | " “Annual Storage Cost " Total Storage Cost

1 .- s1zs f 125

$125

5 : $1 15 : $575
10 : $100
20 $80
& One Time Fees ;T T ltem S
: @ Enrollment Fee (Colledlon kit pnwlded free upon enrollment)
@ Professional Medlcal Couﬂer Fee
@ Pmnessmg Fee (lncludes FDA & AABB remmmended lestmg)

o Description U L Discount
Single Baby $0
e e
—— oo e e _ e
Healthmre Provider(ID Required) B $500 o
h Twins (Total$1000, $500 each childy f o0
T | - Triplets (Total $1800, $600 cach chikd) o _ $600 )
- e - _c:;m;mc“m .......................................... i, ....... o

: ) _f' a Pmmolinn‘a;cle {eg. uuzosm)-r S A i

1' Dlsmunls and promohons may not be oombined wlih any olher offer lhey wlll be applled al the hme of pmcessmg

Total Fees . saans

GitCardis)

Card number(s)
“if EamilyCGord cannot store the cord blood for any reason, ciient will only pay the $150 enroliment, T

Select PaymentOpton . .

i Select One Optlon

i Payment Detaiis

;® $150 due at enroflment.

T Payment in Full :e Remaining balance of $2,275 will be charged on credit card when cord bload is

recelved and processed, Credit ¢ard will be charged uniess check has been
received pnor to proce ing.

‘s $150 s due at enroliment

. ‘o $200 is due when cord blood is received and pracessed (Initiat Payment)
3 o Remalnlng balanoe pald monlhty and mcludes a 55 per month admlnlstralwe fee

- 12 Month Payment Plan e e 12‘M°“th Plan/§ Year Package S
’ (avmlable for all storaga) 5194.09 per month for the remalning 1" momhs
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What is the Parent's
Guide to Cord Blood
Foundation?

We arc the only organization in the United
States which maintains datzbases of both public
andd tunily {ako known as privare) cord bloed banks.
Since 1998, our website has provided parents with
accurate medical information about cord bloed
banking aptions. Qur founder, Frances Verter, PhD,
is both a mother who lost a child to vancer, plus
a scientist who studics and publishes or the topic
ufcord blood stem cell preservation.

"The infonmation in this pmophlet was reviewed
by the Scientific and Medical Advisory Panel
of the Parent’s Guide to Cord Bloed Foundation,
Our panel includes prominent doctors and scientists,
ax well as nurses and educators whe work closely
witlt expectant parents. The Foundation is a
51 {c){3} non-profit chanty and your doradions
to our cducation mission are mx deductible.

Where can | find
more Information?

ParentsGuideCordBlood.org

23110 Georgiz Ave.
Brookeville, MDD 20833
info@parentsguideconiblood.org

Thit space tn be wsed for a siicker giving the name and address of your
medical practice, states departmsent of bealth, ar ather organization.

The ereative ¢forrs for this brochure were donared
by Partners+simons in memory of Shai.

The blood in a bubys umbilical cord bus the
poicer fo sece fives. By choosing to fanf this cord
hiond, parents conld belp their chifd, a family
meurher or pven & stranger. Yany saafes in the

US have passed livws requeiring expectant parcnts
fo receive tnformation adout cord blaed Sanking.
This brochure is intended to address the eduea-
frznal reginivements of these faws and fo ausizer
atny guestions that parcais-to-be may b

Pleise ask yaur bealth care provider abunt

vour optioas for banking your child's cord blesd

Dec. 9. 1992 - Sept. 2, 1997

The Parent's Guide to Cord Blood
iz dedicated in memory of

Shai Mirandas Verter

What is “cord blood"?

The term "cord blood” is used for blood that is
drawn from the umbilical cord and the placenta
after a baby is born. Up until recenty this
afterbirth was discarded as medical wasce. Cord
blood contains stem cells which may be frozen for
later use in medical therapies, such as stem cell
transplantation or regenerative medicine.

The primary mission of the Parents Guide to
Cord Blood is to educate parents with accurate
and cuirrent information about tord blood medical
researeh and cord blood storage options.

The second mission of ehe Parent’s Guide to Cord
Blood is to conduct and publish statistical analyses
on medical research or policy developments which
could expand the likelibood of cord blood usage.

What are cord blood stem cells?

The umbilical cond and placenia are rich
sources of stem cells. These are different from
both the embryonie stem cells in a fertilized egg
or any stem cells obtained from a child or adult
person. The stem cells in cord blood can grow
into blood and immune system cells, as well as
other rypes of cells.




How is cord blood
collected and banked?

Cord blood collection does not cause harm or
pain to either the mother or the baby. Biood is
drawn from the umbilical cord after the baby is
delivered and the cord is clamped and cut. The
stem cells in cord blood remain viable for a couple
of days at room temperature, providing sufficient
time for the btood to be shipped to a laboratory in
another city or state. At the laboratory the cells are
processed and cryogenically frozen. Once frozen,
stem cells remain viable for decades.

How are cord blood
stem ceils used today?

Today 2 growing percentage of stem cell trans-
plant patients are receiving cord blood to cure over
70 diseases. Seventy percent of patients who necd a
transplant of bloed-forming stem cells do not have
2 masching donor in their own family, and their
physician mnst search public registries of donors. The
Natioral Marow Donor Program (www. marrow.org)
is dedicated to matching UJS pacients with donors
of either bone marrow or cord blood from anywhere
in the world. There is a shortage of bone marrow
donors who match minority patients. Cord blood
donations are very helpful to patients of minority
or mixed heritage, because cord blood cells do not
bave to he marched as closcly to the patient as cells
from an adult hone martow donor.

How may cord blood stem
cells be used in the future?

Medical reszarch is developing new therapies
where stem cells help the body 10 repair itself,
called regencrative medicine. So far, these therapies
require the patient’s own stem cells, not those from
a donor, Children who have their gwn cord blood
in storage may have more medical options later
in life. Currently clinical trials for Cerebral Palsy
and Type 1 Diabetes are being conducred using
a child's swn cord bload,

Can my child use his/her
own cord blood?

Most of the discases for which children receive
stemn cell ransplants, including most cancers
and all generic diseases, require that the celis
come from another person, not the patient,
Transplants among adulrs are split pretty evenly
between transplants with the patient’s own cells
and transplants from a marching donor. At present,
the odds that a person will have any type of
transplant of blood-forming stem cells before age
20 are about 1 in 1700, whereas by age 70 the
odds are 1 in 200. In the future, if cord blood is
routinely used for regenerative medicine, then
the odds of personal usc could increase greatly.

What types of banks
store cord blood?
There are two types of cord blood hanks:

1. Public banks
2. Family banks

Public banks starc dgnated cord bleed for
potential use by transplant patients. The blood is
listed in a registry by its tissue type, and the donor
remains anonymous. Over hatf the donations
veceived by public banks are too small to qualify
for long-term storage and are used for research
or discarded. If you give your child’s cord biood
tg a public bank, your donation may save a life,
bhut you have no guarantee that you can tetrieve
the binad for use by your family lager.

Family banks store cord bload with a link to the
identity of the donor, so that the family may rerrieve
it later if it is needed. The parents have custody of
the cord blood until the child is an adult. The cord
blood might someday be needed by the donor baby,
or it could be nsed by a relative whe is a close
enough match to receive a transplant from the
donor (typically a sibling).

What are the costs of
banking cord blood?

Public banks do not charge parents for donating
cord blood Some public banks reccive support from
government grants, and they charge on average
$28,000 when a cord bloed collection is released
for a transplant. The costs of the transplant are
charged to the patient’s health insurance.

Family banks charge parents beewezn $1000 and
$2000 to process and storc cord blood privately.
There is also an anaual storage fee of about $125.

Who is eligible to donate cord

blood to a public bank?
In order to donare to a public cord blood bank,

the mother must

1. Contact a public bank which cither accepts
donations at the hospital where she will
deliver or accepts mail-in donations (see the
list on our website},

2. Register before the third mimester of

pregnancy, and
3. Pass 4 health history sereening.

Who is eligible to preserve cord
blood in a family bank?

Except in cases of rare medical complications,
most mothers are cligible for family (also known
as private) cord blood banking. No matter where
you live or where you will deliver the baby, you
can obtain a collection kit to take with you to the
hospital which includes instructons on how to ship
the blood to the lab. If you do wish to bank privately,
be sure to discuss your decision with your delivery
team and check if there are any spectal requirements
at the hospital where you plan to deliver.

www.ParentsGuideCordBlood.org

Suppose someone in my family
has a disease which can be
treated with cord blood?

If there is a chance thar your baby's cord blood
might be needed to wear a family member, then you
may be eligible to receive free cord blood storage in
4 bank which otfers 1 selared donor progran. Check
our website for lists of these charitable programs. In
order to qualify you will need o have the patient’s
doctor £l put an application.

What cheices do I have for the
storage of my child's cord blood?

You always have the choice to do nothing and let
the cord blood he discarded after birth. The choice
to save the blood for the family is usually open
to any family that can afford the cost. The choice o
donate to a public bank is only available to mothers
who meer the eligibility criteria, Whatever choices
you have and whatever decision you make, remernber
these is no single correct answer for atl families,
Only vou know which choice teels fight for you
and your family.
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Washington, DC -- Physicians should give balanced information to their pregnant patients who ® Online Discussion
are considering cord blood banking, presenting both the advantages and disadvantages of » Posigraduate Courses
public vs. private cord blood banks, according to The American College of Obstetricians and ® Renew Membership
Gynecologists (ACOG) in a revised Commitiee 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.
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Blood from a newbom's umbilical cord, once considered a waste product that was routinely :,",:It::_axl:-s 3
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 blood stem cells from newborns, for a fee, Checlklﬂut ';Ufhmonthiv
for potential future use by the same child or a family member if he/she developed disease later speclals and the new and

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
"Patients need to be aware that the chances are remote that the stem cells from their baby’s |:] B
banked cord blood will be used to treat that same child—or another family member—in the ARCSAdndal Glinidor Mes
future," said Anthony R. Gregg, MD, chair of ACOG's Committee on Genetics. ACOG's

Commiitee Opinion is a joint document produced by the Committee on Obstetric Practice and
the Committee on Cenetics.

Although ACOG takes no position for or against cord blood banking, it recommends that
physicians disclose that there is no reliable estimate of a child's likelthood of actually using his or
her own saved cord blood later, Some experts estimate this likelinood 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 bload can successfully be stored,

Pregnant women should be aware that stem cells from cord biood 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
collected 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 national
cord blood registry in the US. Several stales have laws requiring physicians to inform patients
about cord blood hanking options. Physicians should consult with their state medical association
for more information about their individual state laws.

Committee Opinion #399, "Umbilical Cord Blood Banking," is published in the February 2008
issue of Obstetrics & Gynsecology.
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Umbilical Cord Blood Banking

Number 399 ¢ February 2008 ' (Replaces No. 183, April 1397

ABSTRACT: Two types of banks héve amerged f(:;r the collestion and siorage of

' ‘umhbilical cord- blood—pubhc barks and private banks. Public banks prormnote allogenic
{related or unrélated] denation, analogous to the current collection of whole blood units

in the United. States. Private banks were initially developed to store stem celis from

‘ urnbnhcal cord blood for ‘autologous use [taken from an individual for subsequent use by
_,Tht—j. ‘rsar‘n_e, individual) by a child if the child develops disease later in fife. If a patient
reguests information an umbilicat cord blood banking, balanced and accurate information
. regarding the advantages and disadvantsges of public versus private banking should be
- provided. The remote chance of an autologous unit of umbilical cord blood being used for

achild or'a family member (approximately 1 in 2,700 individuals) should bs disclosed. Tha
collection should nat alter routine practice for the timing of umbilical cord clamping.
Physicians or ather professionals wha recruit pregnent women and their families for for-

. profit umbilical, cord blood banking should disclose’any fmanmai mterests of other poten-

§002/003

o tial confllcts of rnterest
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The American Colloge
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“Introduction .

~Onee considered a waste product that was’

discarded with the placenta, umbilical. cord

“ blood is tiow known to contain poténtially
- life-saving hematopoietic stem cells. When

used in hematopomnc stern cell transplanta-

- tion; umbilical cord blood offers several dis-

tinct ad'mntages over bone marrow or

- peripheral -stem-.cells. Biologically, a greater

‘degreé of ‘human leukocyte antigen mis-
" match Is tolerated by the recipient and the
incidenie of dcute graft-versus-host reaction

is decreased when umbilical cord bload is
used (1,2). The predominant disadvantage of

_'umbilical éord blood use is related to the low

number of | stem cells acquired per unmit.
Howcver, the use of combined units of

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

increased number of stem cells) to be used
for adudt. hematopoictic transphants. Studies
are currently underway evaluaiing the feasi-

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

Since the first successful umbilical 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 metabolism,

hematopoietic 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 been established in various

regions of the country, In 1999, the National
Bene Marrow Donor Program established a

network of these banks listing their units on

the Natonal Bone Marrow Donor Frogram
Registry and established the Center for Cord

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

cific subcomunirtecs have been established 1o
address issues related to urpbilical cord blood
banking, such as standards, quality improve-
ment, donor recruitment, collection, testing,
and processing methodology. In December
2005, federal legislation was enacted that

provides funding for continued growth of a

national umbilical cord blood registry in the
United States through the C.W. Bill Young
Cell Trangplantaton Act. Some states have
passed legislation requiring physicians 10
inform their patients abour umbilical cord
blood banking options. Clinicians should
consult their state medical associations for
more information regarding state laws,

77
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Public banks pramote allogenic {related or unrelat-
ed) donation, analogous to the current collection of whole
blood units in the United States. These banks typically are
associated with a local network of obstetric 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 mect rigorous standards of donor screening
and infectious disease testing as outlined by the U.S. Food
and Drug Administration. Initial human Jeukocyte anti-
gen typing of these units allows thent to be entered into
computerized vegistries so that when the need arises, 3
specific unit can be rapidly located for a patient.

Private banks were initially developed to 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.
There is a cost associated with the tnital specimen pro-
cessing and an annual storage fee for for-profit umbilical

" cord blood banks (8).

The utility of long-term storage of autologous
umbilical cord blood has been questioned. There is no
accurate estiinate of an individual’s likelihood of using an
autologous vnit of umbilical cord bloed. Gne estimare is

approximately 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-

_rently be used to treat inborn crrors of metabolism or

other genetic discases in the same individual from whom

. they were collected beeause the genetic mutation would

already be present in the stem cells. Autologous umbilical
cord blood s not used ag a source of stem cells 1o treat

“childhood leukemia because chromasomal translocations

in fetal blood have been detected in some children whe
ultimartely develop leukemia (10, 11), In addition, the use
of antologous stem cells would negate the beneficial graft-
versus-leukemic effect that occurs with allogenic stem cell
tranSphmz. {9).

Recommendatlons and Conclusions

If a patient requests information on umbilical cord
banking, balanced and accurate information regard-
ing the advantages and disadvantages of public ver-
- sus private umbilical cord bloed banking should be
provided. The remote chance of an antologous unit
being used for a child or a family member (approxi-
mately ¥ in 2,700 individuals) should be disclosed.
Discussion may include information regarding
maternal infectious disease and genelic testing, the
wltimate outcome of use of poor quality units of

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

graphic data will be maintained on the paticnr.

- Some states have passed legislation requiring physi-
cians to inform their patients about umbmm] cord
blood banking options. Clinicians should consult

their state medical associations for more Information
regarding state laws.

+  Directed donation of umbiljcal cord blood should be
considered when there is a'specific diagnosis of a dis-
ease known o be treatable by hematopotetic trans-
plant for an immediate family inember. o

- Obstetric providers are not obligated to obtain con-
sent for private umbilical cord blood banking.

= The collection should not alter routine practice for
the timing of umbilical cord clamping,

Physicians or other prafessionals who recruit preg-
nant women and their families for for-profit umbili-
cal cord blood banking should disclose any financial
interests or other potential conflicts of interest,
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Cord blood is the blood from the baby that is left in the

—= - umbllical 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
Py public bank or store it in a private bank for future use.

This pamphlet explains

+ the difference between stem cells and other cells

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

« when stem cells cannot be used to treat disease
» how cord bliood is collected and stored

What Are Stem Cells? o,

It is important to know
all of the facts about
saving cord blood 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
blocd-forming stem cells found in cord blood make new biood

& :
cells to replace old 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 freat disease has some henefits over using bone
marrow. For example, it is harder to collect bone marrow than it is to collect cord blood.
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:

o If 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 fo 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

1age 1 UL o
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treat another child's leukemia. Careful matching of the recipient and donor are done to
make sure that the stem cells 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 Blood Banks

Public cord blood banks operate
like blood banks. Cord blood is
collected for later use by anyone
who needs it. The stem cells in the
donated cord blood can be used by
any person who "matches.” The
cord blocd 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:/fwww.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:

e Travel to certain countries
Exposure to some vaccines
Use of illegat drugs
High-risk sexual behavior

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 to a biood bank.

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

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 blood 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 nofified 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 oceur 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 blood to carry an infection:

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

Making A Declsion

The decision about whether to store cord biood 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 to 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:

» 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 invoive
stem cells.

http://www.acog.org/publications/patient_education/bpl72.cfm?printerFriendly=yes 1/25/2011
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¢ Currently, it is not known how long cord blood can successfully be stored.

questions to ask yourself when deciding on a bank:

» 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?

public bank?

Finally...

for you and your baby.

Glossary

body.
Bone Marrow: The spongy tissue in bone cavities that produces new blood cells.
Gehes: 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.

Metabolism: The physical and chemical processes in the body that maintain life.

Placenta: Tissue that provides nourishment to and takes waste away from the fetus.

placenta.

an aid to patients, it sets forth current information and cpinions on subjects related 1o women's health. The average
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If you decide to store cord blood, you will need to choose a cord blood bank. Listed are some

« What are your options if results of the screening tests show you cannot donate to a

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

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

Umbllical Cord: A cordlike structure containing blood vessels that connects the fetus to the

This Patient Education Pamphlet was developed by the American College of Obstetricians and Gynecologists. Designed as

readability level of the series, based on the Fry formula, is grade 6-8. The Suitability Assessment of Materials (SAM)
instrument rates the pamphlets as "superior.” To ensure the information is current and accurate, the pamphtets are reviewed
every 18 months. The information in this pamphiet does not dictate an exclusive course of treatment or procedure to be
followed and should not be construed as excluding other acceptable methods of praclice. Variations, taking into account the
needs of the individual patient, resources, and limitations unique to the institution or type of practice, may be appropriate.

Copyright © Septernber 2008 by the American College of Obstetricians and Gynecologists. All rights reserved. No part of this
publication may be reproduced, stored In a retrieval system, posted on the Internet, or transmitied, in any form or by any
means, electronic, mechanical, photocopying, recording, or otherwise, without prior written permission from the publisher.

Requests for authorization to make photocopies should be directed to the Copyright Clearance Center, 222 Rosewood Drive,
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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 trgat 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
stemn 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 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.



Attachment 1 is a page from the United States Department of Health 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 blood 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 legislation as of 1/12/11

Arizona HB 2286

Texas HB 709

llinocis 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




Options for Umbilical Cord Blood Banking and Donation Attach pmo nt_1Z Page 1 of 1
R

Health Resources and Services Administration, U.S. Departient of Health-and Human Servites

Home > Cord Blood Infarmatien > Options for Umbilical Cord Bloed 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 bloed for storage in public
cord blood banks. Learn about Donating Umbilical Cord Blood.

» Stored in a family {private) cord blood bank. Cord blood 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.

e Saved for a sibling who has a medical need. When a biological sibling has a disease that may be treated
with @ 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. g

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 passibly 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



What is the Parent's
Guide to Cord Blood
Foundation?

We arc the only organization in the United
States which naintains databases of both public
and family {also known as private) cord blood banks.
Since 1998, our website has provided parents with
accurzte medical information about cord blood
banking options. Our foundet, Frances Verter, PhiD,
is both a mother who lost a chiid to cancer, plus
a scientist whe studics and publishes on the topic
of cord blood stem cell preservation.

The information in this pamphlet was reviewed
by the Scientific and Medical Advisory Panel
of the Parent’s Guide to Cord Blood Foundation.
Cur panel includes prominznt dectors and scientists,
as well as nurses and cducztors who work closely
with expectant parents. The Foundation is a
501(c}(3) non-profit charity and your donations
to our education mission are tax deductible.

Where can I find
more information?

ParentsGuideCordBlood.org

23110 Georgia Ave.
Brookeville, MID 20833
info@parentsguidecordblood.org

This spare ta be used fir & sticker greing the name and address of your
medical practice, stakes deportment of bealth, or other organization.

The primary mission of the Parents Guide to
Cord Blood is to educace parents with accurate
and current information about cord blood medical
research and cord blood storage gptions.
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How is cord blood
collected and banked?

Cord bloed collection does not cause harm or
pain to either the mother or the baby. Blood is
drawn from the umbilical cord after the baby is
delivered and the cord is clamped and cut. The
stem cells in cord blood remain viable for a couple
of days at reom temperature, providing sufficient
time for the blood to be shipped to a laboratory in
another city or state. At the laboratory the cells are
processed and cryogenically frozen, Once frozen,
stem cells remain viable for decades.

How are cord blood
stem cells used today?

Today a growing percentage of stem cell trans-
plant patients are receiving cord blood to cure over
70 diseascs. Seventy pencent of patients who need a
transplant of blood-forming stem cells do not have
z matching donor in their own family, and their
physician must search public registries of donors. The
National Marrow Donor Program (www.marrow.org)
is dedicated to marching US patients with donors
of either bone marrow or cord blood from anywhere
in the world. There is a shortage of bone marrow
donors who match minority patients. Cord blood
donations are very helpful to patients of minerity
or mixed heritage, becanse cord blood ceils do not
have to be matched as closely to the patient as cells
from an adult bone marrow doner.

How may cord blood stem
cells be used in the future?

Medical research is developing new therapies
where stem cells heip the body to repair itselt,
called regenerative medicine. So far, these therapies
require the patient’s own stem cells, not those from
2 donor. Children who have their ewn cord blood
in storage may have more medical options later
in life, Currently clinical wials for Cerebral Palsy
and Type 1 Diabetes are being conducted using
child’s pwri cord blood )

Can my child use his/her
own cord blood?

Most of the discases for which children receive
stemn cell transplants, including most cancers
and all penetic diseases, require that the cells
come from another person, not the parient.
Transplants among adults are split pretry evenly
between transplants with the patient’s own cells
and transplants from a maiching donor. At present,
the pdds that a person will have any type of
transplant of blood-forming stem cells before age
20 are about 1 in 1700, whereas by age 70 the
odds are 1in 200. In the future, if cord blood is
routinely used for regenerative medicine, then
the odds of personal use could increase gready.

What types of banks
store cord blood?
There are two types of cord blood banks:

1. Public banks
2. Family banks

Public banks store donated cord blood for
potendial use by transplant patients, The blood is
listed in a registry by its tissue type, and the donor
remagins anenymons, Over half the donations
received by public banks are too small to qualify
for long-term rtorage and are used for research
or discarded. I you give your child’s cord blood
to a public bank, your donation may save a Yife,
but you have no puarantee that you can retrieve
the bicod for use by your family later.

Family banks storc cord blood with a link to the
identity of the donor, so that the family may retrieve
it later if'it is nezded. The parents have custody of
the cord blood until the child is an adult. The cord
blood might someday be needed by the donar baby,
or it could be nsed by a relative who is a close
encugh match to receive a transplant from the

donor (typically a sibling).

What are the costs of
banking cord blood?

Public branks do not charge parents for donating
cord blood. Seme public banks receive suppott from
government grants, and they charge on average
$28,000 when a cord blood collection is released
for a transplant. The costs of the transplant arc
charged to the patient’s health insurance.

Family banks charge parents between $1000 and
$2000 to process and store cord blood privately.
There is also an annual storage fee of about $125.

Who is eligible to donate cord
blood to a public bank?
In order 10 donate 1o a public cord blood bank,
the mother myst
1. Contact a public bank which ¢ither accepts
donations at the hospital where she will
deliver or accepts mail-in donations (sec the
list on our website),
2. Register before the third trimester of

pregnancy, and
3. Pass a health history screening.

Who is eligible to preserve cord
blood in a family bank?

Except in cases of rare medical complications,
most mothers are eligible for family (also known
as private) cord blood banking. No marter whene
you live or where you will deliver the baby, you
c2n obrain a coilection kit to take with you to the
hospital which includes instructions on how to ship
the blood to the lab. If you do wish to bank privately,
be sure to discuss vour decision with your delivery
team and check if there are any special requirements
at the hospital where you plan to deliver.

Suppose someone in my family
has a disease which can be
treated with cord blood?

If there is a chance that your baby’s cord blood
might be needed to treat a family member, then you
10y be eligible to receive free cord blood storage in
a bank which offers a related donor program. Check
our website for lists of these charitable programs, In
order 1o qualify you will need 10 have the patienr’s
doctor fill out an application.

What choices do I have for the
storage of my child's cord blood?
You atways have the choice to do nothing and let
the card blood be discarded afier birth. The choice
to save the bipod for the family is usually open
t any family that can afford the cost The choice to
donate to 2 public bank is only available to mothers
who meet the cligibility eriteria. Whatever choices
you have and whatzver decision you make, remember
there is no single correct answer for all families.
Only you know which choice feels right for you
and your family.
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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 biocd
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 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.

Oniy 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 transpiant.

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
N 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 matich 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 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 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. '

« 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 multi-
racial Americans, most of whom are not yet adults.

Cord biood 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/medica1/medmotiv.shtm|?navid=34#universa|bank
Last maodified: o6.January 2011 Copyright 2000 - 2011 Frances Verter
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- For a personal consultation, please call: et
FamilyCord  800-490-CORD cers

P 7
aCalifornia Cryobank Company To speak with a Cord Blood Educator

Gord Blood Stem Celts Cord Blood Stem Cells Overview

why Bank Cord Biooed

Treatahle Disease List Stem cells have the power to save lives ' h
Cord Blood Success Video Stem celis are the "building blocks of life" thal regenerate and form

all other lissues, organs, and systems in the body. Ongoing stem cell
Step-by-Step Overview research 15 increasing scientific understanding about how healthy

cells develop and replace damaged cells.
Cord Blood Cosis

Free Cord Bliood:
Immedlate Need Program

Parsonalized Tour

Cond Blootl FAQs Given that cord blood stem celis have the unique ability to develop into other cell types, these stem cells hoid
the potential for treafing some of the most common diseases. Initially, cord blood stem cells were primarily
Glossary used to treat blood cancers, but research scienfists are now exploring treatmenis for a wide variety of

diseases including cerebral palsy, diabeles, hearl disease, stroke, and spinal cord injury,

Umbilical cord blood offers a perfectly natural, controversy-free method of acquiring stem cells. Until recently,
the umbllical cord and its stem cells were discarded as medical waste. Today, doctors wordwide recognize

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

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

oo
Tlymphocyle kier gell

White blood csiis

-

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

demonstrate that stem cells fransplants are more successful when the stem celis come from a famity
meamber rather than from a nonretated donor.

Prvate 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 matehing donor.

Cord blood stem cells are not only valuable now, but they are also considered one of the most promising
medical treatments of the future. Published research studies 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
B00-480-CORD {2673)

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

__Tofal Storage Cost "~
5125

5375

$1,800

Profess:onal Medical Courier Fee

$150
@& E Processing Fee (Includes FDA & AABB reoommended testmg) ; $1 550

Discounts & Promotions

“SelectOne T eserption T isseunt

; Smgle Baby $0

Mllﬂaly (D Requnred) | $400

Siudent (ID Required) ! $400

s IS

Healthcare Provider (ID Required) ; $500

! e \ Twins (Total $1000, $500 each child) ! $500
C | Triptets (Total $1800, $600 each child) $600

- i . 2, e
w c Repest Gord Blood Cient $600

: !

I - ]
\

]

! C: i Promntmn Code eg. nuzosgxz)*r

N/A

Total Fees " §2425

Gt Cardi(s) -

i Card number(s)

"if EamilyCord cannot siore the cord biood for any reason, clisnt will oniy pay the $150 enroliment.

Belect Paymont Option _

i Select One i Option ] Payment Details
g e : e _..f, APt sk ¢ e b e s imrmra — . —— - -

i® 5150 due at enrafiment.

! “ ! Payment in Full s “Remaining balance of $2,275 will be charged on credit card when cond blood is

received and processed, Credit card will be charged unless check has been

E received prior 1o processing.

e $150 is due at enroliment
i® $200 is due when cord blood is received and pracessed (Initial Payment)
(e Rema:mng ba!anoa paud monthly and mcludes a $5 per month administrative fee

e el

el ; 12-Month Payment Plan 5 .
‘ (availabie for ali 3t°f898) $194.09 par tmonth for the remalnlng 11 months

e S ..? [
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. INATIONAL
' MARROW'
DONOR
"ROGRAM®

Entrusted to operate the C.W. Bilt Young Cell Transplantation Program,
Including Be The Match Registry®

The Honorable Margaret Sitte
North Dakota Statc Scnate
208 Avenue ¢ Wesl
Bismarcl, NI 58501-2400

The Honorable Lois Delmore

North Dakota House of Representatives
R0O8 Avenue C West

Bismarck, ND 58501-2400

February 2, 2011
Re: Educating expectant mothers about umbilical cord blood banking (SB 2215}
Dear Senator Sitte:

On behalf of the National Marrow Donor Program (NMDP), I am contacting you today
regarding your legislation, $B 2215, which would require health care professionals o and
the state Department of Healih (via a pamphiet) 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 (o
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 urnbilical cord blood banking options. We applaud your efforts to raise that
awarencss. However, we are concerned that as drafied, 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
mformation would not be able to donate their baby’s cord blood unit publically, and instead
would either 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 cxpectant mothers/parents about cord
blood banking. While these laws 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 thal 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, Washington, D.C. 20004
Phone: (202) 63B-0656 * Fax: (202) 638-0641 « a-mail legislation@nmdp.org + marrow.org/leglsiation

The National Marrew Donet Progieum® is an AfMirmatve Action/Equal Opporumily Employar 11345 BAY 2014




The Honorable Margaret Sitte
The Honorable Lois Delmore
North Dakota State Legislature
Page2 -

parinerships with existing public cord hiood banks and focal hospitals in their communities
and by appropriating additional resousces for the coliection and storage of donated cord
blood units. A comprehensive cord blood banking program within a state shouid 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 bloed
collection.

Agpain, the National Marrow Donor Program applauds your cfforts 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 in your state.

The NMDP is here to assist you as you pursue these efforts. We would welcome the
opportunity Lo speak with vou directly about this legislation, und look forward to working
with you to increase the number of cord biood units available 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 email at mspencer@nmdp.oty.

Sincerely,

) .

//(« ((ML W’CM/\

- Mara D. Spencer, Director
Legislative 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
condrtlons Type | diabetes and cergbral paisy. o . O

*" Both the versatrllty and avaslabrlrty of umbilical cord blood stem cells make them
a potent resource for transplant theraples Transplants using umbilical cord blood stem
ceIIs are less prone to rejectlon than erther bone marrow or penpheral blood stem ceHs
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 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 cell transplant. Collecting
a baby's cord blood poses few, if any, risks to either mother or baby. If the cord blbod
isn't collected for preservation or research, it's simply discarded. Donating cord blood to
a pubilic 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 i1s
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 celis (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
lllinois 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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Home > Cord Blood Information > Options for Umbitical Cord Biood Banking and Donation

Options for Umbilical Cord Blood Banking and Donation

Blood from the umbitical card 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 catied 2 BMT), replaces a patient's diseased cells with healthy cells.

The umbilical cord is routinely discarded after the baby is born — uniess 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 bloed bank is available to
patients who need a transplant. The donation process is free fo the parents donating the umbilical cord
blood. Today, however, only certain hospitals are able to collect umbilical cord blood for storage in
pubtic cord blood banks. Learn about Donating Umbilicat Cord Blood.

« Stored in a family (private} cord blood bank. Cord blood 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 biood 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. Coliecting 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 laboratory 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 fransplant.) 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 Adminisiration, U.S. Department of Health & Human Services.

httn://bloodcell transnlant_hrsa_cov/CORIYOntions/index html 2/5/2011



What is the Parent’s
Guide to Cord Blood
Foundation?

We arc the only erganization in the United
States which maintains databases of both public
and farnily {also known as private) cord blood banks.
Since 1998, our website has provided parents with
accurzte medical information about cord blood
banking options. Our founder, Franess Verte, PhD,
is both a mother who [ost 2 child to cancer, plus
a scientist who studics and publishes on the topic
of cord blood stem cell preservation.

The information in this pamphlet was reviewed
by the Scientific and Medical Advisory Panel
of the Parent's Guide to Cord Bicod Foundation.
Our pangl includes prominent doctoms and scientists,
as well as nurses and educators who work closely
with expectant parents, The Foundation s a
501{c}(3) non-profit chanity and your donations
to our education mission zre tax deductible.

Where can I find
more information?

ParentsGuideCordBlood.org

23110 Georgia Ave,
Brookeville, MDD 20833
info@parentsguidecordblood.org

This space ta be ured for a sticker greing the name and address of your
tmedical practice, state’s department of bealth, or other organization.
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The primary mission of the Parent’s Guide to
Cord Blood is to educate parents with accurate
and current information about cord blood medical
research and cord blood storage options.

The second mission of the Parent’s Guide to Cord

- Blood is to conduct and publish statistical analyses
{risearch or policy dreeloprients which:

The Parent's Guide to Cord Blood
is dedicated in memory

The blood i a by wmbilical cord bas the
power to save fives. By choosing to bank this cord

Hload, parents conrdd help their ebilid, a family

member or even a stranger. Many stites tn the

What are cord blood stem celis?

The umbilical cord and placenta are rich
sources of stem cells. These are different from
both the embryonic stem cells in a fertiized egg
o any stem cells obtzined from a child or adult
person. The stem cells in cord blood can grow
into blood and immune system cells, as well as
other types of cells.

US huoe passed lnaes rEqm'ring expectant parents

What is “cord biood"?

The term "cord blood” is used for blood that is
drawn from the umbilical cord and the placenta
after 2 baby is born. Up until recently this
afterbirth was discarded as medical waste. Cord
blood contains stem cells which may be frozen for
later use in medical therapies, such as stem cell
transplanzation or regenerative medicine.

to receive information about cord biood banding.
T#is brochure is hifended to address the educa-
tinnal veguivements of these lates a rel to ansteer

many guestions that parents-to-be may have.

Please ask your bealth care ,ﬁrwi:!rr abeul

your aptigns for hanking your child % core flood.



How is cord bleod
collected and banked?

Cord blood collection does not cavse harm or
pain to cither the mother or the baby. Blood is
drawn from the umbilical cord after the baby is
delivered and the cord is clamped and cut. The
stem cells in cord blood remain viable for a couple
of days at room temperature, providing sufficient
time for the blood to be shipped to a lzboratory in
another city or state. At the laboratory the cells are
processed and cryogenically frozen. Once frozen,
stem cells remain viable for decades.

How are cord blood
stem cells used today?

Today a growing percentage of stern cell trans-
plant patients are receiving cord blood to cure over
70 discascs. Seventy percent of patients who need 2
transplant of bleod-forming stem celis do not have
a matching donor in their own family, and their
physician must search public registries of donoer, The
Natipnal Marrow Donor Program {www.marrow.org)
ts dedicated to matching US patients with donors
of cither bone marrow or cord blood from anywhere
in the world ‘Therr is a shortage of bone marrow
donors who match minority patients. Cord blood
donations are very heipful ro patients of minority
o Mixed heritage, because cord blood cells do not
have to be matched as closely to the patient as cells
from an adult bone marrow donor.

How may cord blood stem
cells be used in the future?

Medical research is developing new therapies
where stem cells help the body to repair itself,
called regentrative medicine. Sp far, these therapies
require the patient’s own stem cells, not those from
a donor, Children who have their own cord blood
in storzge may have more medical aptions later
in life. Currently clinical rials for Cerebral Palsy
and Type 1 Diabetes are being conducted using
child's own cord blood

Can my child use his/her
own cord blood?

Most of the diseases for which chiidren receive
stem cell ransplants, including most cancers
and all genetic diseases, require that the cells
come from another person, not the patient.
Transplants among adults are split prerty evenly
between transplants with the patient's own cells
and transplants from a matching donor. At present,
the odds that a person will have any type of
transplant of blood-forming stem cells before age
20) are about 1 in 1700, whereas by age 70 the
odds are 1 in 200. In the furure, if cord blood is
routinely used for regenerative medicine, then
the odds of personal use could increase gready

What types of banks
store cord blood?
There are two types of cord blood banks:

1. Public banks
2. Family banks

Public banks store donated cord blood for
potential use by transplant patients. The blood is
Listed in a registry by its tissue type, and the donor
remains anenymous. Over half the donations
received hy public banks are too small to qualify
for leng-term storage and arc used for research
or discarded. If you give your child's cord blood
to a public bank, your donation may save a life, -
but you have no guzrantee that you can retrieve
the blood for ure by your family later.

Family banks store cord blood with a link to the
identity of the donor, 5o that the family may retrieve
it later if it is needed. The parents have custody of
the cord blaod nntil the child is an adult. The cond
blood might romeday be needed by the donor baby,
or it could be used by a relative who is a closc
enough match to receive a transplant from the
donor (typically a sibling).

What are the costs of
banking cord blood?

Public banks do not charge parents for donating
cord blood. Some public banks receive support from
government grants, and they charge on average
$28,000 when a cord blood collection is released
for a transplant. The costs of the transplant are
charged to the patient’s health insurance.

Fatnily banks charge parents between $1000 2nd
$2000 to process and store cord blood privarely.
‘There is also an annual storage fee of about $125.

Who is eligible to donate cord
blcod to a public bank?

In order to donate to 2 public cord blood bank,

the mother must

1. Contact a public bank which either accepes
donations at the hospiral where she will
deliver or accepts mail-in donations (scc the
list on our website),

2. Register before the third trimester of

pregnancy, and
3. Pass a health history screening,

Who is eligible to preserve cord
blcod in a family bank?

Except in cases of rare medical complications,
most mothers are eligible for family (alse known
as private) cord blood banking. No matter where
you live or where you will deliver the baby, you
¢an obtain a collection kit to zake with you to the
hospital which includes instructions on how to ship
the blood to the lab, If you do wish to bank privately,
be sure to discuss your decision with your delivery
team and check if there are any special requirements
at the hospital where you plan to deliver.

Suppose someone in my family
has a disease which can be
treated with cord blood?

If there is a chance that your baby’s cord blood
might be needed to treat a family member, then you
may be eligible to receive free cord blood storage in
a bank which offers 4 related donor program. Check
our website for lists of these charitable programs. In
order to qualify you will need 1o have the patient’s
doctor fill out an application.

What choices do I have for the
storage of my child's cord blood?
You always have the choice to do nothing and ler
the cord blood be discarded after birth. The choice
to save the blood for the family is usnally open
to any family that can afford the cosz. The choice to
donate to a public bank is only available to mothers
who mecet the eligibility eriterz. Whatever choices
you have and whatever decision you make, remember
there is no single correct answer for all families.
Only you know which choice feels right for you
and your family.
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1. Why bank cord blood?

Birth is a one-time opportunity to help society by donating your chiid'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 biood. 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 cells, then children
whose parents saved their cord blood will have better access to those treatments.

Thére 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 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 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 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 biood 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 cells to transplant a large
child or small adult. This web site has a page explaining the optimum transpiant
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 aduits 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 cel! fransplant 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.

« Another group which is not well represented in the registry of adult donors is multi-
racia! 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: 06, January 2011 Copyright 2000 - 2011 Frances Verter
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aCatlifornia Cryobank Company To sprak with a Cord Biood 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 ' -
Cord Blood Success Video Stemn cells are the “building blocks of life" that regeneraie and form

all other tissues, argans, and systems in the body. Ongeing stem cell
Step-by-Step Overview vesearch Is increasing sclentific understanding about how healthy

cells develop and replace damaged cells.
Cord Blood Costs

Froo Cord Bloed:
limmodiate Need Program

Personalized 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 treafing some of the most common diseases. Intially, cord blood stem cells were primarily
Glossary used to treat blood cancers, but research scientists are now exploring freatments for a wide variety of
diseases Inctuding cerebral palsy, diabetes, heart disease, stroke, and spinal cord injury,

Umbilical cord blood offers a perfectly natural, controversy-free method of acquiring stem cells. Uﬁﬁl recently,
the umbllical cord and s stem cells were discarded as medical waste. Today, dectors woridwide recognize

that cord biood stem cells can aid in the treatment of numerous diseases by helping to generate healthy 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 genelic match to your baby, with
no risk of rejection.

A
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White blood calta

There I& also the strong possibility that the stem celis will be a match for siblings. Clinical studies

demonstrate that stem cells transplants are more successful when the stem cells come from a famlily
mermber rather than from a non-related donor.

Private storing your cord blood means it will be available when you and your family need i, ailowing
tfreatment to begin almaost immediately without lasing 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 treatments of the fulure. Published research siudies esfimate 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 sducator online or at
800-480-CORD (2673)
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Seloct Storage Package (Renrewal storage packages avaiiable : at the then current rate.)
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“Years of Storage | Annuai Storage Cost____ 1" Tofal Storage Cost

-

5 r i 1 ; 125 $125

C i 3 : 5125 ! $375

5 ' $115 : 5575
! - ; 10 : $100 ; $1.000

$80 S $1,800

[} | Professional Medical Courler Fee
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] " Cand umbers)

T FamilyGord cannot store the cord blood for any reason, ciient will only pay the $150 enroliment. T

Selact Payment | Dpﬂun

,  Select One 1 Option i Payment Details
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i i® $150 due at enroliment.

I ! Payment in Full =o -Remaining balance of $2,275 will be charged on credit card when cord bloed is
L 1

! received and processed. Credit card will be charged unless check has been
i [ received prior to processing.

" ‘e $150 is due at enraliment

;e $200 is due when cord blood is received and processed {Initial Paymant)

; 5'0 Remammg balanea paid monthly and includes a $5 per month admlmstratwe fea
RO——— . VR A L -

- i 12-Month Paymenl Plan ' R 12‘”'0“‘“ Plan/5 Year Package
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Attachment S

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 ceils.

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 unique in Spain. “The use of stem celis 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 celis 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.



