New England

Hemophilia

Association

o

Join
NEHA’s
Rapid
Response
Network

¢ Make your
voice heard,
join NEHA’s
Rapid
Response
Network.

¢ To becomea
member of the
Rapid
Response
Network,
email Wendy
Owens,
NEHA’s
Advocacy
Coordinator

Inside this

issue:

Get Involved! 2

Six Practical 2
Steps on
How to

Newsletter 3
Sign-up

Advocacy in Action

Volume 1, Issue

1

June 201

NEHA Launches the Rapid Response Network

The New England Hemophilia
Association (NEHA) launched
its Rapid Response Network of
volunteers to participate in its
advocacy activities in Connecti-
cut, Maine, Massachusetts,
New Hampshire, Rhode Island
and Vermont.

Political decisions play a major
role in the treatment of bleed-
ing disorders. We have the
power to impact these deci-
sions, but it takes action. Policy
makers need to hear from us;
we can have a significant im-
pact on the legislative process
by making our elected officials
aware of our community’s
needs.

You do not need experience or
a degree in political science to
get involved! All you need is
your story, your personal ex-
perience, and your commit-
ment to improving the quality
of life for persons with bleed-
ing disorders and their families.
NEHA has formed the Rapid
Response Network so that it has

volunteers ready and willing to
call or visit legislators’ offices,
write letters or emails in sup-
port of (or opposition to) a
particular bill or issue, and
provide testimony at hearings.
We need you to join the Rapid
Response Network.

New Hampshire, Vermont, Maine,

Massachusetts, Connecticut, Rhode
Island State Houses

To help our Rapid Response
Network volunteers feel confi-
dent, knowledgeable, and read)y,
NEHA will provide regular
advocacy training sessions at
special events and at a location
near you. These training ses-
sions will give our volunteers
(1) the basics of advocating for
public policy initiatives that aid
the bleeding disorders commu-
nity and (2) the resources to

NEHA Legislative Days

NEHA held its third annual
Massachusetts Legislative Day
at the State House on May 12.
The event was a success with
NEHA members, Massachu-
setts legislators, and legislative
staff in attendance. NEHA
held an advocacy training ses-
sion for NEHA members prior
to the briefing portion of the
event. Members learned what a
lobbyist is, received tips on
educating their elected officials,

and were briefed on the bleed-
ing disorder bills before the
Massachusetts legislature. Dur-
ing the briefing, NEHA mem-
bers acquainted legislators and
their staff with bleeding disor-
ders and made them aware of
the community’s needs and
interests. In addition, members
advocated support for the two
bleeding disorder bills before
the MA legislature (HB 4590
and SB 567). Representative

help you get involved in
NEHA'’s advocacy activities in
whatever way you can. NEHA
will also create online resources
and tools for volunteers to
access whenever they need
them.

To keep the community in-
formed of advocacy issues in
each of the New England
states and at the federal level,
NEHA will send out a bi-
monthly email newsletter, Ad-
vocacy in Action, and post this
information online. Should
immediate action be needed,
NEHA will send out “Call to
Action” alerts asking for the
support of volunteers. These
alerts will also appear online.

All Rapid Response Network
communications will be sent
via email. If you would like to
become a member of the Rapid
Response Network, please contact
Wendy Owens, NEHA Advo-
cacy Coordinator,
wowens@newenglandhemophi

lia.org.

Anne Gobi, sponsor of HB
4590, spoke at the event in
support of her bill and the
community. NEHA is recog-
nized at the New England state
capitals as a major voice of
progress and change for the
region’s bleeding disorders
community. Join us in the fall
of 2010 for Connecticut Legis-
lative Day. Look for details in
the next bi-monthly issue of
Adyocacy in Action.


mailto:wowens@newenglandhemophilia.org
mailto:wowens@newenglandhemophilia.org
mailto:wowens@newenglandhemophilia.org
http://www.mass.gov/legis/bills/house/186/ht00pdf/ht00915.pdf
http://www.mass.gov/legis/bills/senate/186/st00pdf/st00567.pdf
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NEHA members at the
Capitol Building in
Washington, DC, in
February 2010

“Much of lobbying is

listening, looking for
indications of the
elected official's
views, and finding
opportunities to
provide good
information.”

- Common Cause,

1989

Advocacy
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Federal

On Match 15, Congress-
woman Carolyn McCarthy
(D-NY) introduced H.R.
48406, the Bleeding Disorder
Screening, Awareness, and Fur-
ther Education (SAFE) Act of
2010. This legislation will
improve the quality of life
for Americans with bleeding
disorders by promoting
screening of adolescents and
young adults, raising awate-
ness among health profes-
sionals, and by augmenting
and expanding research. To
get involved, click here.

Connecticut

Join NEHA members and
others on the Connecticut
task force of the Standards
of Care for Bleeding Disor-
ders bill. Contact Wendy
Owens to learn how you can
get involved and help sup-
port this important piece of
legislation in Connecticut.

Maine

Learn more about how to
make healthcare in Maine
affordable from the non-
profit Consumers for Af-
fordable Healthcare.

Massachusetts

Contact your legislators and
urge them to support House
Bill 4590 (An Act Relative to
Coverage and Standards of
Treatment of Persons with
Bleeding Disorders) and Sen-
ate Bill 567 (An Act Relative
to the Hemophilia Advisory
Committee).

Vermont

Just passed: a healthcare bill
that includes designing new
healthcare models for the
state and expanding the Blue-
print for Health program.

6 Tips on Lobbying Your Elected Official

Speaking to your elected
officials should be a positive
experience. Follow these 6
steps for a good meeting:

Step 1: Establish your agenda
and goals. Know what sub-
ject you are going to address.
Don't ovetload with issues --
stick to no more than 2 or 3.
Decide what you would like
to get out of the visit, i.e.,, a
commitment to vote for
your issue, leadership on the
issue, or you may decide the
visit is simply informational.
Allow time for small talk at

the outset, but not too much.

Remembert, it's your visit. If
it is a group visit, decide who
will start the discussion and
put your agenda on the table.

Step 2: Listen well. Much
of lobbying is listening, look-
ing for indications of the
elected official's views, and
finding opportunities to pro-
vide good information. If
you are meeting with a silent
type, draw her/him out by
asking questions. If you are
confronted with a long-
winded type, look for open-

in Action

ings to bring her/him back
to the point.

Step 3: Be prepared, but
don't feel that you need to
be an expert. Most elected
officials are generalists, like
many of us. Do your home-
work, but don't feel that you
need to know every little
detail of an issue. Air pet-
sonal feelings and experi-
ences where appropriate.
Relate the concerns of your
friends and members of the
community. Know when to
admit "I don't know," and
offer to follow up with the
information. Be open to
countet-arguments, but don't
get stuck on them. Don't be
argumentative or confronta-
tional.

Step 4: Don't stay too
long. Try to get closure on
your issue. If you hear what
you had hoped for, express
your thanks and leave. If you
reach an impasse, thank her/
him, even if disappointed,
and say so. Leave room to
continue the discussion an-
other time.

Step 5: Remember you are
there to build a relation-
ship. If the elected official is
in favor of an issue you've
been involved in or has sup-
ported your position in the
past, be sure to acknowledge
your appreciation during the
course of the visit. If the
opposite is true, think of the
phrase, "No permanent
friends, no permanent ene-
mies." Someday, on some
issue of importance to you,
s/he may come through. In
the meantime, your visit may
prevent the official from
being an active opponent. In
other words, you may help
to turn down the heat on the
other side.

Step 6: Follow-up is im-
portant. Be sure to send a
thank-you note after the
visit. If commitments were
made in the meeting, repeat
your understanding of them.
If staff members were pre-
sent, write to them too. They
can often be important allies.

- Common Cause 1989

N

- . S S e e e e e e e e e e e

~

— e o o O EEE EE EE EE EE EE EE EE EE EE EE EE EE EE Em o e e


mailto:wowens@newenglandhemophilia.org
mailto:wowens@newenglandhemophilia.org
http://gomembers-ecommunicator.com/ct/e1B6_h91Zmv6/ActNow
http://www.mainecahc.org
http://www.mainecahc.org
http://www.mass.gov/legis/bills/house/186/ht00pdf/ht00915.pdf
http://www.mass.gov/legis/bills/house/186/ht00pdf/ht00915.pdf
http://www.mass.gov/legis/bills/senate/186/st00pdf/st00567.pdf
http://www.mass.gov/legis/bills/senate/186/st00pdf/st00567.pdf
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Sign-up to Receive Your Copy of Advocacy in Action!

NEHA will send out to the Advocacy in Action newsletter on a bi-
monthly basis to NEHA members and members of the bleeding dis-
orders community who wish to receive it.

If you would like to receive this newsletter, please email Wendy
Owens at wowens@newenglandhemophilia.org. The newsletter will

only be available in electronic format. Should you have any ques-

tions, please do not hesitate to contact the NEHA office. Thank you  Stay up-to-date on whatis going on with
X advocacy that effects you and your fam-
for your interest. ily, sign-up to receive NEHA’s Advocacy

in Action newsletter.
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The New England Hemophilia Association is
dedicated to improving the quality of life for
® ' persons with bleeding disorders and their fami-
‘ , lies through education, support, and advocacy.
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Phone: (781) 326-7645
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Fax: (781) 329-5122
info@newenglandhemophilia.org

www.newenglandhemophilia.org Advocacy in Action is a publication of the New Eng-

land Hemophilia Association. Corrections, submis-
sions, suggestions, and volunteers to help with pro-
duction are gratefully accepted. Please address all
correspondence to the NEHA office, or to
info@newenglandhemophilia.org.
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