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Preamble: Using this handbook

“Advocacy” is a way to influence a decision that is favorable to you. For the ARVO community,
advocacy is used primarily to increase eye and vision research funding.

In the United States (US), ARVO has engaged in many NAEVR advocacy activities to expand
awareness of eye disease and vision impairment and to increase vision research funding. ARVO
offers this handbook to members and others to help increase vision research funding worldwide.
This publication presents potential advocacy activities and accompanying examples (highlighted
in the text and included in the appendices). These examples are not meant to “export” a specific
US-style of advocacy, but are presented as information for the reader to consider in establishing
or expanding vision research advocacy activities in their home country or region, whether as an
individual effort or through collaboration with fellow researchers or vision-related educational or
patient organizations.

ARVO prepared this handbook using these assumptions:
= ARVO is extremely sensitive to and respectful of the vast cultural differences among
its membership, especially as they relate to political systems and ways to communicate.
The examples used may provide a basis to develop activities that best influence research
funding within the home country or region.

= Advocacy by its very nature involves education. This publication’s examples can be used
to establish or expand educational programs on the value of vision research, even if they
are not used specifically to influence funding decisions.

= Advocacy programs can influence decision-makers in both public and private funding
organizations in the home country or region, as well as international funding
organizations.

= As many countries are just embarking on advocacy programs — whether to establish
national funding entities or to encourage increased funding by existing public or private
sources — these examples can be tailored to address a specific purpose.

= The vision health message is broad, encompassing research, prevention, diagnosis and
treatment, rehabilitation, access to healthcare, quality of life and economic burden. This
handbook focuses on advocacy for eye and vision research funding.

= Before an individual engages in advocacy, he/she should determine whether this activity
is permitted within his/her terms of employment, especially if he/she is affiliated with a
publicly funded academic institution or serves as a government advisor.

= [Ifa group of researchers forms a home-country/region organization devoted to vision
research advocacy, they should understand and comply with government regulations,
especially if contributions are solicited.



Preparation is key to effective education and advocacy. This document first identifies how
advocacy can be used and then considers the components of developing and sharing an advocacy
message, such as:
=  Who will be the target of your message (ranging from an individual to the general
public)?
» What are your advocacy messages and what are the core components?
= When should advocacy messages be used, (ranging from certain times in the
budget/funding cycle to an ongoing program of education and advocacy)?
= Where can your advocacy messages be used (ranging from written and electronic
communications to press and public events)?

The “Advocacy in action” section focuses on how to share your message, which includes some
helpful hints about the mechanics of message delivery.

Some phrases have been abbreviated.

=  “Vision research” implies “eye and vision research”

= “Eye disease” implies “vision impairment and eye disease”

=  “Press” implies a variety of written and electronic media

= “NEI” refers to the National Eye Institute within the US National Institutes of Health
(NIH)

= “Coalition partners” is a term that refers to organizations with which you can work
collaboratively to expand your advocacy message. These can be educational foundations
or patient organizations, whether devoted solely to vision issues, chronic disease issues,
(for example, diabetes) or social/gender/aging/ethnic diversity issues.



Introduction: An Invitation
to advocacy

As noted in the Preamble, “advocacy” is used to influence a decision that is favorable to you.
Advocacy for vision research funding can be

conducted as a formal and/or informal effort.

conducted as a one-on-one and/or group effort. The latter engages fellow researchers or
other organizations interested in vision health issues, such as vision advocacy or patient
organizations or advocacy groups with similar interests (aging, ethnic health or vision
health implications of chronic diseases, such as diabetes).

focused on support from home country/region public or private entities and/or
international public or private funding entities — or a combination.

engaged in a wide range of communications, including personal letters and visits; formal
testimony and position papers; fact sheets; educational and advocacy events; and press
releases geared toward educating the public and expanding the community of support for
vision research funding.

Why advocate for vision research funding?

Expand education and awareness

Incidence of eye disease. This can be expressed in both current and future statistics that
include the impact of changing demographic factors, such as aging of the population;
increasing ethic diversity; nutrition and lifestyle (obesity, stress, smoking); environmental
hazards (e.g., air/water/sunlight); and economy/workplace factors (such as change from
an agricultural to an industrial or service-based economy).

Economic and social burden of eye disease. This can be expressed in both quantitative
and qualitative terms, such as direct and indirect healthcare costs; impact on productivity,
independence and quality of life; and impact on regional and global competitiveness.
Vision needs that are still unmet. Based on the factors cited above. Such a quantitative
and qualitative assessment can be used to identify the adequacy of the country’s vision
health care/social services system, from research to diagnosis and treatment,
rehabilitation, productivity and quality of life.

Current and needed eye disease prevention, diagnosis, treatment and rehabilitation
programs. Increasing awareness of existing programs not only benefits individuals, but
serves as a basis to identify additional needs that may be met through public and/or
private support.

Build public demand that can influence government support

Adequacy of current government investment in vision. Includes funding for assessing
the country’s vision health and its impact on the economy; funding for basic and
translational vision research; funding for vision prevention, diagnosis, treatment and



Build

rehabilitation programs; adequacy of vision care in the country, whether in public or
private healthcare settings; and access to care issues.

Adequacy of the vision research/vision care
scientific infrastructure. Evaluates the
country’s system for training and funding
researchers and whether its vision health system
relies on the application of research from outside
the country.

Assist the government in identifying vision
priorities by emphasizing the importance of
research funding to the ultimate effort to prevent
eye disease and to save and restore vision.
Emphasize the cost-effectiveness of vision
research to assess if investment in vision
research can delay, save or prevent direct and
indirect healthcare expenditures, as well as
improve the quality of life.

private vision research funding support

Example: Appendix A

On April 23, 2008, ARVO provided
testimony to the US Senate Labor,
Health and Human Services and
Education (LHHS) Appropriations
Subcommittee (with jurisdiction
over NIH funding) that emphasized
the chilling effect on young
investigators and clinician scientists
in vision research due to flat NEI
funding during the past five funding
cycles.

Gain credibility with private funding sources. They may be more likely to consider
funding vision programs that are supported by well-documented examples of need within

the country.

Gain credibility with potential advocacy partners. This includes those that may not be
vision-focused, but have an interest in some aspect of health or demographic trends
related to it, for example, organizations related to aging, ethnicity, gender health or

specific chronic diseases, such as diabetes.

Expand sphere of influence and foster collaboration

Whatever resources are available for an advocacy program, a well designed effort can bring
focus and credibility to an issue domestically and internationally, thereby expanding the sphere
of influence and potentially engaging the collaborative efforts of other organizations.



Developing and implementing
an advocacy plan

To achieve your goal, you need to develop a well designed advocacy program. This involves
answering four simple questions:

Who will be the target of your message (ranging from an individual to the general
public)?

What are your advocacy messages and what are the core components?

When should advocacy messages be used, (ranging from certain times in the
budget/funding cycle to an ongoing program of education and advocacy)?

Where can your advocacy messages be used (ranging from written and electronic
communications to press and public events)?

Who? Advocacy targets

First, an advocacy program must identify targets — who are you attempting to influence and what
is the most appropriate way to reach that target (whether it is an individual, a governing body, an
academic institution, a philanthropic board, etc.)?

Government/public funding sources

A. Home country public sources could include members of a legislative body, executive

branch officials (ministries of health, education, aging, defense, etc.), a specific
government health or research agency, government regulators and payers or academic
institution officials (if a publicly-funded academic institution). Note that staff members
are often just as important (if not more so) than the individual you are attempting to
influence. For each of these, you should consider several questions.

Legislators

=  What is the process by which legislative decisions regarding nationally funded vision
research are made? For example, how is the national budget developed and how are
decisions made regarding vision research spending — whether from a health or
education budget? Is the legislative body the primary advocacy target?

= Are there dedicated committees and staffs that develop budget and spending
recommendations? How does an individual or organization provide input into that
process, whether informally or formally? Do the legislators take their guidance from
these committees, or do they exercise discretion? Are these committees a primary or
secondary advocacy target?

=  What are the deadlines and filing requirements for making budget requests? What is
the required format and content of such requests? What are the key times to influence
the process? (See When? section below.)

= Consider how you can position your activities so you are seen as assisting the process
and improving the outcome, especially with respect to the country’s vision health care



system. One way to establish credibility is to volunteer to serve on a government-
sponsored committee or task force in the health arena.

Executive branch officials/ministries (health/social programs, education, defense,

agi

ng)

What degree of influence and discretion does the executive branch/ministry official
have with respect to budget and spending? Do they merely implement programs? Do
they use their positions to influence decisions, even if funding is ultimately

determined by legislators?

Example: Appendix B

Since the Fiscal Year 2006
funding cycle, NAEVR has
advocated for defense-related
eye and vision research,
specifically that it remain
eligible for peer reviewed
funding through the
Department of Defense (DOD)
Peer Reviewed Medical
Research Program (PRMRP).

Is this government department or
individual a primary or secondary
advocacy target? Even if an official
cannot directly influence the budget
process, he/she may influence public
opinion on health and social programs.
Are there key defense programs related
to vision, which is vital to direct
battlefield and combat-support
functions? Is this a potential source of
funding?

Government health or research agency, government regulators/payers

What degree of influence and discretion do
individuals at the government agencies with
jurisdiction over health have (for example, health
care or health research agency or the health care
products regulatory and payment agencies)? Is there
much discretion, or do they merely implement
programs?

Is this government department or individual a
primary or secondary advocacy target? Even if an
official cannot directly influence the budget process,
he/she can influence public opinion on health and
social programs and therefore might be an important
target. For example, can the results of vision
research affect faster ophthalmic product approvals?
Especially if these government programs are cash-
strapped, consider how well-developed incidence
and economic burden data can assist these officials
to better understand where an investment in vision
research can ultimately improve the quality of life
and prevent, delay or save costs.

Example: Appendix C
On March 13-14, 2008,
NAEVR joined with ARVO
in conducting a joint
meeting between the NEI
and the US Food and Drug
Administration to consider
alternative endpoints in
clinical trials for new
glaucoma drug therapies
and devices. NAEVR also
followed up with letters to
the Directors of the NIH
and FDA, as well as to the
US Congress, emphasizing
the cost-effectiveness of
vision research in
potentially reducing the
time/cost of clinical trials
and expediting new
products to patients.




Academic institution officials

= Determine if research funding is prioritized and managed at a centralized or
decentralized level, and target appropriately with a message about the value of vision
research.

= As appropriate, note the collaborative nature of vision research with other key
research areas, not only to seek funding but to demonstrate the cost-effectiveness of
the research.

B. Regional government/multi-country alliance public funding sources
The best example of this may be the European Union and whether it plans to fund health
and social programs that affect its membership broadly. If it provides funding for
programs that address the aging population, developing an advocacy message about the
impact of aging on vision may assist in securing research funding.

The questions posed so far as to the process and primary and secondary targets of
advocacy also apply in this case, especially for understanding how to identify and
influence the individuals and/or committees involved in decision-making.

C. International public funding sources
Because organizations such as the World Health Organization and UNICEF are
inherently tied to multi-government funding, they could potentially serve as a source of
funding as well as key data (for example, incidence and economic burden), collaboration
and information exchanges that can strengthen your advocacy message. Participating in
committees associated with these organizations can facilitate opportunities to benchmark
with representatives from other countries on effective advocacy programs, just as there
are at the ARVO and International Agency for the Prevention of Blindness (IAPB)
Annual meetings.

The questions presented in Section A above also apply in this case, especially to increase
understanding of the process and identify the individuals involved in decision-making.

Example

The best example of a one-on-one government exchange may be the ARVO-
Indo Collaborative Research Program, an effort between the NEI and the
Indian government to increase funding for vision research. In summary, ARVO
received funding from an NEI cooperative agreement grant to hold two
conferences aimed at increasing collaboration between US and Indian vision
researchers. This ongoing project, which includes a Joint Working Group and a
session at the ARVO Annual Meeting, also provides grants funded
cooperatively between the two countries. Note: Even if collaborations with
another country’s vision research public funding source may not yield
significant financial resources, it could yield potentially valuable incidence
data, translational research opportunities and useful training exchanges.




Private vision research funding sources

A. Private home-country sources

The same process for identifying targets for advocacy in the public funding sector apply
to the private sector. These include private academic institutions, philanthropic
foundations and patient advocacy organizations. The latter may focus on vision-related
issues, chronic diseases that impact vision health (for example, diabetes) or on
age/gender/ethnic diversity health issues. Even if vision research funding is not currently
directly available from an organization, it is worthwhile sharing an advocacy message
and developing collaborations that may build toward available resources.

. Private international funding sources

Similarly, numerous international philanthropic foundations and patient advocacy
organizations may have a presence in the home country or provide funding opportunities
from their headquarters. These include those dedicated to vision (for example, the Lions
Clubs International) and those that fund research into chronic diseases that impact vision
(for example, Juvenile Diabetes Research Foundation International).

. Corporate funding from home-country and/or international sources

Corporate funding/partnerships can be important in developing both educational and
advocacy programs that can range from evaluating the incidence of eye disease/unmet
need to direct funding for research. Corporate partners can be helpful in advocacy
communications with governmental representatives, as they can emphasize that private
funding for research may not be adequate in that country/region, necessitating the need
for public funding.

What? Advocacy messages and their components

Just as important as your advocacy target is your message. Determining that message for the
appropriate audience and “‘staying on message” with a busy legislator or executive official is not
always easy.
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A. How encompassing is your message?

Example: Appendix D

NAEVR’s request to the US Congress
for Fiscal Year 2009 funding of $31
billion and $711 million, respectively,

The vision health message is broad,
encompassing research, prevention,
diagnosis and treatment, rehabilitation,

access to healthcare, quality of life and for the NIH and NEI, presents various
impact/economic burden. Although each messages, as does the accompanying
area can support its own series of Talking Points document. These
advocacy messages, they are often documents “stay on message” about
synergistic and assist the recipient to the importance of increased vision
better understand the full context. This research funding.

section focuses on the eye and vision
research funding message.



. Message development components

Below are components of a comprehensive “value of vision research “ message. These
could apply to verbal and accompanying written documents, such as a letter, position
paper and talking points, formal testimony, a fact sheet or a summary of an educational or
advocacy briefing event.

= The request, which should be simple and stated clearly. For example, “The
government should fund vision research at a certain amount in a specific budget
cycle.”

= Impact of eye disease, including current and future incidence data and demographic
trends; impact on key populations (age, gender, ethnicity); impact from other chronic
diseases

= Impact of eye disease/locally or regionally, including data on the district or region
which the recipient represents

= Impact of eye disease on patients, including a description of daily life challenges,
quality of life and impact on family. Patients can often be the most effective
advocates, so consider how to engage them — directly in visits or in providing verbal
or written testimony.

= Economic and societal burden, including direct and indirect health care costs;
impact on productivity, independence and quality of life; and impact on families

= Public opinion data about vision loss, such as the results of studies about the value
of sight (including those from other countries)

= Current spending on vision research versus other diseases, especially compared
with economic burden, including per capita investment and amount spent on vision
as a percent of the economic burden

= Specific examples of vision research, especially research conducted
locally/regionally, that may have major international consequences.

= Value/cost-effectiveness of

breakthroughs emerging from research, | Example: Appendix E
including In 2008, NAEVR and coalition
partner Research!America
released an updated version of a

a qualitative discussion of the research and

any quantitative data on its impact (e.g. fact sheet first published in 2005

reduced government disability payments) that illustrates how investment in
= Missed opportunities, due to inadequate | vyision research saves lives and

funding, such as failure to follow up on money.
past research findings (in the home country
or internationally), as well as to pursue a
new avenue of vision research based on a greater understanding of biological
systems.

= Impact on the vision research infrastructure, including whether sufficient numbers
of new investigators are being trained and if the country must rely on scientists
trained abroad.

= Why private funding is inadequate and federal funding is necessary, to ensure
that the recipient understands that if research is not funded by the government, it may
not get done.

11



C. Message development: Formal argument and personal story approaches

A well-developed advocacy message tells a story. The more that the recipient connects
with and responds to that story, the more successful it is. It can be a “formal argument,”
presenting a series of metrics, such as incidence and cost of eye disease or percent of
budget spent on vision research, or it can be a “personal story” (as noted above) from a
patient. Both are valid messages and can be used together to establish a quantitative case
(incidence, cost) and provide a qualitative or empathetic context (patients can no longer
take care of themselves). Your strategy depends on the research that you do before an
advocacy visit. If you discover, for example, that the recipient has a family member with
eye disease, he/she will already have a personal connection to this issue, paving the way
for a more quantitative discussion.

D. Targeting your message

Your message depends on what you know about the recipient.

= Personal experience with vision loss: Learn what you can about the individual and
whether they or a family member has a personal connection to vision issues (as noted
in the “personal story” above).

= Home country region or district: Be able to describe the research and the
researchers conducting it at the institution in the message recipient’s district. Let the
recipient know if this is breakthrough research that is drawing international attention.
Note the inclusion of regional research references in the message section above.

= Educational experience: Understand how a recipient approaches decision-making
based on his/her educational background (for example, are they a health care
provider, an economist, an academician, a lawyer, a life-long politician). Focus on the
message components most likely to appeal to them.

= Political affiliation and key issues: Understand the recipient’s political affiliation
and what that party stands for (for example, health care, social programs, economics,
competitiveness), as well as the recipient’s history on key issues, specifically support
for research and education.

E. The patient’s message

12

A patient’s testimonial can be influential, whether it is given directly in visits or in verbal
and written testimony. Patients should describe the impact of eye disease on their lives and
how research could potentially save/restore their vision and improve quality of life. Be
prepared to supplement patient testimonial with facts and figures from your message that
support the funding request.

Example: Appendix F

Every year, Prevent Blindness America (PBA) conducts
an Advocacy Day that engages patients, ranging from
children to adults, who share their personal experiences
with vision loss. PBA covers the expenses associated with
these advocates’ travel to ensure that they can
participate in this event.




When? Timing advocacy messages

Advocacy for vision research funding should
continue throughout the year as you build awareness
with your colleagues, coalition partners and the
media. However, it is important to understand all
opportunities within the home country’s budget
planning and development cycle — both formal and
informal opportunities to influence the process.
Some considerations include:

= What is the budget cycle? Is it yearly, or is
there multi-year funding for all or specific
programs?

= What steps are there to the budget cycle?
Do various government departments develop
funding recommendations which are then
presented to the legislative or executive
body? Are there public events at which to
provide testimony, such as committee

Example: Appendix G

On January 25, 2008, NAEVR
hosted an Advocacy Day by the
ARVO Program Committee just as
the US Congress was to begin its
Fiscal Year 2009 budget and
appropriations process. Many
offices noted that the vision
research community was among
the first advocacy groups to
present a funding
recommendation for the NIH. For
ARVO member Dr. Linda McLoon
(University of Minnesota), it was
an opportunity to visit with the
Washington-DC-based staff of
offices that she had hosted in her
laboratory in late 2007.

meetings or specific hearings on the budget priorities? Are there also private
opportunities to meet with legislators or ministry officials?

= Consider whether a group advocacy effort can be effective, in addition to one-on-one
activities. This could be with fellow researchers — either those in vision or in other areas
of science — or with home-country vision-related organizations or patient advocacy

organizations.

= Consider organizing a day or week of events that expand awareness of eye disease,
either dedicated to the home country or as part of an international effort. Examples
include the global AMD Awareness Week held each September, the first-ever World

Example: Appendix H

On March 6, 2008, for the first-
ever World Glaucoma Day (WGD),
NAEVR assisted the American
Glaucoma Society in conducting
an advocacy day and glaucoma
screening event on Capitol Hill
that included more than 100
visits with Members of the US
Congress. AGS/NAEVR also
worked with key Democratic and
Republican Members of the US
House of Representatives to
sponsor a House Resolution
acknowledging March 6, 2008, as
World Glaucoma Day.

Glaucoma Day, held on March 6, 2008 or
the US-based Healthy Vision Month held
each May. These targeted events can
reflect home-country vision issues, and if
held in conjunction with international
events, can amplify the value message of
vision research. Note that home-country or
international events on broader health
issues conducted with coalition partners or
collaborating organizations also provide
an opportunity to feature the vision-impact
message (for example, aging, ethic or
gender health-specific impact of a chronic
disease, such as diabetes.)

13



Example: Appendix |

World Sight Day (WSD) will be
held on October 9, 2008. WSD, an
annual day of awareness about
blindness and vision impairment,
is coordinated by IAPB under the
VISION 2020 Global Initiative.

Example

The AMD Alliance International
organizes an AMD Week in
September each year. As noted in
Appendix (cited on Handbook
page 15), NAEVR focused its AMD
Week event to release The Silver

Book: Vision Loss.

Where? Advocacy message routes

The more exposure your message has, the better chance you have to develop support for your
goals. Whether you are working independently or as part of a group, consider a comprehensive
campaign to amplify your message and its impact. A campaign might include:

visiting a governmental official.

hosting a government official at your academic institution, especially in your laboratory,
to demonstrate the impact of research.

writing a letter.

presenting testimony.

distributing a press release about your research.

presenting an educational session about the impact of eye disease.

There are many ways to amplify your message within your home country/region’s vision
research community, the international research community, collaborating organizations, and the
press and public. Your choice of routes will be affected by the manpower and funding resources
you have.
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Copy communications with key government officials/ministries

Whether you write an informal personal letter or provide formal testimony, as
appropriate, copy other key government contacts and their staffs. This both informs them
of a vision issue that may affect their programs and makes them aware of a concerned
and vocal constituency.

Copy communications to fellow researchers

To expand support and demonstrate the power of advocacy, share your communications
with government officials with fellow researchers, and urge them to voice their own
concerns.

Copy communications to existing and potential coalition partners and collaborating
organizations

This informs partners of your actions and helps identify opportunities for joint advocacy.
Document activities in newsletters

If appropriate, contribute articles about your activities to your academic institution’s
newsletter or that of an advocacy organization or collaborating organization

Develop or participate in an electronic network of home-country researchers
Participants can stay abreast of each other’s advocacy efforts, share information to use in
message development or provide specific examples of advocacy communications.



Develop/engage in an electronic network with international researchers

Share useful information and compare advocacy approaches.

Develop a dedicated home-country Web site on the value of vision research

Build awareness by posting advocacy positions, key messages and fact sheets detailing
the value of vision research being conducted within the home country/specific regions,
and encourage visitors to support vision research funding.

Conduct public education and advocacy events

These can range from an academic institution-sponsored event to discuss recent research
results to an advocacy event geared toward educating and influencing government
officials. As noted in the When? Section, these can be timed to correlate with the
government’s budget decision-making process.

Conduct press outreach

Press relations can include visits to editorial boards, submitting letters to newspaper
editors, issuing press releases and inviting press to attend events or tour your laboratory.
Communications with the press should be in lay terms. Advocates need to be thoroughly
prepared with their messages, anticipating and being able to respond to press questions.
The examples below describe ways to use press releases.

Announce recent vision research results

Example: Appendix J

In a June 29, 2007, press release, NAEVR announced that it had submitted to
Congress the results of an NEI-funded study which demonstrated the protective
effect omega-3 polyunsaturated fatty acids against retinopathy in mice as an
examble of breakthrouah NEI research that sunnorts increased fundina.

Announce communications submitted to government officials

Example: Appendix K

In a March 26, 2008, press release, NAEVR announced that it had submitted
testimony to the U.S. House of Representatives supporting increased NIH/NEI
funding. In this release, NAEVR identified the recent NEI research results it cited
as examples of why NEI funding should be increased.

Announce the publication of reports

Example: Appendix L

In a September 12, 2007, press release, NAEVR reported that US census data
for 2006 found that one in four individuals age 65-74 was still working,
compared with one in five in 2000. NAEVR related that to the need for NEI
funding. The press release also announced the publicatiion of The Silver Book:
Vision Loss, a compendium of data on aging eye disease that NAEVR developed
with the Alliance for Aging Research.

15



Announce release of a fact sheet

Example: Appendix M

In late September 2007, NAEVR distributed to the press a summary of the
September 25 advocacy event on Capitol Hill in which it released The Silver Book:
Vision Loss with the Alliance for Aging Research. This event was held on AMD
Awareness Week (see When? Section) and was co-sponsored by AMD Alliance
International, Prevent Blindness America and the Congressional Vision Caucus.
(Note: The US Congress (especially the House of Representatives) has formed
caucuses to draw attention to specific causes, ranging from ethnic and gender
issues to specific diseases. Although these caucuses do not have legislative
authority, NAEVR/AEVR often seeks caucus support to get greater attention from
Congressional offices).

Announce an educational or advocacy event

Example: Appendix N

In late February 2008, NAEVR distributed to the press a summary of a February
26 educational event held on Capitol Hill entitled Visual Imaging: Revolutionizing
the Diagnosis and Treatment of Eye Disease. Note that this was held in
conjunction with numerous coalition partners, including organizations that
represent imaging professionals.

Announce advocacy success

Example: Appendix O

In a February 14, 2008, press release, NAEVR announced that the major U.S.
Veterans Services Organizations (VSOs) had joined NAEVR in requesting that the
US Congress fund defense-related vision research.

How? Advocacy in action

This section distills information from all of the previous sections to present the mechanics of
requesting and conducting an advocacy visit with a public or private official, as well as the
appropriate follow-up.

A. Set an achievable goal
It is easy to get caught up in expectations. Determine what you want to accomplish and
identify the resources you have to initiate and follow up on your action. Before even
requesting a visit with a key policymaker, consider these questions.

= Areintroducing an issue, or are you following up on previous discussions? Since

it generally takes at least one meeting to establish the request and the underlying
messages, it might be unrealistic to expect success on the first visit.
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What is the context of your visit? For example, will you request vision funding on
behalf of yourself, your academic institution or the entire vision research community
in your home country?

Are you committed to following through? This means responding to questions,
contacting other individuals recommended at the meeting, serving as a resource for
vision-related questions and committing to regular communications with that office to
keep it aware of your issue.

. Requesting an advocacy visit
To ensure that your visit is as successful as possible, be fully prepared before making the
request.

Who is the official, and why are they important? This gives context to your visit,
determining the advocacy messages you use and if the individual has direct decision-
making authority (primary or secondary advocacy target).

What is the best way to communicate with this individual? Evaluate whether it is
directly with the individual or an assistant and the appropriate means to communicate
(verbal, written or electronic, or any combination of these). As noted in the “What”
section, consider how you target your message, that is, a personal story or formal
argument approach or a combination.

Clearly state who you are representing, whether yourself, your academic institution
or the vision research community. As appropriate, note any special role you may play
at the institution (for example, department chairperson) or with an advocacy
organization.

How can you heighten interest in your visit? Refer to past meetings or
communications or the past support the target has shown; affiliation with your
academic institution; mutual acquaintances; demonstrated interest in this issue; and/or
personal experience with eye disease.

State the purpose of the visit and what you are requesting. It is important to
follow through with the intended reason for your visit and the accompanying request,
even if other opportunities are presented onsite at the meeting (see below).

Use appropriate advocacy messages to support your request. For example, if you
are requesting increased vision research funding, provide a succinct paragraph of
supporting data on the incidence and economic burden of eye disease (as appropriate,
attach a fact sheet or other supporting data). It is also important to emphasize what
will happen if your funding request is not successful (for example, more cases of
blindness, fewer research grants, loss of young investigators).

Anticipate questions and challenges to your request. Most often, policymakers will
want to know more about an issue, especially how it affects their issue area. In tight
budget times, they may want to discuss options to your funding request or know what
will be the consequences of not taking action.
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Example: Appendix P

On March 26, 2008, NAEVR Board President Dr. Stephen Ryan wrote to US Senator
Tom Harkin (D-1A) requesting a visit, acknowledging his recent efforts to support
medical research and reiterating reasons for an NEI funding increase.

Example: Appendix Q

On July 12, 2007, NAEVR Board President wrote to a staff member of the US House of
Representatives Speaker Nancy Pelosi (D-CA) expressing appreciation for the visit,
reiterating NAEVR’s funding request, and offering to keep the office apprised of NEI
research into eye disease prevention, a key issue for the Speaker.

C. Conducting the visit
No matter how much you prepare for an advocacy visit, each is unique, depending on the
individual with whom you meet, how busy they are and how receptive they are to your
message. You can control some variables, however, including being on time, being fully
prepared with your message and ready to take advantage of all opportunities to discuss
your issue and appropriate follow-up actions to your request.

= Bring business cards and appropriate supporting materials, such as your
academic institution’s newsletter, press release about your research or fact sheets that
support your message.

= Reinforce any personal connections, affiliations or acquaintances, especially
those that enhance support for your request.

= Stay on message, ensuring that you follow through with the stated purpose of your
visit and associated request. Even if the recipient gets into other issues, bring the
conversation back to your issue and specific request.

= Determine next steps before the meeting ends, which could range from requesting
a follow-up meeting to learning about other individuals with whom you may need to
communicate your request.

= Reiterate your request at meeting’s end and repeat your plans for follow-up.
Obtain business cards from the individual or assistant that will help in follow-up and
identify the best way to communicate with this office (verbal, written, electronic).

D. Following up on the visit
Post-meeting communication with the recipient of your advocacy message is important,
enabling you to reiterate your request and to put it in a context that may be elicit even
greater responsiveness.

= Prepare a follow-up communication, reiterating your request and adding any
advocacy messages that build upon your meeting’s discussions. Describe additional
follow-up plans.




= Asappropriate, share your communication with your academic institution or
advocacy colleagues to amplify your message.

E. Following up on formal communication with a policymaker
There are other communications that are shared with policymakers, including verbal and
written testimony, fact sheets and summaries of educational or advocacy events that you
or an organization may conduct. These can be sent to the appropriate legislators or
policymakers with a cover letter that clearly states the funding request and how the
attachment supports that request.
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Conclusion

ARVO and NAEVR encourage all members of the vision research community to serve as
advocates for vision research. In that regard, NAEVR will work with the ARVO Advocacy
Committee and its International Advocacy Working Group to follow up on this document with
additional resources.

About the National Alliance for Eye and Vision Research (NAEVR)

NAEVR is a US nonprofit coalition comprised of 55 professional, consumer and industry
organizations involved in eye and vision research. NAEVR’s goal is to achieve the best vision
for all Americans through advocacy and public education for eye and vision research
sponsored by the National Institutes of Health (NIH), the National Eye Institute (NEI) and
other federal research entities. Per the US Internal Revenue Service, NAEVR is a 501c4
“social welfare” organization, meaning that it can conduct unlimited advocacy on behalf of
vision research. NAEVR has an affiliate organization.
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Appendix A

ARVO WRITTEN TESTIMONY IN SUPPORT OF INCREASED FISCAL YEAR 2009
FUNDING FOR THE NATIONAL INSTITUTES OF HEALTH (NIH)
AND THE NATIONAL EYE INSTITUTE (NEI)

LABOR, HEALTH AND HUMAN SERVICES, EDUCATION, AND RELATED AGENCIES
SUBCOMMITTEE OF THE U.S. SENATE COMMITTEE ON APPROPRIATIONS

April 23, 2008
ABOUT ARVO

ARVO, the world’s largest association of physicians and scientists who study diseases and
disorders affecting vision and the eye, has more than 12,300 members from the United States
and 73 countries. As some 80 percent of the 7,000 United States members have or are affiliated
with NIH grants, ARVO submits these comments supporting increased FY2009 NIH and NEI
funding.

ARVO REQUESTS FY2009 NIH FUNDING AT $31 BILLION, OR A 6.6 PERCENT INCREASE
OVER FY2008, TO MATCH INFLATION/RESTORE PURCHASING POWER AND FUND
YOUNG INVESTIGATORS/CLINICIAN SCIENTISTS

NIH is a world-leading institution and must be adequately funded so that its research can reduce
healthcare costs, increase productivity, improve quality of life, and ensure our nation’s global
competitiveness. Although ARVO commends the Congressional leadership’s actions to
significantly increase NIH funding above the Administration’s budget request in FY2008
appropriations, the net 0.46 percent increase meant a net loss in NIH purchasing power. For
five consecutive years, NIH funding has failed to keep pace with the biomedical inflation rate
and NIH has lost more than 10 percent of its purchasing power. The Administration’s FY2009
budget, which proposes to freeze the NIH budget at the FY2008 level, threatens to further
hinder the momentum of discovery leading to treatments that are saving lives—as well as
restoring the quality of life—and maintaining the nation’s competitive edge in medical research.

Adequate NIH funding is also essential to a strong and vibrant research community, which risks
losing established investigators and failing to attract young scientists. The NIH funding situation
threatens to affect an entire generation of young researchers. As noted in the March 2008 report
entitled A Broken Pipeline? Flat Funding of the NIH Puts a Generation of Science at Risk and in
March 13, 2008, House LHHS Appropriations Subcommittee Citizen Witness hearing testimony
presented by the Federation of American Societies for Experimental Biology (FASEB), the
60,000 postdoctoral researchers who represent America’s scientific future and are on the path
to a lifelong career in research are being negatively affected by the decline in NIH’s budget. This
impact includes:

e Fewer hires, lower salaries, and increased layoffs in the research community

Young scientists seeing their mentors struggle to maintain grant funding
e Students seeking job opportunities outside of research or in other countries
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e An appreciable drop in applications in 2007 from 2006—by nearly 600—of R01 grant
applications by previously unfunded researchers (“new investigators”)

e Anincrease in the average age from 34.2 to 41.7 years for investigators who receive
their first research project grant award

These concerns are especially acute for the eye and vision research community, especially for
its clinician scientists, who have been so instrumental to the NEI's impressive track record of the
translation of basic research into clinical applications that directly benefit patient care.

ARVO REQUESTS FY2009 NEI FUNDING AT $711 MILLION, OR A 6.6 PERCENT
INCREASE OVER FY2008, TO ENSURE ALL AMERICANS’ VISION HEALTH

The NEI was flat funded in FY2008, meaning that over the past five funding cycles it has lost 18
percent of its purchasing power, reducing the number of grants by 160, which threatens its
impressive record of breakthroughs in basic and clinical research that have resulted in
treatments and therapies to save and restore vision, as well as to prevent eye disease. Vision
impairment/eye disease is a growing, major public health problem that disproportionately affects
the aging and minority populations, costing the United States $68 billion annually in direct and
societal costs, let alone reduced independence and quality of life. Adequately funding the NEI is
a cost-effective investment in our nation’s health, as it can delay, save, and prevent
expenditures.

FY2009 NEI FUNDING AT $711 MILLION ENABLES IT TO LEAD COLLABORATIVE
RESEARCH REFLECTING THE NEW PARADIGM OF 21% CENTURY HEALTHCARE THAT
IS PREDICTIVE, PREEMPTIVE, PERSONAZLIED, AND PARTICIPATORY

NEI research addresses the NIH’s overall major health challenges as set forth by NIH Director
Elias Zerhouni, M.D.: an aging population; health disparities; the shift from acute to chronic
diseases; and the co-morbid conditions associated with chronic diseases (e.g., diabetic
retinopathy as a result of the epidemic of diabetes). NEI research responds to Dr. Zerhouni’s
vision for NIH research that is collaborative and cost-effective and meets the 21 century
“P4Medicine” paradigm of predictive, preemptive, personalized, and participatory research and
clinical practice. For example:

e One-quarter of all genes identified to date through NEI's collaboration with the Human
Genome Project is associated with eye disease, such as age-related macular
degeneration (AMD), retinitis pigmentosa (RP), and glaucoma. NEI-funded researchers
have discovered gene variants strongly associated with an individual’s risk of developing
AMD, the leading cause of blindness in older Americans. These variants, responsible for
about 60 percent of the cases of AMD, are associated with the body’s inflammatory
response and may relate to other inflammation-associated diseases, such as
Alzheimer’s and Parkinson’s.

e NElis currently conducting the second phase of its Age-Related Eye Disease Study
(AREDS), which follows up on initial findings that high levels of dietary zinc and
antioxidant vitamins (Vitamins C, E and beta-carotene) are effective in reducing vision
loss in people at high risk for developing advanced AMD—by a magnitude of 25 percent.
NEI estimates that 1.3 million Americans would develop advanced AMD if no treatment
was given, and if all individuals at risk engaged in the AREDS supplement regimen,
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more than 300,000 of them would avoid advanced AMD and any associated vision loss
during the next five years.

NETI's collaborative research into factors that promote or inhibit new blood vessel growth
has resulted in the first generation of ophthalmic drugs approved by the Food and Drug
Administration (FDA) to inhibit abnormal blood vessel growth in “wet” AMD, thereby
stabilizing and restoring vision, and NEI's Diabetic Retinopathy Clinical Research
(DRCR) Network is further evaluating these drugs for treatment of macular edema
associated with diabetic retinopathy (DR).

These examples primarily reflect NEI's trans-Institute research within NIH. The NEI has also
collaborated with other Department of Health and Human Services (DHHS) agencies,
specifically to share the results of its basic and clinical research which may impact the product
approval and reimbursement processes. For example:

In a March 2008 meeting, NEI collaborated with FDA’s drug and device Centers to
consider the appropriateness of new clinical endpoints in glaucoma clinical trials.
Advances in visual imaging technologies—many of which emerged from collaborative
research between the NEI and the National Institute of Biomedical Imaging and
Bioengineering (NIBIB)—have enabled researchers to better detect structural changes in
the nerve fiber layer of the retina and contours of the optic nerve head. These structural
changes could potentially be used as a direct endpoint in a clinical trial, rather than a
surrogate endpoint such as elevated intra-ocular pressure, when appropriately
correlated to functional changes in vision to assure clinical significance of a new therapy.
This meeting, which followed a November 2006 joint NEI-FDA meeting on clinical
endpoints in AMD and DR clinical trials, represents the cost—effectiveness of NEI
funding, as its research results may ultimately shorten the time and cost associated with
clinical trials and facilitate approval of new diagnostics/therapies.

In collaboration with the Centers for Medicare and Medicaid Services (CMS), NEI has
launched the Comparison of AMD Treatments Trial (CATT), a comparative effectiveness
study of the two drugs used to block growth of abnormal blood vessels in patients with
the “wet” form of AMD. NEI’s collaboration with CMS could guide clinical practice and
reduce costs to the Medicare program.

THE NEI'S DIMINISHED PURCHASING POWER JEOPARDIZES ITS ABILITY TO
FOLLOW UP ON RESEARCH BREAKTHROUGHS FROM PAST INVESTMENT

Congress must adequately fund NEI so it can initiate promising new research, pursue results
that have emerged from previous breakthroughs, and offer up its “fair share” of funding in its
extensive collaborations. The number of NEI grants has declined by 160 over the past five
years, from 1,214 in FY2004 to 1,054 in FY2008, representing myriad “lost opportunities”—any
one of which could have been the key to curing eye disease or restoring vision. Examples of
such lost opportunities include:

Ocular gene therapy holds great promise for retinal degenerative diseases, in which
nearly 200 gene defects have been implicated. Investigators supported by NEI and
private-funding organization Foundation Fighting Blindness (FFB) have begun human
clinical trials of a gene therapy to treat Leber Congenital Amaurosis (LCA), a rapid retinal
degeneration that blinds infants in the first year of life. Previous research has restored
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vision in dogs with LCA, and the results of the human clinical trials are forthcoming.
Although the NEI could expand this program to target more diseases, current budget
realities limit further research.

e Promising protocols proposed within the Diabetic Retinopathy Clinical Research Network
will not be funded. The DRCR Network is a large, multi-center study that engages
ophthalmologists and optometrists, many in community health centers, in basic and
clinical research. Past NEI diabetes networks developed laser treatments for DR that
save $1.6 billion annually in federal disability payments.

e NEI funding for epidemiological studies is already limited, which jeopardizes future
research into the basis/progression of eye disease in additional ethic populations, such
as Asian and Native Americans. Past NEI studies identified a three-fold greater risk of
glaucoma in African Americans and glaucoma as the leading cause of irreversible vision
loss in African Americans and Hispanics.

e NEI will not be able to fund proposed new Clinical Research Networks for AMD and for
neuro-ophthalmic disorders. The latter could assist in understanding visual disorders
associated with Traumatic Brain Injuries (TBI), especially those currently being incurred
in record numbers by soldiers in Iraq and Afghanistan.

NEI research into other significant eye disease programs such as cataract will be threatened,
along with quality of life research programs into low vision and chronic dry eye. This occurs at a
time when the US Census cites significant demographic trends that will increase the public
health problem of vision impairment and eye disease, such as the first wave of 78 million Baby
Boomers celebrating their 65th birthday in 2010, with about 10,000 Americans turning 65 each
day for 18 years afterward.

EYE DISEASE IS A MAJOR PUBLIC HEALTH PROBLEM INCREASING HEALTH COSTS,
REDUCING PRODUCTIVITY, AND DIMINISHING QUALITY OF LIFE

The 2000 US Census reported that more than 119 million people in the United States were age
40 or older—the population most at risk for an age-related eye disease. The NEI estimates that
more than 38 million Americans age 40 and older currently experience blindness, low vision or
an age-related eye disease such as AMD, glaucoma, diabetic retinopathy, or cataracts. This is
expected to grow to more than 50 million Americans by year 2020. Although the current annual
cost of vision impairment and eye disease to the US is $68 billion, it does not fully quantify the
impact of direct healthcare costs, lost productivity, reduced independence, diminished quality of
life, increased depression, and accelerated mortality. This presents a major public health
problem and financial challenge to the public and private sectors.

In public opinion polls over the past 40 years, Americans have consistently identified fear of
vision loss as second only to fear of cancer. As recently as March 2008, the NEI's Survey of
Public Knowledge, Attitudes, and Practices Related to Eye Health and Disease reported that 71
percent of respondents indicated that a loss of their eyesight would rate as a “10” on a scale of
1 to 10, meaning that it would have the greatest impact on their day-to-day life. As a result,
federal funding for the NEI is a vital and cost-effective investment in the health, and vision
health, of our nation as the treatments and therapies emerging from research can preserve and
restore vision.

ARVO urges FY2009 NIH and NEI funding at $31 billion and $711 million, respectively.
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12300 Twinbrook Parkway

Suite 250

Rockville MD 20852

240-221-2905; www.eyeresearch.org

PRESS RELEASE Contact: James F. Jorkasky

FOR IMMEDIATE RELEASE Executive Director
January 25, 2008 240-221-2905
jamesj@eyeresearch.org

NAEVR REQUESTS THAT EYE AND VISION RESEARCH REMAIN
ELIGIBLE FOR FUNDING WITHIN THE FY2009 DOD
PEER REVIEWED MEDICAL RESEARCH PROGRAM

(Washington, D.C.) Today, the National Alliance for Eye and Vision Research (NAEVR)
requested that “eye and vision research” remain eligible for funding within the Fiscal
Year (FY) 2009 Department of Defense (DOD) Peer Reviewed Medical Research
Program (PRMRP). NAEVR released its request during an advocacy day it held for the
Association for Research in Vision and Ophthalmology (ARVO), a NAEVR founding
member. The twenty participating ARVO members sought support generally in all 50
Capitol Hill offices visited, while NAEVR Executive Director James Jorkasky joined
participants in key districts and states to ask their Members of the House and Senate
Defense Appropriations Subcommittee to serve as “champions.”

“The combat-related eye injuries being incurred in Iraq and Afghanistan are of an
unprecedented, devastating nature,” said Jorkasky, citing DOD statistics as well as a
series of front-page articles from USA Today that have chronicled the challenges faced
by newly sight-impaired soldiers. DOD reports that 16 percent of wartime injuries affect
the eye—with optic nerve trauma the most grave—and that visual disorders occur in 80
percent of the cases associated with Traumatic Brain Injury (TBI), such as double vision,
light sensitivity, and inability to read print. “These injuries have both acute and chronic
implications for an individual’s vision health and productivity through the remainder of
their military service and into their civilian lives.”

Eye and vision research has been listed in FY2006-FY2008 for this program, which
enables researchers in eligible areas to compete for a pool of $50 million of peer-
reviewed funding. In FY20086, its first year of eligibility, the vision community submitted
52 grant requests to the DOD, or 8 percent of all submissions, and was awarded 6
grants out of the 51 issued, for a funding total of $5.4 million, or 12 percent. Examples
of this research include: corneal healing, as well as ways to improve corneal
transplantation by regulating the lymphatic pathway servicing the cornea; corneal wound
infection control; laser injuries; and support for ongoing work on a “Retinal Implant” to
restore vision through electronic stimulation of the retina.

Although vision research was listed in FY2007, the PRMRP was not funded in the
FY2007 Joint Funding Resolution. Currently, vision community researchers are eagerly
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awaiting the DOD’s program announcement requesting FY2008 grant submissions,
which will be posted on the PRMRP site at:
http://cdmrp.army.mil/pubs/press/2008/08prmrppreann.htm

The National Alliance for Eye and Vision Research (NAEVR) is a non-profit advocacy
coalition comprised of 55 professional, consumer, and industry organizations involved in
eye and vision research. NAEVR’s goal is to achieve the best vision for all Americans
through advocacy and public education for eye and vision research sponsored by the
National Institutes of Health (NIH), the National Eye Institute (NEI) and other federal
research entities. Visit NAEVR’s Web site at www.eyeresearch.org.
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12300 Twinbrook Parkway

Suite 250

Rockville MD 20852

240-221-2905; www.eyeresearch.org

NAEVR SUPPORTS A 6.6% FUNDING INCREASE FOR THE NIH/NEI IN FY2009

The National Alliance for Eye and Vision Research (NAEVR), on behalf of the eye and
vision research community, requests that in Fiscal Year (FY) 2009 Congress fund the
National Eye Institute (NEI) at $711 million and the National Institutes of Health (NIH)

at $31 billion, reflecting a 6.6% increase over FY2008 funding.

The 6.6% increase represents the current biomedical inflation rate of 3.6%, plus a 3%
increase to begin to restore the NIH/NEI purchasing power, which has been eroded by
almost 18% over the past five funding cycles. This increase is necessary to maintain the
momentum of discovery that will prevent the onset of eye disease and restore vision, as
well as to preclude “missed opportunities” to build upon the past investment at the NIH.

Vision impairment and eye disease is a major public health problem that is
growing and which disproportionately affects the aging and minority populations.

Today, more than 38 million Americans age 40 and older experience significant vision
impairment and eye disease. This includes 3.3 million who are blind or experience low
vision, and this number is expected to grow to 5.5 million by 2020. About 35 million
Americans experience an age-related eye disease, including age-related macular
degeneration (AMD, the leading cause of vision loss in older Americans), glaucoma,
diabetic retinopathy, and cataracts, and this number will grow to 50 million by 2020.

Additionally, the Hispanic, African American, and Native American populations
experience a disproportionate incidence of glaucoma, cataracts and diabetic
retinopathy, the latter being the leading cause of blindness in individuals of all races in
the age group of 25-74 years.

The economic and societal costs of vision impairment and eye disease are
significant and growing. Adequately funding NEI is a cost-effective investment in
our nation’s vision health.

Current annual federal funding for the NEI is less than one percent of the $68 billion
spent annually on visual disorders and disabilities—which does not even fully quantify
the impact of lost productivity, reduced independence, and diminished quality of life.
Adequately funding the NEI can delay, save, and prevent expenditures, especially those
to the Medicare and Medicaid programs. For example:

e NEI-funded researchers have developed treatments for diabetic retinopathy that
save $1.6 billion annually in disability payments.
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NIH Director Dr. Elias Zerhouni heralded as an NIH breakthrough NEI's discovery of
an AMD gene. With adequate funding, the NEI can develop appropriate diagnostics
for early detection, as well as promising therapeutic strategies for the 10 million
Americans that experience AMD and whose healthcare costs are primarily covered
by Medicare.

Past NEI-funded basic and translational research is resulting in treatments to
slow the progression of vision loss and restore vision.

The past federal investment in the NEI is paying off in terms of new treatments and
therapies for visual disorders affecting Americans of all ages and races. For example:

NEI is conducting additional clinical trials on nutritional supplements that may slow
the progression of AMD, following previous research demonstrating that zinc and
three antioxidant vitamins (Vitamins C, E and beta-carotene) are effective in
reducing vision loss in people at high risk for developing advanced AMD.

An NEl-sponsored study has found that eye injections of bone-marrow derived stem
cells prevented vision loss in two rodent models of Retinitis Pigmentosa (RP), a
family of eye diseases that cause vision loss. This study raises the possibility that
patients could receive an injection of their own bone marrow stem cells to preserve
central vision.

NEI-funded researchers reported a protective effect from omega-3 fatty acids
against retinal disease in mice. This may have a significant impact on research into
retinal disease in humans, including AMD, diabetic retinopathy, and Retinopathy of
Prematurity in premature infants.

NEI-supported investigators have begun human clinical trials of a gene therapy to
treat neurodegenerative eye diseases, including Leber Congenital Amaurosis (LCA),
which is a rapid retinal degeneration that blinds infants in the first year of life.
Previous research has restored vision in dogs with LCA, and the results of the
human clinical trials are expected later this year.

The eye and vision research community urges you to strongly support FY2009
NEI funding at $711 million and NIH funding at $31 billion. NEl-sponsored
research, which results in therapies that reduce healthcare expenses and returns
individuals to productive roles in society, is a cost-effective investment in
maintaining the vision health of all Americans.

Eye and Vision Breakthroughs:
Keep The Research Drive Alive!
www.eyeresearch.orq
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NAEVR SUPPORTS A 6.6% FUNDING INCREASE FOR THE NIH/NEI IN FY2009

e The 6.6% funding increase represents the current biomedical inflation rate of
3.6%, plus a 3% increase to begin to restore the NIH/NEI purchasing power, which
has been eroded by almost 18% over the past 5 funding cycles.

e The 6.6% increase would result in NEI funding of $711 million, an approximate $44
million increase over FY2008; the 6.6% increase would result in NIH funding of $31
billion, $1.9 billion over the net program level of $29.2 billion in FY2008.

¢ Flat funding has precluded NEI's ability to follow up on past breakthroughs in
vision research, which have been responsive to NIH Director Dr. Zerhouni’s goal
of a 21 century paradigm for research and clinical practice that is preemptive,
predictive, personalized, and patient-focused.

e The amount and timing of appropriations is important, as a delay in the ability of
NEI to provide grants jeopardizes the continuity of research (e.g., retaining
trained personnel, having adequate supplies for experimentation).

Eye Disease/Vision Impairment is a Major Public Health Problem

e Eye disease and vision impairment is a major public health problem growing
exponentially due to an aging population, a disproportionate incidence in minority
populations, and as a result of other chronic disease, such as diabetic eye disease.

e NEI estimates that more than 38 million Americans age 40 and older experience
blindness, low vision, or an age-related eye disease, such as age-related macular
degeneration (AMD, the leading cause of vision loss in older Americans), glaucoma,
diabetic retinopathy, or cataracts. This number will grow to 50 million by year 2020.

e The $68 billion annual cost of vision impairment and eye disease does not fully
quantify the impact of direct healthcare costs, lost productivity, reduced independence,
diminished quality of life, increased depression, and accelerated mortality.

Adequately Funding NIH/NEI is Vital to Our Nation’s Vision Health

e The FY2008 NEI budget of $667 million is less than one percent of the $68 billion
annual cost of eye disease and vision impairment. The government spends about
$1.20 per person, per year, to combat eye disease. Increasing FY2009 NEI funding by
$44 million to $711 million means spending about an additional dollar for each of the
38 million sight-impaired Americans.
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The NEI is a leader in the translation of basic research into clinical practice, conducting
more than 60 clinical trial networks since its founding in 1968. Networks to
treat/prevent diabetic eye disease have resulted in treatments that are more than 90%
effective and have saved the federal government more than $1.6 billion a year in
disability costs.

The NEI is a leader in trans-Institute research. It collaborated with the National Human
Genome Project to discover gene variants associated with age-related macular
degeneration (AMD), the leading cause of blindness that affects more than 10 million
Americans. Without adequate funding, the NEI will not be able to develop diagnostics
for early detection or promising therapies.

The NEI's collaboration with the National Cancer Institute has resulted in the first
generation of Food and Drug Administration (FDA)-approved ophthalmic drugs to
inhibit abnormal blood vessel growth in the “wet” form of AMD, halting further vision
loss and restoring vision. Without adequate funding, the NEI will not be able to conduct
clinical trials on these promising therapies for diabetic eye disease.

In 2006, the NEI began the second phase of its Age-related Eye Disease Study, which
had previously demonstrated a 25 percent reduction in the progression to the
advanced form of AMD due to nutritional supplements, including zinc and antioxidant
vitamins. Without adequate funding, the NEI will not be able to expand this preventive
research into a cost-effective means by which to inhibit disease progression.

In 2007, NEI-funded researchers reported a protective effect from omega-3 fatty acids
against retinal disease in mice. This finding may have a significant impact in further
research into retinal disease in humans, including age-related macular degeneration
(AMD), diabetic retinopathy, and Retinopathy of Prematurity in premature infants.

Flat Funding has Precluded NEI Follow-up on Previous Breakthroughs

Total NEI grants declined from 1214 in FY2004 to 1054 in FY2008—a decline of 160.

NETI's ability to follow up on the genetic basis of eye disease with diagnostics and
treatments is severely limited. To date, one-quarter of all genes identified through the
Human Genome Project have been associated with eye disease.

Promising protocols proposed within the Diabetic Retinopathy Clinical Research
(DRCR) Network will not be funded. The DRCR Network is a large, multi-center study
that engages ophthalmologists and optometrists, many in community health centers, in
basic and clinical research into diabetic eye disease.

NEI will not be able to fund proposed new Clinical Research Networks for AMD and for
Neuro-ophthalmic disorders. The latter could assist in understanding vision disorders
associated with Traumatic Brain Injury (TBI), especially that currently experienced in
record numbers by soldiers in Iraq and Afghanistan.
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‘ NATIONAL |
| ALLIANCE |
‘ for EYE and
VISION |
RESEARCH
Rt |
PRESS RELEASE Contact: James F. Jorkasky
FOR IMMEDIATE RELEASE Executive Director
June 25, 2007 240-221-2905

jamesj@eyeresearch.org

NAEVR CITES NEI-FUNDED RESEARCH ON PROTECTIVE EFFECT
OF OMEGA-3 FATTY ACIDS ON RETINAL DISEASE AS DRAMATIC
EXAMPLE OF NEED FOR INCREASED FY2008 NIH FUNDING

(Washington, D.C.) Today, the National Alliance for Eye and Vision Research (NAEVR) cited a
just-released National Eye Institute (NEI)-funded study which demonstrates the protective effect
of omega-3 polyunsaturated fatty acids against retinopathy (deterioration of the retina) in mice as
a dramatic example of the types of groundbreaking research that must be adequately funded by
the federal government in Fiscal Year (FY) 2008 appropriations for the National Institutes of
Health (NIH) currently being considered by Congress.

The study, published in the July 2007 edition of the journal Nature Medicine, is important for
several reasons. Retinopathy in the mouse shares many characteristics with Retinopathy of
Prematurity (ROP) in humans, a disease of premature infants in which blood vessels proliferate in
the retina, leading to bleeding, scarring, and potential blindness. Following up on this finding,
NEI will fund a clinical trial to test the effects of omega-3 supplements in premature infants.

The study also found that this disease process may also apply to both diabetic retinopathy and
age-related macular degeneration (AMD), the latter of which is the leading cause of vision loss in
Americans. The NEI is currently conducting the second phase of its Age-Related Eye Disease
Study (AREDS?2), which will assess the effect of omega-3 fatty acids on the progression of AMD.
The first phase of AREDS demonstrated that antioxidant vitamins and minerals reduced the
progression of the moderate stage of AMD to the severe stage of the disease by 25 percent.

“As noted by this just-released study’s co-lead author and NEI scientist Dr. John Paul
SanGiovanni, the NEI is identifying low cost and widely available nutrient-based treatment
approaches that may show merit in future research on diseases that damage retinal blood vessels
and nerve cells,” stated NAEVR Executive Director James Jorkasky, who reiterated that disease
preemption and prevention are hallmarks of the NIH research paradigm for the 21*' century, as
described by NIH Director Dr. Elias Zerhouni.

On June 22, NEI Director Dr. Paul Sieving testified before the Senate Labor, Health and Human
Services, and Education (LHHS) Appropriations Subcommittee, focusing his comments on the
vision public health challenge resulting from the aging of the baby boom generation. “With
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research ranging from ROP in infants to AMD in seniors, the NEI affects and benefits Americans
at all stages of life,” said Jorkasky, who added that this is a major justification for NIH/NEI
funding increases currently being considered in Congress.

The FY2008 Senate LHHS appropriations bill, approved by the full Senate Appropriations
Committee on June 21, increases NIH funding by $1 billion to $29.9 billion and NEI by $14.8
million to $682 million. The House bill, marked up in Subcommittee on June 7, increases NIH
funding by $750 million to $29.6 billion and NEI by $9.9 million to $677 million. Both are
significant increases over the President’s FY2008 budget proposal.

The National Alliance for Eye and Vision Research (NAEVR) is a non-profit advocacy coalition
comprised of 55 professional, consumer, and industry organizations involved in eye and vision
research. NAEVR’s goal is to achieve the best vision for all Americans through advocacy and
public education for eye and vision research sponsored by the National Institutes of Health (NIH),
the National Eye Institute (NEI), and other federal research entities. Visit NAEVR’s Web site at
www.eyeresearch.org.
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PRESS RELEASE Contact: James F. Jorkasky

FOR IMMEDIATE RELEASE Executive Director
March 26, 2008 240-221-2905

jamesj@eyeresearch.org

NAEVR’s HOUSE TESTIMONY REQUESTS FY2009 NIH AND NEI
FUNDING AT $31 BILLION AND $711 MILLION, RESPECTIVELY,

CITING LATEST NEI RESEARCH AND COLLABORATIONS

(Washington, D.C.) Today, the National Alliance for Eye and Vision Research (NAEVR)
submitted written testimony to the House Labor, Health and Human Services, and
Education (LHHS) Appropriations Subcommittee requesting Fiscal Year (FY) 2009
National Institutes of Health (NIH) and National Eye Institute (NEI) funding of $31 billion
and $711 million, respectively, or a 6.6 percent increase to match biomedical inflation
and to begin restoring purchasing power lost in the past five funding cycles. NAEVR’s
comments cited the latest NEl-funded research and collaborations, as follows:

In March 2008, NEI-funded researchers announced that two major eye diseases
and leading causes of blindness—age-related macular degeneration (AMD) and
diabetic retinopathy (DR)—can be reversed or even prevented by drugs that
activate a protein found in blood vessels. The protein, Robo4, was activated in
mouse models that simulate AMD and DR and treated and prevented the
diseases by inhibiting abnormal blood vessel growth and by stabilizing blood
vessels to prevent leakage. Since this research into the “Robo4 Pathway” used
animal models associated with these diseases that are already used in drug
development, the time required to test this approach in humans could be
shortened, expediting approvals for new drug therapies.

In March 2008, NEI's Survey of Public Knowledge, Attitudes, and Practices
Related to Eye Health and Disease reported that 71 percent of respondents
indicated that loss of their eyesight would rate as a “10” on a scale of 1 to 10,
meaning that it would have the greatest impact on their day-to-day life. This
research builds upon public opinion polls conducted over the past 40 years in
which Americans have consistently identified fear of vision loss as second only to
fear of cancer.

In March 2008, the NEI collaborated with the Food and Drug Administration’s
(FDA) Center for Drug Evaluation and Research (CDER) and Center for Devices
and Radiological Health (CDRH) on a meeting to consider alternative endpoints
in clinical trials for drugs and devices used to diagnose and treat glaucoma, the
second leading cause of preventable vision loss in all Americans and the leading
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cause of irreversible vision loss in African Americans and Hispanics. The meeting
followed a November 2006 joint NEI/FDA-CDER meeting on clinical endpoints in

AMD and DR clinical trials. As NAEVR noted, this collaboration between the NEI

and FDA represents the cost-effectiveness of NEI funding, as its research results
may ultimately shorten the time and cost associated with clinical trials, as well as
facilitate the approval of new diagnostics and therapies for patients.

In releasing the testimony, NAEVR Executive Director James Jorkasky made the
following statement:

“This testimony emphasizes the relevance of the latest NEI research and its
immediacy in addressing the burden of eye disease and vision impairment
growing ever larger as the first wave of 78 million Baby Boomers reach their 65"
birthday in 2010. It also highlights NEI's collaborations within the NIH, with other
Department of Health and Human Services (DHHS) agencies, and with private
funding organizations. The NEI must be adequately funded to initiate promising
new research, to pursue results that have emerged from previous breakthroughs,
and to offer up its ‘fair share’ of funding in its extensive collaborations. As a
result, NAEVR requests a 6.6 percent increase for both NIH and NEI funding in
Fiscal Year 2009, or $31 billion and $711 million, respectively, to match the
biomedical inflation rate and to begin restoring purchasing power lost over the
past five funding cycles.”

The National Alliance for Eye and Vision Research (NAEVR) is a non-profit advocacy
coalition comprised of 55 professional, consumer, and industry organizations involved in
eye and vision research. NAEVR’s goal is to achieve the best vision for all Americans
through advocacy and public education for eye and vision research sponsored by the
National Institutes of Health (NIH), the National Eye Institute (NEI) and other federal
research entities. Visit NAEVR’s Web site at www.eyeresearch.org.
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PRESS RELEASE Contact: James F. Jorkasky

FOR IMMEDIATE RELEASE Executive Director
September 12, 2007 240-221-2905
jamesj@eyeresearch.org

U.S. CENSUS DATA ON WORKING SENIORS DEMONSTRATES
IMPORTANCE OF VISION HEALTH; NAEVR EDUCATES HILL ON
IMPACT OF AGING EYE DISEASE AND VISION RESEARCH FUNDING

(Washington, D.C.) Today, National Alliance for Eye and Vision Research (NAEVR) Executive
Director James Jorkasky cited the just-released U.S. Census data on the number of individuals
65 and older that were still working as evidence of the importance of good senior vision health to
the nation, as well as the critical need for adequate federal research funding on aging eye
disease. The U.S. Census data for 2006 reported that, nationally, one in four individuals age 65-
74 was still working, as compared to one in five in 2000. The percentage was even higher in the
Washington, D.C. region, where about one-third of people in that age range continued to work.

“Senior productivity is just one of the many reasons that research into aging eye disease is so
important, “ stated Jorkasky, who noted that adult vision loss is associated with increased
healthcare costs, reduced independence, diminished quality of life, increased depression, and
accelerated mortality. “Research to delay, prevent, and treat aging eye disease will not only
result in seniors living more productive lives, but can also reduce Medicare costs.”

To ensure that legislators are fully aware of the impact of aging eye disease, NAEVR, in
partnership with the Alliance for Aging Research, will release the first-ever volume of the
Alliance’s The Silver Book: Chronic Disease and Medical Innovation in An Aging Nation
dedicated to aging eye disease—The Silver Book: Vision Loss. The release event will be held on
Tuesday, September 25, from 12 Noon — 1:15 pm in the Russell Senate Office Building Room
385. It occurs during Worldwide Age-related Macular Degeneration (AMD) Awareness Week
2007 with the theme of The Face of AMD, and is being held in conjunction with the
Congressional Vision Caucus, Prevent Blindness America, and AMD Alliance International.

Featured speakers include: National Eye Institute (NEI)-funded researcher Michael Gorin, M.D.,
Ph.D. (Jules Stein Eye Institute/UCLA), who will discuss current research into aging eye disease;
economist David Rein, Ph.D. (RTI International), who will address the economic burden of eye
disease; and patient Hyman Shapiro, J.D., who will describe living with AMD. NAEVR’s
Executive Director James Jorkasky will join Alliance for Aging Research’s Executive Director
Dan Perry in moderating the event.

More than 38 million Americans age 40 and older are blind, visually impaired, or have an age-
related eye disease. The economic impact of adult vision loss is astonishing, with the United
States costs exceeding $51 billion—a huge share of the $68 billion annual cost of all vision
impairment and eye disease, as estimated by the National Eye Institute (NEI) within the National
Institutes of Health (NIH).
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The National Alliance for Eye and Vision Research (NAEVR) is a nonprofit advocacy coalition
comprised of 55 professional, consumer, and industry organizations involved in eye and vision
research. NAEVR’s goal is to achieve the best vision for all Americans through advocacy and
public education for eye and vision research sponsored by the National Institutes of Health

(NIH), the National Eye Institute (NEI), and other federal research entities. Visit NAEVR’s Web
site at www.eyeresearch.org.
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PRESS RELEASE Contact: James F. Jorkasky

FOR IMMEDIATE RELEASE Executive Director
February 14, 2008 240-221-2905
jamesj@eyeresearch.org

THE INDEPENDENT BUDGET FOR VA FUNDING RECOMMENDS
EYE AND VISION ELIGIBIITY IN THE FY2009 DOD/PRMRP
PROGRAM, URGES VA-DOD EYE TRAUMA FUNDING

(Washington, D.C.) Today, the National Alliance for Eye and Vision Research (NAEVR)
announced that The Independent Budget, an annual set of recommendations to
Congress regarding Department of Veterans Affairs (VA) funding, has made
recommendations regarding Special Needs Veterans, specifically Blinded Veterans, for
the Fiscal Year (FY) 2009 funding process. The Independent Budget—developed by
AMVETS, Disabled American Veterans, Paralyzed Veterans of America, and the
Veterans of Foreign Wars, and supported by 54 other organizations—recommends that:

e The Congressionally Directed Peer Medical Research Program, in which eye and
vision research has been listed as eligible for funding within the $50 million Peer
Reviewed Medical Research Program (PRMRP), must continue to include eye
and vision research in the Department of Defense (DOD appropriation for
FY2009, and Congress should authorize more VA-DOD research funding on eye
trauma.

e Congress must create a DOD military eye trauma “Center of Excellence” and
“Eye Trauma Registry” that electronically exchange information with eye care
professionals within the VA to improve seamless transition.

NAEVR has distributed its FY2009 DOD/PRMRP listing request on Capitol Hill and has
begun working with its champions in the House and Senate Defense Appropriations
Subcommittees. Eye and vision research has been listed in FY2006-FY2008 for this
program, which enables researchers in eligible areas to compete for a pool of $50 million
of peer-reviewed funding. In FY20086, its first year of eligibility, the vision community
submitted 52 grant requests to the DOD, or 8 percent of all submissions, and was
awarded 6 grants out of the 51 issued, for a funding total of $5.4 million, or 12 percent.
Examples of this research include: corneal healing, as well as ways to improve corneal
transplantation by regulating the lymphatic pathway servicing the cornea; corneal wound
infection control; laser injuries; and support for ongoing work on a “Retinal Implant” to
restore vision through electronic stimulation of the retina.
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Regarding eye trauma, the FY2008 Defense Authorization Act included provisions of the
Military Eye Trauma Treatment Act which would:

e Create a “Center of Excellence” within the DOD that would collaborate with the
VA on a comprehensive approach to the prevention, diagnosis, mitigation,
treatment, and rehabilitation of eye injuries and trauma, including a “Military Eye
Injury Registry” to track the diagnosis and treatment of each significant eye injury
incurred by a member of the armed forces while on active duty; and

e Create a joint DOD/VA program to coordinate on all aspects of visual dysfunction
related to Traumatic Brain Injury (TBI), including screening, diagnosis,
rehabilitative management, and research.

NAEVR supported this legislation, and will work with all appropriate federal and private
entities to ensure that both the “Center of Excellence” and “Military Eye Trauma
Registry” are established.

The National Alliance for Eye and Vision Research (NAEVR) is a non-profit advocacy
coalition comprised of 55 professional, consumer, and industry organizations involved in
eye and vision research. NAEVR’s goal is to achieve the best vision for all Americans
through advocacy and public education for eye and vision research sponsored by the
National Institutes of Health (NIH), the National Eye Institute (NEI) and other federal
research entities. Visit NAEVR’s Web site at www.eyeresearch.org.
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