2020 Grant Guidance

Be sure to check out what’s new
Have a Question? Read the Guidance
Still have a question?
Feel free to email the
Hemophilia Alliance Foundation Board Chair, Susan Karp
susan@hemophiliaalliancefoundation.org
CHECKLIST OF THE FOLLOWING ITEMS TO BE INCLUDED WITH YOUR APPLICATION:







Your organization’s tax‐exempt certification from the IRS, also called the IRS Tax
Determination letter. This is a document from the federal government, not from the
state.
A copy of your organization’s W‐9.
If the application reflects a collaboration, letter(s) from each collaborating partner(s)
must be provided stating the role each partner will play in the implementation.
For patient/consumer assistance programs, attach your criteria or guidelines for
granting financial assistance.
Your budget.

PLEASE NOTE THAT ALL GRANTS ARE SUBJECT TO THE AVAILABILITY OF FUNDS.

Hemophilia Alliance Foundation reserves the right to reduce the grant
amount requests if it is deemed by the grant reviewers that fund
requests for certain items are excessive, redundant or not allowable.

2020 Hemophilia Alliance Foundation Grant Guidance
Table of Contents
I. History ........................................................................................................................................................ 4
II. Timeline for 2020 Grant Process............................................................................................................... 4
III. Purpose of Grants .................................................................................................................................... 4
IV. Eligibility .................................................................................................................................................. 5
A. Types of Applicant Organizations ........................................................................................................ 5
B. Grant Ceiling for 2020 .......................................................................................................................... 5
C. Criteria for Consideration .................................................................................................................... 5
V. General Guidelines for All Applicants ....................................................................................................... 5
A. Types of Grants Considered ................................................................................................................. 5
B. Examples of Projects that Strengthen an Organization ....................................................................... 6
C. Examples of Personnel Costs Allowed ................................................................................................. 6
D. Costs Not Allowed................................................................................................................................ 6
E. Guidelines for Awarding Financial Assistance from HAF Funds ........................................................... 6
VI. Guidelines for Project Collaborations ..................................................................................................... 7
A. Collaboration Projects Are Encouraged ............................................................................................... 7
B. Limit on Submitting both a Collaboration and an Individual Project ................................................... 7
C Additional Requirement for Collaborative Projects ............................................................................. 7
VII. Submission Requirements ...................................................................................................................... 7
A. Format ................................................................................................................................................. 7
B. Budget ................................................................................................................................................. 7
C. Length of Proposal Narrative (not counting required attachments) .................................................. 7
D. Required Attachments ........................................................................................................................ 8
E. Form of Transmission and Deadline .................................................................................................... 8
F. Authorized Signature ........................................................................................................................... 8
VIII. Causes for Immediate Rejection of Application ................................................................................... 9
A. Failure to submit all required attachments. ....................................................................................... 9
B. Failure to itemize and justify the budget. ........................................................................................... 9
C. Failure to submit application on time. ................................................................................................ 9
IX. 2020 Application Format ...................................................................................................................... 10
Page 2

X. 6‐Month Progress Report ..................................................................................................................... 11
XI. Final Report ......................................................................................................................................... 13
XII. Frequently Asked Questions ............................................................................................................... 14
XIII. Where to Email for Help..................................................................................................................... 15
Appendix A: Sample IRS Determination Letter .......................................................................................... 16
Appendix B: Sample Blank W‐9 Form ........................................................................................................ 17
Appendix C: Sample Itemized Budget ........................................................................................................ 18
Appendix D: CDC Measurable Objectives.................................................................................................... 19
Appendix E: Nevada Chapter Application................................................................................................... 20
Appendix F: Virginia Chapter Application................................................................................................... 27

Members of the Hemophilia Alliance Foundation Board
Susan Karp, RN, MS, Chair, San Francisco, CA
Brenda Riske, MS, MBA, MPA, Vice Chair, Denver, CO
Michael Craciunoiu, Secretary, Indianapolis, IN
Crystal Sallans, LCSW, Treasurer, Houston, TX
Donnie Akers, JD, New Iberia, LA
Grant Hiura, New York City, New York City, NY
Maria Manahan, Atlanta, GA
Amy Marquez, Eagan, MN
Stephanie Raymond, Ann Arbor, MI
Anjali Sharathkumar, MBBS, MD, MS, Iowa City, IA
Consultant
Joyce Strazzabosco, Palmyra, NY, Chair

Staff Support
Audra Ames, PhD, St. Petersburg, FL

Founder and Advisor
Joseph Pugliese, Hemophilia Alliance President and CEO, Lansdale, PA

Page 3

I. History
The Hemophilia Alliance, a nonprofit corporation, was incorporated in 2005 as a member
organization for hemophilia treatment centers. Together they are able to purchase clotting
factors and related products more efficiently. From its inception, the Hemophilia Alliance
planned to dedicate its discretionary revenue to the bleeding disorders communities.
Toward that end, the Alliance created a grants committee in 2009. Its first task was to establish
a process through which the Alliance could channel its discretionary funds to nonprofit
organizations that served people with bleeding disorders. The first grants were given out that
year; they totaled $250,000. In 2019, the grant awards totaled $747,000.
In 2013 the grants committee was incorporated as the Hemophilia Alliance Foundation, and the
following year it received its IRS 501(c)(3) tax‐exempt certification.

II. Timeline for 2020 Grant Process
Call for Applications; Guidance posted on web site.

Dec 5, 2019

Applications due ……………………………………………………..

Jan 31, 2020

Decisions made by Foundation Board …………………….

Mar 8, 2020

Award letters and checks sent .………………………………

Mar 22, 2020

Grant‐funded year begins ..…………………………………….

Apr 1, 2020

6‐Month Progress reports due ……………………………….

Oct 15, 2020

Final Report due …………………………………………………….

Mar 15, 2021

III. Purpose of Grants
The Hemophilia Alliance Foundation offers these funds for two purposes: (1) to enable eligible
organizations to build capacity in order to achieve their mission; and (2) to support direct
consumer financial assistance programs in eligible organizations. See examples In Sections V‐B
and V‐E.
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IV. Eligibility
A. Types of Applicant Organizations
Grant applications currently are accepted from the following tax‐exempt organizations:
1. Local consumer‐led organizations serving people with bleeding disorders
2. Treatment centers serving people with bleeding disorders
3. The 8 Maternal & Child Health Bureau and Centers for Disease Control & Prevention
federally‐designated and funded regional core centers for partial funding of their respective
regional meetings.
4. National organizations not already funded by the Hemophilia Alliance and focused on those
with bleeding disorders.

B. Grant Ceiling for 2020
The ceiling for local applicants for 2020 is $8,000. This includes local consumer‐led
organizations and hemophilia treatment centers. A local consumer‐led organization may apply
for both project and family assistance support, as long as the total for both is $8,000 or less.
How it is divided is up to the applicant, as long as the total does not exceed $8,000.
National organizations and the eight HHS‐designated federally funded regional core
coordinating centers may apply for up to $10,000 for the 2020 grant period.

C. Criteria for Consideration
To be considered for funding, an organization must meet all of the following criteria:
1. It serves people with bleeding disorders, either directly or through its members;
2. It operates under one of these IRS tax exemptions: 501(c)(3) or 170(c)(1) or other nonprofit
status approved in advance and in writing by the Alliance Foundation board;
3. It has submitted an application by the deadline, COMPLETE WITH REQUIRED ATTACHMENTS
as itemized in Section VII Submission Requirements;
4. The project or service it describes is within the Alliance Foundation’s guidelines; and
5. The project or service will be completed in the grant year (April 1, 2020 – March 31, 2021).

V. General Guidelines for All Applicants
A. Types of Grants Considered
Three types of grants will be considered:
1. Projects that strengthen the organization’s ability to better serve its constituents;
2. Patient/consumer financial assistance grants; and
3. Regional hemophilia treatment centers’ annual meetings.
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B. Examples of Projects that Strengthen an Organization
1. The following are some examples of project grants that strengthen the organization:
a. Strategic planning process to focus staff and volunteer efforts;
b. Purchasing office equipment to achieve efficiencies, improved communication;
c. Publishing or updating a website to promote awareness of services;
d. Purchase of software to achieve efficiencies;
e. Developing or purchasing educational materials to improve consumer or family or staff
knowledge. Developed materials should contain acknowledgement of the Hemophilia
Alliance Foundation as the source of funds. NOTE: You will be expected to let other
eligible organizations copy and use newly developed materials with appropriate credit
to the developer.
f. Professional education to enhance staff knowledge (e.g., costs to attend conferences,
take courses, etc.)
g. Patient/consumer education related to patient/family medical condition and associated
emotional and social support.
NOTE: Requests for travel funds to send patients/families to regional or national
meetings should be included as part of the project award budget, not as patient financial
assistance.
h. Recurring costs related to programs such as bleeding disorder camps, other educational
programs, and outreach clinics are allowed. Staff salaries for these recurring projects may
be requested for up to 20% of the grant amount.

C. Examples of Personnel Costs Allowed
1. Personnel expenses incurred exclusively for the grant activities will be considered, however
the temporary nature of the duties must be made clear in the application. Examples of
these expenses may include the costs associated with:
a. a data entry person to enter file information into a new digital system
b. a consultant to lead a planning process or to develop a web site
c. a speaker at a meeting or conference
d. staff time allocated to project but not to exceed 20% of total project request

D. Costs Not Allowed
1. Grant funds will NOT be awarded for the following costs:
a. Overhead or indirect costs
b. Basic, laboratory, or clinical research or related equipment
c. Underwriting or sponsorship of fundraising events
d. Recurring costs, such as:
i. office rent and utilities
ii. monthly phone bills for the applicant organization
e. Salaries of staff not related to the grant application

E. Guidelines for Awarding Financial Assistance from HAF Funds
The Hemophilia Alliance Foundation (HAF) funds for financial assistance are intended to address
family hardship. Organizations wishing to underwrite consumer attendance at regional and
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national meetings may use HAF project funds, but may not use HAF financial assistance funds.
Funds provided for Patient Financial Assistance may not be used for other purposes.

VI. Guidelines for Project Collaborations
A. Collaboration Projects Are Encouraged
By combining forces, larger projects are possible. If two eligible organizations collaborate on a
project, the total available for the project is $16,000. If more than two organizations
collaborate, the total maximum available is $8,000 times the number of collaborating
organizations. The organization that submits the grant becomes the fiscal agent for the
project, and therefore receives and disburses the project funds.

B. Limit on Submitting both a Collaboration and an Individual Project
Generally speaking, applicants may submit an application as a single entity or in collaboration
with another, but not both if the collaboration uses all the allowable project funds of each
partner. However, if the collaboration budget is less than the maximum allowable ($8,000 x #
of partners), one or more of the partners may submit an application for a smaller project as
long as the sum of its part of the collaboration and its solo project does not exceed $8,000.
Example: a consumer‐led organization and two treatment centers agree on a collaborative
project. The total available to the collaboration is $24,000. If the two centers budget $8,000
each for their parts of the collaboration, and the consumer‐led entity budgets its part of the
effort to be $4,500, then the collaboration budget is $19,500. The consumer‐led entity could
submit separately an application for a project that would not exceed $3,500.

C Additional Requirement for Collaborative Projects
Applications for collaborative projects must include a letter from each collaborating
organization that is specific about its role in the project (e.g., “we will recruit participants and
our staff will supervise their activities”), and is signed by its Authorized Official.

VII. Submission Requirements
A. Format
See outline in Section IX.

B. Budget
Expenses in the budget must be itemized and justified. Each major item must be identified;
along with the calculation showing how the item’s total was derived. The budget must reflect
how the applicant arrived at each major line item’s total. See Sample Budget in Appendix C.
Failure to itemize and justify proposed expenses will result in a rejection of the application.

C. Length of Proposal Narrative (not counting required attachments)
Applications may not exceed the following page limits. Brevity is appreciated; please use the
fewest words necessary to describe the organization, the needs, the objectives, the budget.
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1.
2.
3.
4.
5.

Proposals only requesting project funding – maximum 3 pages.
Proposals only requesting patient/consumer assistance funding – maximum 2 pages.
Proposals for both project and patient/consumer assistance funding ‐ maximum 4 pages.
Proposals for a collaborative project – 4 pages.
Regional Offices and National organizations – 2 pages.

D. Required Attachments
Applicants must also include the following attachments with the application. These
attachments will not count against your application page limit. Applications will not be
considered for funding if these required documents are not included:
1. Copy of the organization’s tax‐exempt certification from the IRS, also called the IRS Tax
Determination letter. This is a document from the federal government, not one from the
state. See example in Appendix A.
2. A copy of the organization’s W‐9. See example in Appendix B.
3. If the application reflects a collaboration, letter(s) from each collaborating partner(s) must
be provided stating the role each partner will play in the implementation;
4. For patient/consumer assistance programs, attach your criteria or guidelines for granting
financial assistance.
NOTE: The Hemophilia Alliance Foundation reserves the right to require additional information
as it considers an application.

E. Form of Transmission and Deadline
1. Applications will be available online on the Foundation website on December 5, 2019.
Applications are to be filled out online and submitted online by pressing the SUBMIT button
on the bottom of the application form. Attachments must be submitted electronically by
attaching them to the application.

2. Applications must be received by January 31, 2020, by 11:59 p.m. PST. Late applications
will not be considered.
3. Applicants will receive an electronic acknowledgement that their application has been
received. IF YOU HAVE NOT RECEIVED AN ACKNOWLEDGEMENT OF RECEIPT, IT MEANS THAT
YOUR APPLICATION MAY NOT HAVE BEEN RECEIVED. Please contact
Audra@hemophiliaalliancefoundation.org if you do not receive this acknowledgement.
APPLICANTS ARE RESPONSIBLE FOR ENSURING THAT THEIR APPLICATION AND ATTACHMENTS
HAVE BEEN RECEIVED BY JANUARY 31, 2020.

F. Authorized Signature
1. Applications and letters of collaboration must be signed by the organization’s authorized
official, that is, the person with the authority to incur obligations on behalf of the
organization. Such officials are recognized by their authority to:
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a. sign contracts on behalf of the organization
b. approve the organization’s budget
c. add or subtract staff
As an example, in consumer‐led entities, the Executive Director will sign. In the absence of the
Executive Director, the President may sign; for an HTC, the Medical Director, Administrative
Director or perhaps the Department head would sign.

VIII. Causes for Immediate Rejection of Application
A. Failure to submit all required attachments.
These documents are:
 IRS Certification letter (See example in Appendix A)
 Most recently filed Form W‐9 (See example in Appendix B)
 Patient/Consumer Assistance Guidelines (only if applying for Patient/Consumer
assistance funds)
 Letter(s) from collaboration partner(s) describing their role in the project.
Please note that the Hemophilia Alliance Foundation will not advise applicants that
attachments are missing. Incomplete applications will be rejected immediately.

B. Failure to itemize and justify the budget.
See sample budget in Appendix C

C. Failure to submit application on time.
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IX. 2020 Application Format
1. State applicant organization type: Local Chapter/Association/Other, HTC, Regional Office,
or National Organization.
2. Contact information
In the event that the staff who submitted the grant request leaves the organization during
the grant period, the Foundation needs the contact information for a second individual who
is responsible for the project.
a. Name of applicant organization
b. Address of organization
c. Address to send check if that differs from the organization’s address
d. Name of two contact persons
e. Telephone numbers of the two contact persons
f. Email of the two contact persons
3. Amount Requested: $8,000 maximum total/organization for local consumer‐led
organizations and hemophilia treatment centers; $10,000 maximum for national
organizations and the eight HHS‐designated regional coordinating centers.
a. Amount for project.
b. Amount For patient/consumer assistance.
c. For collaboration list partners, and how much is included for each.
4. Name and signature of authorized Individual
5. Organization description: brief description of mission, geographic service area, # served.
6. Brief description of the project and/or patient/consumer‐financial assistance you propose.
For patient/consumer‐family financial assistance programs, attach your criteria or
guidelines for awarding assistance.
7. Brief description of the need that the project addresses.
8. Concisely state the specific outcomes or measurable objectives of the project.
If you are unfamiliar with writing outcome or measurable objectives, you may refer to
Appendix D, CDC measurable objectives, on page 19.
9. How will you measure the success of the project?
10. How will the project strengthen your organization?
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11. Itemized Budget ‐ Format
Item Description & Calculation Detail

$ Amount

TOTAL
See Sample Budget in Appendix C
Be sure to include required attachments specified in the Guidance

SEE EXAMPLES OF SUCCESSFUL GRANTS: Appendix E (page 20)
and Appendix F (page 27)
X. 6‐Month Progress Report

Grant recipients are required to submit a progress report on the first six months of operation.
An email reminder will be sent to grant recipients in September with a link to the 6‐month
Progress Report. The online form may also be found on the Grant Information page on the
Hemophilia Alliance Foundation website.
The Report must be submitted online. Once completed, the report is submitted electronically
by pressing the “submit” button at the bottom of the form. You will receive an electronic
confirmation of receipt.
The Progress Report is due by October 15, 2020, at 11:59 PDT.
As you will see below, the Progress Report also serves as a vehicle to request project and
budget amendments and to request a deadline extension. These requests should not be
made lightly. The Hemophilia Alliance Foundation Board expects projects to be completed in
the grant‐year timeline. However, we recognize that unanticipated circumstances may arise,
and for this reason we will entertain requests for project, budget, and/or deadline changes.
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Failure to submit a Progress Report will result in ineligibility to apply for a grant the following
year.

Progress Report Content [maximum length one page].
Contact information
a.
b.
c.
d.
e.
f.

Name of organization
Name of project
Amount received
Name of contact person
Phone and email for contact person
Authorized Person’s signature

1. Briefly describe the progress of your Hemophilia Alliance Foundation grant project and/or
patient/consumer financial assistance.
2. Briefly describe any unanticipated hindrances to the project.
3. Briefly describe your expectations for the date of project’s completion.
4. Do you anticipate having any unused funds from this project?
5. Generally, funds remaining at the end of the grant will be returned to the Alliance
Foundation. However, if there were hindrances to the project that were out of your
control, you may request an extension of up to six months. Do you anticipate:
a. returning unused funds? If so, roughly how much?
b. requesting an extension of up to 6 months on the grant’s deadline? If so, what is the
requested new deadline? Any requests for extensions must be for the same purpose for
which the grant was originally awarded.
c. Any request for use of leftover funds must be used for the same purpose for which the
grant was originally awarded.
IF YOUR PROJECT HAS BEEN COMPLETED BY OCTOBER 15, 2020, YOU MAY FORGO
SUBMITTING A PROGRESS REPORT AND SUBMIT YOUR FINAL REPORT BY OCTOBER 15, 2020.
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XI. Final Report
Grant recipients are required to submit a final report after the project’s completion. An
email reminder will be sent to grant recipients in February with a link to the Final Report. The
online form may also be found on the Grant Information page on the Hemophilia Alliance
Foundation website.
The Report must be submitted online. Once completed, the report is submitted electronically
by pressing the “submit” button at the bottom of the form. You will receive an electronic
confirmation of receipt. Report must include program agenda, brochure, other successes and
how measurable objectives were achieved.
FAILURE TO SUBMIT A FINAL REPORT WILL MAKE THE RECIPIENT INELIGIBLE TO RECEIVE
FUNDING FOR SUBSEQUENT YEARS’ PROJECTS UNTIL THAT REPORT IS RECEIVED. IF THE
RECIPIENT HAS APPLIED FOR AND BEEN AWARDED A GRANT FOR THE FOLLOWING YEAR, THE
AWARD CHECK WILL BE HELD UNTIL THE FINAL REPORT IS RECEIVED.
Please note that copies of receipts and other justification of expenses are not required in this
submission; however, it is expected that adequate documentation would be available in the
event of an audit. The Hemophilia Alliance Foundation Board reserves the right to conduct a
program and financial audit of documents and finances associated with this grant.

Final Report Content [maximum length 2 pages] Grantees will receive the form
to fill out online.
1. Contact information
a. Name of organization
b. Name of contact person
c. Phone and email for contact person
d. Authorized person’s signature
2. Name of project and amount of grant.
3. Objective(s) of the project.
4. Describe how well the proposed objectives were met.
5. Describe how the project strengthened the organization and/or its patients/consumers.
6. Financial report: Please reproduce here the original budget, adding a column showing
actual expenses.
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Example:
Item
Consultant for strategic planning $100/hr for 15 hrs
Laptop computer
Lunch at strategic planning session for 15 @ $45 each
Morning and afternoon snack breaks
Total

Budgeted
$1,500
750
675
200
$3,125

Actual Spent
$1,500
800
390
235
$2,925

7. Amount, if any, of funds remaining. Any leftover funds must be used for the same purpose
for which the grant was originally awarded.

XII. Frequently Asked Questions
1 Q. Can I submit a proposal for less than $8,000 (or less than $10,000 for national
organizations and regional coordinating centers)?
A. Absolutely yes.
2. Q. We will apply for patient/consumer financial assistance funding. For an objective, can
we just estimate how many people will ask for help and how much they might need?
A. Yes, that’s a good, measurable objective.
3. Q. We are moving to more efficient office space. Would the costs associated with the
relocation be acceptable as a grant request?
A. Yes, new furniture, better equipment, even the moving van would qualify. The new rent
would not.
4. Q. We want to hire a consultant to assess our operations and help us improve. Would that
qualify?
A. Yes, a consultant doing a time‐limited project would qualify.
5. Q. Can we apply for both project and consumer financial assistance funds?
A. Yes, as long as you meet the eligibility requirements and follow the guidelines.
6. Q. We didn’t use all the dollars we received last year because it was for a camp
improvement and camp was already in progress when we received it. We’d like to do the
project this spring when the snow melts. Can we?
A. You need to complete a report on last year’s award and your progress. If the reason you
didn’t use it is compelling, you may request an extension and the board may approve the
timing change. If not, you can apply for the same project again, and return last year’s
funds.
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7. Q. We are partnering with our HTC to host a Men's Retreat later this year and they sent me
their W‐9 and 501c3 letter. The letter is a state sales tax exempt letter. Will this suffice?
A. No, but you may not need it at all. We only require the attachments for the
organization that is actually applying for the grant, not for the collaborators.
8. Q. Can we send consumers to national meetings using patient/consumer financial assistance
grant funds?
A. No, you must use project funds if you wish to subsidize patient/consumer attendance at
meetings/conferences.

XIII. Where to Email for Help
You are welcome to email the Hemophilia Alliance Foundation Board Chair, Susan Karp, at
susan@hemophiliaalliancefoundation.org.
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Appendix A: Sample IRS Determination Letter
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Appendix B: Sample Blank W‐9 Form
Applications must include a copy of the organization’s current W‐9.
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Appendix C: Sample Itemized Budget

Item
Personnel, for example
Strategic Planning Consultant @ $100/hr for 9 hrs
Data entry person @ $15.00/hr for 80 hrs
Honorarium for 2 conference speakers @ $100/speaker
Equipment for example:
1 desktop HP computer
1 small desk
1 desk secretarial chair
Supplies for example:
10 10‐packs of pocket folders @ 7.50/10‐pack
1 5‐pack Zapdos 32GB Flash Drive @ $36.99/5‐pack
Travel for example
Round trip air fare for 4 staff @ $575 each
Mileage reimbursement at $.55/mile for 330 miles
Parking for 50 participants at $15/participant
Tuition/Registration
Registration for 2 consumers at $80/person
Registration for 2 nurses @ 175/person
Consumer financial assistance for example
Awards averaging $100 for up to 10 patient/consumer families
Other
Extended warranty for computer
Total Expenses
Total Amount Requested

$ Amount
$900.00
$1,200.00
$200.00
$450.00
$175.00
$125.00
$75.00
$36.99
$2,300.00
181.50
750.00
$160.00
350.00
$1,000.00
$100.00
$8,003.49
$8,000.00
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Appendix D: CDC Measurable Objectives

Center for Disease Control & Prevention
https://www.cdc.gov/phcommunities/resourcekit/intro/index.html
Ask the following questions:






WHAT are we going to do?
WHY is it important for us to accomplish this activity?
WHO is going to be responsible for the activities?
WHEN do we want this to be completed?
HOW are we going to do these activities?

Once you have answered the questions listed above, define your SMART objectives
to move those ideas into action. SMART objectives are:






Specific: Concrete, detailed, and well defined so that you know where you are
going and what to expect when you arrive
Measurable: Numbers and quantities provide means of measurement and
comparison
Achievable: feasible and easy to put into action
Realistic: Considers constraints such as resources, personnel, cost, and time
frame
Time‐Bound: A time frame helps to set boundaries around the objective

The following table lists questions for each SMART objective that will help your CoP
translate objectives into SMART ones.

Appendix E: Successful Grant Application Example 1
Hemophilia Alliance Foundation
2019 Application Format
1. State applicant organization type: Local Chapter
2. Contact information
a. Name of applicant organization: Nevada Chapter of the National Hemophilia Foundation
b. Address: 222 S Rainbow Blvd., Suite 203, Las Vegas, NV 89145
c. Name of contact person: Betsy VanDeusen
d. Telephone of contact person: 702-564-4368
e. Email of contact person: bvandeusen@hemophilia.org
3. Amount Requested: $16,000
a. Amount for project. $16,000
b. Amount for patient/consumer assistance. $0
c. For collaboration list partners, and how much is included for each.
•
•

Nevada Chapter of the National Hemophilia Foundation - $8,000
Hemostasis & Thrombosis Center of Nevada - $8,000

4. Name and signature of authorized Individual

Betsy VanDeusen
Executive Director
Nevada Chapter of NHF

Amber Federizo
Medical Director
Hemostasis & Thrombosis Center of Nevada

5. Organization description: brief description of mission, geographic service area, # served.
The Nevada Chapter of the National Hemophilia Foundation (the Chapter) was founded in
1990 to meet the vast education and support needs of the bleeding disorders community in
Nevada. The Chapter provides services to over 1,000 Nevadans, their families, and health
care providers. Its mission is to improve the quality of care and life for persons with
inherited bleeding disorders through education, peer support, and advocacy. It is the
primary resource in Nevada for information on bleeding disorders and in addition to
advocating for consumers, the Chapter organizes social and educational events, as well as a
summer camp for children. Chapter serves the entire state of Nevada.
6. Brief description of the project and/or patient/consumer-financial assistance you propose.
For patient/consumer-family financial assistance programs, attach your criteria or
guidelines for awarding assistance.
We are requesting funds to increase the medical independence of young adults affected by
bleeding disorders to help them transition to adulthood and gain the knowledge and
confidence to lead productive, pain-free, independent lives. The funds will allow the
Chapter and the HTC to partner on offering teen programs that teach the medical and life
skills necessary to be independent. Coupled with the programing will be an awareness
campaign that will help young adults, newly diagnosed, or new residents connect with the

services and programs provided by the HTC & Chapter – ensuring we are reaching all those
who need our help.
7. Brief description of the need that the project addresses.
Throughout 2018, Co-Medical Director at the Hemostasis and Thrombosis Center, Dr. Cortes
conducted a survey of young adults on medical independence. Her questions focused on
key knowledge and skills that would allow patients maintain successful treatment plans as
they enter adulthood. In addition, the Chapter recognized that certain life skills were lacking
from our young adult population that would enable them to reach independence
milestones such as applying to college, navigating insurance, managing personal finances,
and applying for jobs. The need for these skills was compounded by a significant drop off in
engagement in Chapter and HTC activities for teens through young adulthood.
The goal of the Medical Independence Project is to connect with and engage 30 teens and
young adults to increase their ability to successfully reach a productive, pain-free, and
independent adulthood. Through a combination of outreach campaigns to connect with
those young adults who are disconnected from the bleeding disorders community, and
highly engaging programming that will teach medical and life skills for young adults – we
hope to set our young adults up for success.
8. Concisely state the specific outcomes or measureable objectives of the project.
The Chapter and the HTC anticipate the following outcomes for the Medical Independence
Project:
•
•
•
•

Improved skills related to independence on young adult community members.
Increased knowledge related to independence in young adult community members.
Greater adherence to treatment plans with young adult community members.
Increased engagement in Chapter & HTC activities by young adults.

9. How will you measure the success of the project?
Success will be measured by the following indicators:
•
•
•

Number of young adults attending Medical Independence Project Programs.
Number of young adults reaching personal independence goals.
Number of people reached through awareness campaign.

10. How will the project strengthen your organization?
Community members tend to be heavily engaged with the chapter as children, and then
again when they have children. During the teen through young adult years we see a
significant drop off in attendance and participation. It is a highly emotional and transitional
time for individuals as many are navigating new challenges such as their first job, college,
and moving out on their own. Having appropriate support for these young folks will help
them be stronger, healthier and more successful. The project strengthens our organization
by providing an opportunity fill an unmet need, and benefit from the engagement of these
young folks. They in turn have a lot to offer to the Chapter and community that we are

missing out on.
11. Itemized Budget - Format
Item Description & Calculation Detail

$ Amount

Teen Programming:

$8000

•

$1,500 Northern Nevada Leaders In Training (Independence and
leadership training for young adults taking on leadership roles at
July Elko Weekend) $250 x 6 participants for venue, food, travel &
supplies.

•

$4,000 Teen Rafting Trip (Teens face a physical, mental, and
independence challenge by camping and rafting in July. Held in
partnership with San Diego Chapter.) $395 x 8 people for trip +
$840 transportation costs.

•

$2,000 Medical Independence Project Retreat (Super engaging and
fun program hosted by Gut Monkey where young adults focus on
their medical independence.) $1,000 for food & venue, $200
printing, $300 supplies, $500 travel for remote attendees.

•

$500 Medical Independence Education Dinner (Formal dinner for
young adults to practice life skills and learn about insurance.) $33 x
15 participants for dinner.

Awareness Campaign:

$8000

•

$4000 Provider Outreach (Help symptomatic undiagnosed
individuals connect with qualified care by educating providers on
bleeding disorders.) $2,000 x 2 events for cost of hosting
educational reception.

•

$4000 General Outreach (Raise awareness on bleeding disorders to
help connect undiagnosed, newly diagnosed, disconnected, and
young adults affected by bleeding disorders with resources and
services.) $3,000 for media package, $200 for social media
purchases, $800 for outreach materials
TOTAL $16,000

See Sample Budget in Appendix C
Be sure to include required attachments specified in the Guidance

January 20, 2019
Hemophilia Alliance Foundation
Dear Grant Review Committee,
The Nevada Chapter of the National Hemophilia Foundation requests your consideration of our
collaborative grant request for $16,000. We look forward to working with the Hemostasis and
Thrombosis Center of Nevada to increase the medical independence of young adults affected by
bleeding disorders in Nevada.
Should the project be funded by the Hemophilia Alliance Foundation, The Nevada Chapter commits to
the following:
•
•
•
•

Organizing four events for young adults (age 14-22) to gain important life and medical skills.
Working with HTC-NV to create young adult educational content that directly relates to medical
independence.
Assisting in coordination of provider outreach efforts.
Coordinating general outreach efforts.

Your support of this project will assist us in furthering our mission which is, “To improve the quality of
care and life for persons with inherited bleeding disorders, including hemophilia and von Willebrand’s
disease, through education, peer support, resource and referral.”
For your company records, our Federal Tax Exemption ID number is 13-5641857. We appreciate your
continued support of this organization.
Sincerely,

Betsy VanDeusen
Executive Director

Nevada Chapter of the National Hemophilia Foundation
222 S. Rainbow Blvd. • Suite 203 • Las Vegas, Nevada 89145
Phone 702.564.4368 • Fax: 702.446.8134 • www.hfnv.org

Nevada Chapter of the National Hemophilia Foundation
222 S. Rainbow Blvd. • Suite 203 • Las Vegas, Nevada 89145
Phone 702.564.4368 • Fax: 702.446.8134 • www.hfnv.org

Appendix F: Successful Grant Application Example 2

Virginia Hemophilia Foundation
410 N. Ridge Rd., Suite 215 | Richmond, VA 23229
804-740-8643 | www.vahemophilia.org

Hemophilia Alliance Foundation
2019 Application
1. State applicant organization type: Local Chapter
2.
a.
b.
c.
d.
e.

Contact information
Name of applicant organization - Virginia Hemophilia Foundation
Address – 410 N. Ridge Road, Suite 215, Richmond, VA 23229
Name of contact person – Kelly Waters
Telephone of contact person – (804) 740-8643
Email of contact person – kelly@vahemophilia.org

3. Amount Requested - $8,000
a. Amount for project____$6,000_____.
b. Amount for patient/consumer assistance __$2,000__.
c. For collaboration list partners, and how much is included for each. – N/A
4. Name and signature of authorized Individual.
Kelly Waters, Executive Director

5. Organization description: brief description of mission, geographic service area, # served.
The Virginia Hemophilia Foundation (VHF) is dedicated to serving and supporting the needs
of those impacted by a bleeding disorder through education, advocacy, and community.
There are 286 individuals enrolled in the Virginia Bleeding Disorders Program that live
within Central, Roanoke, Southwest, Hampton Roads, and Blue Ridge region (all territories
served by VHF). VHF served approximately 165 households and offered 33 events. VHF is
proud of the programs/services which include scholarships, family assistance, camp (summer
and family), teen programs, annual educational meetings, educational dinners, advocacy
efforts, women/men/young adult retreats, and community events. VHF works very closely
with the three HTC’s in the state to provide quality and well-attended programs.
VHF has had continued success in 2018. Highlights include - Becoming an accredited
charity as outlined by the Better Business Bureau (BBB) Wise Giving Alliance (WGA)
Standards of Charity Accountability; receiving 5 out of 6 NHF Chapter of Excellence
Awards (NHF Chapter Partnership, Advocacy and Public Policy, Fundraising and
Development, Programs and Services, and Board Governance and Leadership); and
completing an extensive strategic planning process that included contracting with an outside
facilitator and conducting a comprehensive needs assessment.

Virginia Hemophilia Foundation
410 N. Ridge Rd., Suite 215 | Richmond, VA 23229
804-740-8643 | www.vahemophilia.org

6. Brief description of the project and/or patient/consumer-financial assistance you
propose.
PROJECT- PROVIDE NEEDED SUPPLIES, SUPPORT EDUCTIONAL
OPPORTUNITIES, AND LEADERSHIP COACHING - Additional supplies needed to
further enhance VHF’s ongoing success include purchasing branded materials to assist VHF
in getting their name and mission out to the community (to include tablecloths, a banner, and
a step and repeat), as well as purchasing a much needed 2nd LCD projector for our numerous
educational events throughout the state.
As the bleeding disorder community changes (i.e. new companies, funding shifts, and the
introduction of novel treatments) it is imperative that strong leaders guide the community
during these uncertain, but exciting times. To support leadership development and education
VHF is requesting support for staff and board of directors (BOD) to continue to enhance their
knowledge and skill set by attending national conferences so that innovative ideas and
resources can be brought back to VHF to strengthen the current offerings. In addition, the
grant would support a coaching experience for VHF’s long-term executive director (ED) to
ensure VHF continues to be proactive and ready to embrace the opportunities that lay ahead.
PATIENT/CONSUMER-FAMILY ASSISTANCE - To improve the quality of life for
individuals/families with bleeding disorders by providing financial support, based on
availability of funding, to help pay for:
* Expenses incurred in the care, treatment, or prevention of a bleeding disorder such as,
transportation to clinic or hospital, medic alert bracelets, and related expenses are a priority.
* Other basic living expenses will be considered on a case by case basis and may include
dental expenses, assistance with utility expenses, rent, etc.
Our application and criteria can be found on our website at
https://vahemophilia.org/services/family-assistance-program/.
7. Brief description of the need that the project addresses.
PROJECT – New branded materials and purchasing a new LCD projector will help facilitate
program planning and implementation. Participants will be able to easily recognize VHF’s
location at event sites, as well as bring attention to the work of VHF to the general
community. In addition, VHF will no longer be limited in program options based on
available equipment since we will now have a 2nd LCD projector that will assist with
concurrent educational programming.
The travel/educational support for VHF staff and BOD to attend national meetings will allow
knowledge sharing and encourage innovative and creative programming among staff and
BOD. In addition, the ED coaching experience will further develop and strengthen the ED’s
performance and assist with identifying organizational and individual strengths, as well as
development opportunities. The education and coaching will help position VHF to be a
leader in the changing landscape of bleeding disorder care and support.

Virginia Hemophilia Foundation
410 N. Ridge Rd., Suite 215 | Richmond, VA 23229
804-740-8643 | www.vahemophilia.org

PATIENT/CONSUMER-FAMILY ASSISTANCE – Individuals affected with a high cost
bleeding disorder may experience financial difficulties due to the high cost of medicine,
unexpected admission to the hospital, missed work, need to travel long distances to an HTC, etc.
The family assistance program provides support when they need it most.
8. Concisely state the specific outcomes or measurable objectives of the project.
PROJECT – Will purchase branded materials and a LCD projector. Will begin to use these
items immediately at programs and fundraising events.
BOD and/or VHF staff will attend national meetings, as well as local meetings to increase
knowledge that can be transferred to VHF programs and services.
ED will participate in at least 8 coaching sessions with a reported increase in self-confidence,
improved communication skills, expanded ability for strategic planning, and greater satisfaction
in the supervisory role.
PATIENT/CONSUMER-FAMILY ASSISTANCE – VHF will have enough money budgeted to
be able to assist ALL families that meet the eligibility criteria and are approved through our
family assistance review committee.
9. How will you measure the success of the project?
PROJECT – Items will be purchased and used. Branded materials will show up in
pictures/social media posts helping to spread VHF’s mission and brand. The LCD projector will
be used to enhance programming and allow more concurrent programs at large events. Staff and
BOD will have attended meetings and report an increased knowledge on bleeding disorders
and/or nonprofit operations, as well as have strengthened their networks and support from around
the country and in the local community. Will see the implementation of at least one new idea
that strengthens VHF’s ability to serve its constituents. ED will have participated in coaching
sessions and report an increase in confidence and ability to lead VHF forward.
PATIENT/CONSUMER-FAMILY ASSISTANCE – VHF will have enough money budgeted to
be able to assist ALL families that meet the eligibility criteria and are approved through our
family assistance review committee.
10. How will the project strengthen your organization?
New materials and equipment will make program planning and implementation easier and more
efficient, as well as help spread the VHF mission and name.
BOD and VHF staff will be better educated and have strengthened networks and support from
around the country (and in the local community) to implement new and innovative ideas. ED
will have the resources and ability to successfully lead VHF forward.
PATIENT/CONSUMER-FAMILY ASSISTANCE – To address the fundamental mission of
VHF – serving and supporting the needs of those impacted by a bleeding disorder.

Virginia Hemophilia Foundation
410 N. Ridge Rd., Suite 215 | Richmond, VA 23229
804-740-8643 | www.vahemophilia.org

11. Itemized Budget Item Description & Calculation Detail

$ Amount

Branded Materials
$420 for two branded tablecloths

$1103

https://www.4imprint.com/product/5960/Closed-Back-Fitted-Table-Cover-6

$565 for stand-up branded banner
https://www.4imprint.com/product/120848-LP/Advance-Quick-Change-Double-Sided-Ret-Banner-with-Lit-Pocket

$118 for branded step and repeat
https://www.amazon.com/Custom-Vinyl-Step-Repeat-Banners/dp/B007JYT22C

LCD Projector

$360

LCD Projector $360 - https://www.bestbuy.com/site/epson-vs250-svga-3lcd-projector-blackwhite/5979205.p?skuId=5979205&ref=212&loc=1&ds_rl=1260573&ds_rl=1266837&ref=212&loc=1&ds_rl=1266837
&gclid=EAIaIQobChMI45OCjvWf3wIVTgOGCh1RsgrFEAQYASABEgLB5fD_BwE&gclsrc=aw.ds

Professional Coaching –

$2,000

Vedere Consulting, Plum Cluverius, Leadership Coach
www.vedereconsulting.com

$250 per session – 8 sessions ($2,000)
Travel
Round trip airfare for 2 staff/BOD at $400 each (total $800)
Hotel for 2 staff/BOD at $225 per night (3
nights) (total $1,350)

$2,150

Conference Registration and Membership
Local/National Conference Registrations - (National Association of Social Work
(NASW) Conference - $200, Virginia Association of Fundraising Executives (VAFRE)
membership - $125, VAFRE meetings $20 per meeting, 6 meetings (total $120)
Patient/Consumer – Family Assistance

$445

$2,000

Awards averaging $250 each for 6 applicants and 20 $25 gas cards
TOTAL $8058
REQUESTING $8000

Virginia Hemophilia Foundation
410 N. Ridge Rd., Suite 215 | Richmond, VA 23229
804-740-8643 | www.vahemophilia.org

https://vahemophilia.org/services/family-assistance-program/

VHF's Family Assistance Program
Download the Family Assistance Program Application »

PURPOSE
To improve the quality of life for individuals and/or families with inherited bleeding disorders by
providing financial support, based on availability of funding, to help pay for:
Expenses incurred in the care, treatment, or prevention of an inherited bleeding disorder such as,
transportation to clinic or hospital, medic alert bracelets, and related expenses are a priority.
Other basic living expenses will be considered on a case by case basis and may include dental
expenses, assistance with utility expenses, rent, etc.
Note: Because of the time-line in processing these requests, these funds cannot be considered for
most emergency related expenses. Every effort should be made to utilize other community resources
such as Social Services, food banks and other organizations that routinely meet these types of needs.
This program is intended to help individuals and families after other sources of assistance have been
exhausted or unavailable.

ELIGIBILITY
Successful applicants will meet the following criteria:
A constituent that lives in the territorial jurisdiction of VHF or receives treatment for an inherited
bleeding disorder at any of the three area Hemophilia Treatment Centers (HTC’s) (CHKD, VCU, or
UVA).
• Parent or caregiver of an individual living in your home or an individual with a diagnosis of an
inherited bleeding disorder, the treatment and care of which is within the mission and purpose of
VHF as determined by the Executive Director in consultation with the Executive Board and/or the
Family Assistance Program Committee.
• Complete all sections of the application thoroughly and accurately in order for VHF to review the
request. If a question does not apply, it should be marked not applicable (n/a). Failure to provide
complete and truthful information may result in denial of your request.
• Coordinate request with the Social Worker and/or Nurse Coordinator at a hemophilia treatment
center or other healthcare provider treating inherited bleeding disorders.

ADMINISTRATION
•

•
•
•
•

Funding assistance is not guaranteed and is dependent upon availability of funds. Payment of
funds upon approval cannot be guaranteed earlier than two weeks, and may take longer, from the
date of the request due to committee logistics.
Disbursements will be monitored and reported with names omitted to the Board of Directors.
Assistance is limited to twice per calendar year unless special circumstances are presented.
The assistance amount has been set at $250 per request.
The application will be reviewed as an “identity blinded” document by the current “Family
Assistance Program Committee”. However, circumstances may require that the documents may be
processed by the chapter Treasurer or President.

Virginia Hemophilia Foundation
410 N. Ridge Rd., Suite 215 | Richmond, VA 23229
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CONFIDENTIALITY
All applications and information pertaining to funding requests are considered confidential to the
extent permitted by applicable law.
Aggregate data on the Family Assistance Program Fund will be available, but will not include the
names or any identifying information.

REQUEST PROCESS
Download the Family Assistance Program Application here or get one through your hemophilia
treatment center. If you have any questions call 804-740-8643.
• Requests can be received from the hemophilia treatment center, other healthcare provider treating
inherited bleeding disorders and/or directly from the patient/family.
• To facilitate your request, it is highly recommended, if possible, that you review your application
with the social worker and/or nurse coordinator at your hemophilia treatment center. The
treatment center can review and forward your application to VHF.
• Before payment can be issued, a bill must be submitted with the request.
• All identifying information is removed and the facts of the request are sent to the Family
Assistance Program Committee for review.
• The decision is communicated to the Executive Director who in turn notifies the appropriate
treatment center or person making the request.
• The Executive Director ensures that the patient/family requesting assistance is not chronically
abusing the system.
• Any request that is approved is generally paid/endorsed directly to the company owed the
payment such as phone, utility or mortgage company. Copies of the request, bills and payments
will be kept on file.

