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Overview:

The board of the Spastic Paraplegia Foundation, Inc. came together on Saturday, March 23, 2002, in Ann Arbor, Michigan, for the purpose of determining the organization’s Mission, Vision, Goals, and immediate next steps.  The following is report of the outcome of that meeting.
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I. The Mission of SPF, Inc.:  (Definition of Mission: What drives the organization, why do we exist?)
Committed to the cure through promoting and funding research; and enhancing quality of life through education and sharing information.

II. Vision:  (Definition of Vision:  A description of a perfect situation that this group will achieve; a blueprint for success.)
A future where all individuals with HSP or PLS are diagnosed, treated and cured.

We will:

Share the Knowledge – Through Existing and Emerging Information

Provide Patient Support – By Uniting the Community of Patients

Find the Cure – By Funding Research

III. Goals:  (These must be measurable, and they must lead to action steps.)

A. Financial:  Raise Money

i. 3 immediate steps

1. Raise seed money

2. Launch (email/mail) campaign

3. Decision about walk-a-thon

ii. Memberships

iii. Events

iv. Contributions – Corporate/Foundation underwriting of events

v. “Adopt a Mouse” campaigns

vi. Planned giving

vii. Leadership Giving

viii. Pillars of Fundraising

1. A major event

2. Annual campaign

3. Leadership giving

ix. Project financials (with growth) over time

B. Service:  Patient Community Building & Professional Community Initiatives

i. Patient Community Building

1. Patient Connection Meetings – done over lunch or dinner

2. Conferences – longer events, at regional locations, with higher attendance

3. Patient Communications

a. Website

b. Email list

c. Materials

ii. Professional Community Initiatives

1. Booths @ Physician Conferences

2. Hold our own Symposiums

3. Develop a Medical Advisory Board

4. Assemble a list of Specialists

C. Operations:  Governance Issues

i. Fill in Board

ii. Organizational Issues

1. 501(c)3 application

2. Grant application process

iii. Introduction to the Community

1. International Goals

2. Neurological Journals

3. Member of NORD

4. NIH

5. American Self-Help Clearinghouse

6. Brochures for neurologists to give to their patients

iv. Compliance

v. Identifying Volunteer Jobs

To be determined:

a. Who will carry out these goals?

b. When will they be accomplished?

c. Resources needed.

V. Success Indicators (also, see F below)

What To Look For

Quantify Success

When?

· Money starts coming in

· Budget

· Meeting Attendance

· Reaching more people

· Memberships (must be defined)

· Fund Raising Plan

· Website Done

VI. Customers:

· Those who are affected

· Medical community (physicians, social workers, physical therapists, etc.)

· Family members

· Researchers

· Employers

· Funders – Foundations, Corporations, etc.

VII. Products & Services:

· Research Grants

· Educational Materials – for patients, medical community, researchers

· Print Media – newsletters, brochures

· Website

· Booth @ Neurological Conferences

· List serve

· Search engines – as a way to find us

· Patient Advocacy – Legislative bulletins, links on the website for support

· Patient Meetings

· Referrals – Physician listings by geographic location; resources available

· Medical Symposiums

A. Who will fund us?

· Families of those affected

· Corporate matching grants (through families)

· Athena/Lab Companies/Medtronics, etc.

· Research Community

· Medical Insurance Carriers (who are paying for coverage)

· Sponsorships – Foundations/Corporations – for symposiums, etc.

· Sale of supporting products

B. Who/what will we fund?

· Grants for research

· Expenses for conferences (conferences should pay for themselves)

· Administrative/Operational Expenses

· Grant Review Process

C. Who will benefit from our product?  

· Those affected

· Researchers – who will get connected with those affected

· Potential colleagues – Other disorders, other foundations (don’t reinvent the wheel, what can we learn?)

D. What is it about our customers and our product that makes our organization unique? 

· For HSP, we are the only foundation.

· For PLS, there is a competitor @ Northwestern Univ.  There is a fund going to that lab.  A group of 20 – 30 PLS individuals giving to that fund, with one volunteer pushing it.

· Question of what we call ourselves

· We are the only one

· NORD

· We know people – we have contacts

· Any cure found through our grants will help others.

· Advantages – research on this leads to other discoveries.

· We should make the affliction human, with pictures, a video

· Marketing the synergy

· Extremely rare disorders

E. Do we have competition?

· Competing Funds

· There can’t be too much competition, the more the better

· Splinter Groups (PLS – Some feel aligned w/ ALS because it’s more familiar)

· ALS – People are sending money to them – misinformation is the problem, not much money is lost

The “elevator speech” on why we are linking the two disorders (hint: telling PLS-ers they are like HSP-ers is not the best approach):

1. They are both upper motor neuron disorders, and the only ones

2. We get synergy by combining forces: research in one helps the other

F. If we are successful in delivering our product to our customers, what are the signs that we are succeeding?

1. Dollars given out

2. Information given out

3. Number of People reached

i. Attending conferences

ii. Email list

iii. Web site hits

iv. Email responses back

v. Answer survey

4. Increasing numbers of blood samples – network building

5. Increasing Number of Specialists in referral data base

6. There is a cure

7. When the PLS fund merges with us
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