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NATIONAL FAMILY CAREGIVERS ASSOCIATION

FISCAL 2008 ANNUAL REPORT

JULY 2007 – JUNE 2008

Letter from chairman of the board:
In April of 2008 National Family Caregivers Association (NFCA) began the celebration of its fifteenth year of operation, and the occasion marks a time to reflect on how much we have achieved, and where we are headed. 

In 1993, the topic of family caregivers was foreign to most people. Certainly there was a huge amount of family caregiving being provided in homes across the country, but it was not ‘on the radar’ of policymakers, nor was it talked about in the media. 

Fast-forward to 2008, and family caregiving has entered the mainstream as a topic of significance in a variety of spheres — including public policy, insurance coverage, medical practice, employment, and social services support. People are talking about the subject in forums both national and private, and family caregiving has become a regular topic in the media. While our organization was not solely responsible for these changes, we’re proud to say that we played a significant role. 

In part, our success has been based on our being one of the first organizations dedicated to this cause. But more to the point, it has been driven by the incredible energy, insight, commitment, and creativity of our members, volunteers, and staff. On the attached pages, we report briefly on our activities and achievements during the past fiscal year.

We have faith that these accomplishments — significant as they are — are only the prologue for even greater accomplishments to come. During fiscal 2008, the NFCA board set a direction to chart the organization’s efforts for the next few years. Our work will focus on: Educating Family Caregivers, Building Community, and Advocating for Systemic Change. We hope you will find inspiration and encouragement in these accomplishments, and will join with us in carrying on with our mission.
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Vice President, Graves Fowler Creative
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Judy Barlas, Member Relations Specialist
fiscal 2008 accomplishments

NFCA’s efforts on behalf of family caregivers fall under our three primary areas of focus:

· EDUCATE FAMILY CAREGIVERS  

· BUILD AND STRENGTHEN THE FAMILY CAREGIVER COMMUNITY 
· ADVOCATE FOR SYSTEMIC CHANGE 

EDUCATING FAMILY CAREGIVERS  

In fiscal 2008, NFCA expanded its educational offerings for family caregivers by developing telephonic and webinar versions of its Communicating Effectively with Healthcare Professionals (CE) curriculum. In addition, we made plans for a free national TeleClass to be offered in November as part of NFC Month 2008 programming, based on the new versions of CE and participated in a research effort led by the Stratton VA Medical Center in Albany, NY to evaluate the effectiveness and cost-savings potential of the CE program in various formats. 

A new pamphlet entitled “Speak Up” was added to the Learning Library series, and NFCA’s president and co-founder Suzanne Mintz’ new book, A Family Caregiver Speaks Up - “It Doesn’t Have to Be This Hard,” was published in November for National Family Caregivers Month 2007. 

In addition, the numbers of family caregivers with access to NFCA’s materials grew significantly. 

To read more about NFCA’s Educational Accomplishments:
· Communicating Effectively Teleclass
· New Book by Suzanne Mintz: A Family Caregiver Speaks Up - “It Doesn’t Have to Be this Hard”

· Newest pamphlet in the Learning Library Series: Speak Up!
· Take Care! Newsletter
· Broadening Our Educational Reach
BUILD AND STRENGTHEN THE FAMILY CAREGIVER COMMUNITY 

NFCA has built an ever-growing community of family caregivers. When we began, we counted our membership on a legal pad; today, there are 35,000+ people on the mailing list, of whom the vast majority 98.6% are family caregivers. 

During fiscal 2008 family caregivers had the opportunity to share their ideas with NFCA and each other via our monthly e-newsletter that reaches 11,000 family caregivers and via our website that offers multiple opportunities for interaction and community building including the story project, pen pal network, bulletin boards, and forums. 

Our 800 number help line handled 5,886 phone calls from all across the country. 
The members of the Caregiver Community Action Network (CCAN), all of whom are current or former family caregivers, continued to grow and serve the family caregivers in their communities in multiple ways. A new pilot program under the auspices of CCAN, called E-communities was initiated.

Another new initiative was the development and sale of medical ID jewelry specifically for family caregivers.

NFCA is recognized as a trusted voice by family caregivers, who see that NFCA spokespeople and representatives ‘walk in their shoes’ and truly understand what it means to be a family caregiver. Peer to peer interaction is at the core of NFCA’s family caregiver community building efforts. 

To read more about NFCA’s community building Accomplishments:
· The NFCA Help Line
· The  E-communities Pilot Project
· CCAN  Expansion and Activities
· Medical ID Jewelry - When a Family Caregiver Gets Hurt, Who Knows to Check on Their Loved One? 

ADVOCATE FOR SYSTEMIC CHANGE 

When NFCA was formed in 1993, programs concerning family caregiving were at best few and far between — and at worst, non-existent. Fifteen years later, we can point to the existence of programs, research studies, and even a small amount of enacted legislation. Many more proposals were submitted to Congress in 2008.

To expand the number of family caregivers who understand the impact of public policy on their daily lives, NFCA wrote articles and blogs that appeared in various publications and websites. 

In addition, NFCA played a key role in inserting family caregiver initiatives into proposed legislation and worked with a variety of coalitions to ensure that family caregiver consideration is part of the fabric of healthcare reform.
To read more about NFCA’s accomplishments in advocacy outreach: 

· NFCA’s Public Policy Statement
· Working with Lawmakers and Policy Makers
· Collaborating with Other Organizations
· Teaching Family Caregivers about Public Policy 

DETAILED BREAKOUT OF SPECIFIC 2008 ACCOMPLISHMENTS

Communicating Effectively with Healthcare Professionals 

In fiscal 2008, NFCA continued developing new methods, formats, and collaborative arrangements to share the content of our Communicating Effectively with Healthcare Professionals (CE) material. For example: 

· We received a grant from the Medtronic Foundation to further develop CE programming by creating a telephone and webinar product that could reach large numbers of family caregivers at one time. Planning began for a national TeleClass for 750 to 1,000 participants, to be aired during National Family Caregivers Month 2008. Planning for a downloadable “how to” toolkit to supplement the TeleClass was also begun. 

· NFCA worked as a consultant to the Stratton Veterans Affairs facility in Albany, NY, which received a grant to study the impact of different information channels for CE. The study is comparing the impact of the original workshop model with a new DVD and workbook version. The research team will also investigate whether providing CE education to family caregivers helps lower healthcare costs. Crystal Dea Moore, PhD, NFCA’s master trainer and professor of social work at Skidmore College, is co-investigator on the study. Research results from NFCA’s TeleClass will be compared with the results from the VA study. 

· The Kansas City Quality Improvement Consortium approached NFCA to help them develop a CE program. NFCA taught four representatives to become master trainers, who will each train at least 20 workshop leaders, who in turn will educate hundreds of local family caregivers.

· Across the country, workshop leaders continued to provide workshops for family caregivers. Although the original project is officially over, our dedicated and trained program volunteers continue to host face-to-face workshops. During this past fiscal year, more than 340 family caregivers attended the CE workshops. Through FY08, we have reached 11,207 family caregivers through the CE workshops.  
New Book by Suzanne Mintz, NFCA President and Co-founder

A Family Caregiver Speaks Up - “It Doesn’t Have to Be This Hard,” by NFCA’s President Suzanne Mintz, was published in November 2007. This book is an update and revision to her earlier book, A Family Caregiver Speaks Up About the Choices and Challenges of Caregiving, published in 2002. The new title reflects the added focus on public policy in the new book. 
Expanding the Learning Library  
Speak Up!, the theme of NFC Month 2007, was emblazoned on countless posters and T-shirts. We also wrote a new pamphlet of the same name, and distributed 28,000 copies during NFC Month and an additional 2,000 copies during the remainder of the fiscal year. Read a copy of the pamphlet.
TAKE CARE! Newsletter 

In fiscal 2008, NFCA published four issues of its 16-page newsletter. Lead topics covered included: presidential candidates’ positions on healthcare reform, transformational technology, protecting loved ones during transitions, building caregiving teams, and more. See our latest issues by clicking on the links below.
Vol. 16 no 3 Fall 2007 
Vol. 16 no 4 Winter 2008
Vol. 17 No. 1 Spring 2008
Vol. 17 No. 2 Summer 2008 
Broadening Our Educational Reach 

Each year, NFCA’s reach grows through additions of family caregivers to our mailing and e-mail lists as well as increased numbers of visits (and visitors) to our website. This past fiscal year, this growth continued, not only through our own communication vehicles, but also through increasing prominence in national media stories related to family caregiving. In fiscal 2008:
· NFCA was the recipient of a Google Grant, which is presented to select non-profits and provides them with free advertising on relevant key word search pages. This is one of the reasons that we welcomed far more visitors than ever before to our information-rich website, with an average of 62,541 visitors per month (53% increase from the year before) and an average of 17,845 new visitors per month (47% increase).

· CCAN volunteers serving as community ambassadors distributed 25,000 educational gift bags to individual family caregivers and organizations that work with family caregivers. This is two-and-a-half times as many as during the program’s inaugural year. The Ambassadors Program was made possible by a grant from Eisai.

· We had a presence on high-profile media venues, including The Today Show, NPR’s Fresh Air, USA Today, and AARP magazine that provided NFCA with significant opportunities for spreading its message.  Listen to the Fresh Air interview and view a montage of NFCA’s media presence in fiscal 2008. 
First Contact – NFCA Help Line

For many family caregivers, calling NFCA is the first time they’ve ever reached out for help. In FY 2008, NFCA’s Help Line responded to 5,886 calls and e-mails from family caregivers across the country, from Kensington, MD to as far away as Alaska and even from foreign countries. They call seeking resources and are always surprised to learn that there are more than 50 million other Americans who “walk in their shoes.”

The most prevalent questions are about the existence of financial aid programs for family caregivers. Unfortunately they are few and far between and differ from state to state. Consequently, we cannot solve every caller’s problems — yet we can provide a listening ear and information about resources they have not yet tried.

Many of these callers and e-mailers join as NFCA members. During FY 2008, we added 3,848 family caregivers to our mailing list and an additional 3,087 to our e-mail list. Each new member received a welcome kit consisting of: a welcoming letter, a copy of TAKE CARE!, a complete set of Learning Library educational pamphlets, a survey form, information about the book, A Family Caregiver Speaks Up, and information on the family caregiver medical ID jewelry. 

Here’s one caregiver’s reaction to her new member kit:

I had received my 'new member' packet, maybe a week ago, as a family caregiver. I had opened it and placed it in my 'work bag', with papers for my children and other things, intending to look through it when I had time to. I just started to read through it tonight. I didn't get to read all of it, but I laughed and I cried as I read the pamphlets. I can't say it was all 'new" to me, but something about how you word the advice and suggestions spoke to my heart, and reminded me of how I always put myself last - if at all. I am so used to taking care of my child's needs, always 'on call/on duty 24/7' - and so used to being told how I'm not doing enough, or need to try another doctor … in addition to my older child and my husband's health and job, and my freelance work. The exhaustion, the stress, and then people telling me, "You really should take some time for yourself!" How do I do that? … What you sent me is truly a godsend, even with the discomfort it gives me of ‘gently’ pushing me to think about my own needs, which makes me cry ... but I need to. …I'm so grateful that NFCA exists ... finally something that supports ME and my needs, especially when I can't seem to see myself or what I need at times. Thank you so much!!!    Kim Wilson
Building E-Communities State by State

With funding from the Retirement Research Foundation, NFCA began a pilot program of state-based E-communities for family caregivers. The communities are powered by listservs and are open to family caregivers in individual states. Because the listserv ‘comes to you,’ it’s far easier for family caregivers to participate, rather than having to log on to the Web. Family caregivers can use the resource to share information, ask questions, and learn about local products and companies both good and bad that are listed in the listserv’s database (think Angie’s List for family caregiving). 

The grant permits the development of 10 E-communities in all. In Fiscal 2008, communities were established in Virginia, New Jersey, Michigan, and New Hampshire. A technical problem emerged with the listserv program we were using, and the program was put on hold until it can be resolved. We expect the program to resume and further develop in fiscal 2009.

Caregiver Community Action Network Grows
In FY 2008, we continued to see broadened impact through one of our longest-running initiatives, the Caregiver Community Action Network (CCAN). CCAN is a nationwide group of dedicated and knowledgeable experts who bring our messages and resources directly to family caregivers. In the past fiscal year, NFCA:

· Expanded CCAN by 33% during FY08 with a net increase of 21 state representatives and a total of 85 CCANers in 37 states plus Puerto Rico.

· Coordinated CCAN volunteers serving as ambassadors to distribute some 25,000 educational gift bags to individual caregivers and to organizations working directly with caregivers. 

· Began building a model for high-performing state volunteer programs. With a grant from MetLife Foundation, we developed a tiered management and reporting structure and standardized orientation and buddy systems.

· Individual CCANers took on a variety of personal initiatives, including: 

· Chicago’s Judy McCann helped a man find daycare for his wife with Alzheimer’s.

· West Virginia’s Robin Straight held a successful caregiver fair and raised attention by having well-known people talk about their caregiving experiences on the radio.

· Arizona’s Bonnie Danowski led a group of advocates to fight for a lifespan respite care act in her state. In just one congressional session the bill was introduced, passed and then signed into law. AZ is now the 5th state in the nation with a lifespan respite care program.

· New Jersey’s Lauren Agoratus played an active role in the 12-year effort to gain passage of NJ’s paid family and medical leave law. She was at the bill signing to celebrate this hard-won victory. NJ is only the third state in the nation to have this protection. 

· To find out if there is a CCAN volunteer in your area.
Medical ID Jewelry 

When a family caregiver gets hurt, who knows to check on their loved one? In FY 2008, in partnership with the American Medical ID company NFCA developed and began to sell Medical ID jewelry for family caregivers, similar in intent to medical ID bracelets for diabetics, heart patients, etc. The concept is that if a family caregiver gets hurt, someone needs to know to go and help their loved ones. Caregivers say that that wearing the jewelry gives them a feeling of empowerment, a sense of importance, and a connection with other family caregivers. Click here to order your own Family Caregiver Medical ID jewelry
Creating NFCA’s Public Policy Statement 

In fiscal 2008, NFCA developed a comprehensive policy statement for 2008–09 to guide our activities. A key principle listed in the policy document concerns the need for comprehensive coordination and transition services, especially for Medicare’s most expensive beneficiaries, in order to improve the quality and safety of their care, reduce family caregiver stress and work, and reduce Medicare spending.  Read NFCA’s 2009 Principles, Plans, and Policy Recommendations.   
Working with Lawmakers and Public Policy Makers 

In the past fiscal year, NFCA continued serving as a trusted and knowledgeable voice on behalf of the family caregivers across the country. We continued to advocate for systemic changes that would benefit family caregivers and their loved ones. Among other key accomplishments, NFCA:

· Helped to develop language for the Independence at Home Bill, this was introduced in Congress in September 2008. To read the Independence at Home Bill, visit www.thomas.loc.gov and input Bill # HR 7114 or S # 3613 of the 110th Congress.
· As co-chair of the Family Caregiver Public Policy Work Group (FCPPWG), participated in the development of a legislative proposal for the inclusion of family caregiver assessments within the Medicaid program, and worked with staff of Senators Lincoln and Snowe to interest them in sponsoring such legislation. 
· Served on a CMS advisory committee for the development of a family caregiver education program aimed at helping family caregivers better understand Medicare. Click here to link to Medicare’s new website for family caregivers. 

Collaborating with Other Organizations 

Part of the secret to NFCA’s success over the years has been a dedication to advocacy at a variety of levels. In the past fiscal year, we stayed true to our strategy by actively serving on a number of advisory panels and boards to ensure that the needs of family caregivers are taken into account by multiple organizations concerned with systemic healthcare reform and patient and family-centered care. For example, NFCA’s president:

· Served on the advisory board and public policy committee of the Partnership to Fight Chronic Disease and worked with the Partnership to include a family caregiver plank in its policy statement. The family caregiver statement is found on page 10 of the statement.

· Continued to serve on the Governing Board of the National Patient Safety Foundation and its Patient and Family Committee. 

· Was elected to the Board of the National Health Council. 

· Was asked to serve on the Advisory Task Force of the National Transitions of Care Coalition. 
Empowering Agents for Change 

Experience has taught us the two-fold value of family caregivers becoming advocates. On the one hand, it adds another important voice to the conversation that policy makers and lawmakers need to hear in order to adequately meet the needs of family caregivers and their loved ones. And at the same time, for family caregivers to get involved in advocacy, it helps them to gain a sense of control and perspective over their lives. The first step is for family caregivers to recognize how policy impacts their lives. Toward that end, NFCA wrote a number of articles and blogs about a variety of policy issues. 

In the past fiscal year NFCA:  

· Built a new Family Caregiver Advocacy section on our website, with a button directly from the home page.

· Continued to coordinate and enable the celebration of National Family Caregivers Month which NFCA launched in 1994. Today, NFC Month has become part of our national culture, inspiring national, state, and local proclamations, as well as educational programs in local communities.

· Wrote a blog that appeared simultaneously on NFCA’s website and on the Health Central’s website. 
NFCA Financials for Fiscal 2008

REVENUE

Grants and Contributions





 $703,381

Membership Dues






     23,230

NFC Month







     98,911

All Other Revenue






     47,771
Total Revenue






  $ 873,293


EXPENSES

Membership Services (including newsletter)



$148,331

Educational Programs






  129,636

Public Information (including NFC Month)



  389,007

Management and General





  124,655

Fundraising







    62,401
Total Expenses






$854,030

Increase in Net Assets





$ 19,263

This report reflects a portion of program costs associated with multi-year restricted

grant revenues that were received and reported in  FY2007. 
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Note: E. Cohen & Company, CPAs, conducted our 2007/2008 Financial Audit.

Complete copies are available upon request.
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