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				I have always believed that in the lives of individuals, just as in society at large, the profoundest changes take place within a very reduced time frame. When we least expect it, life sets us a challenge to test our courage and willingness to change; at such a moment, there is no point in pretending that nothing has happened or in saying we are not yet ready.

				The challenge will not wait. Life does not look back. A week is more than enough time for us to decide whether or not to accept our destiny.

				—Paulo Coelho
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				Preface

				If you are reading this book, chances are you’ve decided to create a hemophilia nonprofit organization, or to become the leader of an existing one. That’s a big undertaking, filled with major responsibilities and many challenges. But it offers the rare opportunity and privilege to improve the lives of people suffering from hemophilia in your country. You are a Hemophilia LeaderTM.

					“Leadership” can be a vague term. Many people use the words “manager” and “leader” interchangeably. Being the director or head of a hemophilia organization doesn’t automatically make you a leader. And being a leader doesn’t automatically mean that you understand the practical steps involved in creating and running an organization. There’s a huge difference between leaders and managers.

					Leaders are visionaries. They are able to picture the way they want something to look, to feel, to operate—a project, an organization, themselves, even the world. Then they chart a path to make their visions real. As a Hemophilia Leader, you need to think big, and think creatively. You need to assess where your organization is now, and then determine how to lead it into the future. You must inspire your followers to see your vision, believe in it, and be motivated to take action. Even if you’re already running an established organization, you can still change, grow, and improve.

					I’ve had the great privilege of studying and working with Hemophilia Leaders around the world. I’ve helped several create national organizations. I’ve advised some on uniting their regional organization with the national organization. I’ve mentored leaders as they’ve grown their small organizations into mature ones. And I’ve seen Hemophilia Leaders come and go. I’ve witnessed the diverse paths that lead to success . . . and failure. 

					Success as a Hemophilia Leader is the world’s first book about creating and running a hemophilia organization. It focuses on the practical aspects of leading a nonprofit organi-zation—how to get started, how to create a governing board, how to register patients. It presents ideas to help you reinvigorate your current organization, and it offers plans for services and programs. Success as a Hemophilia Leader will help you run your organization more efficiently, through a strategic plan and policies.

					I understand the challenges you face. I own a private company, and I also founded a nonprofit hemophilia organization. In many ways, founding and running a nonprofit is the more difficult! You need to rely on the donation of funds and the efforts of volunteers. But whether for-profit or nonprofit, here’s what matters most in any organization: accountability, passion, integrity, dedication, purpose, and vision.
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					The global hemophilia community shares a common purpose—to improve lives and alleviate the suffering of people around the world who have hemophilia. Success as a Hemophilia Leader is written primarily for leaders in developing countries where the needs are so great. But this guide can be used as a blueprint by all Hemophilia Leaders in every country. Whether you’re creating a national or regional organization or a state chapter, or taking over where another leader left off, this book will inspire you to focus, plan, and achieve results. With it, you can become a more effective Hemophilia Leader.

				Laurie Kelley

				December 2018
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					Ashok B. Verma, to whom this book is dedicated, was also a man with hemophilia who experienced much suffering in his life. He never complained and was a tireless worker. He turned his own hardships into a great vision for the underprivileged, to improve hemophilia care in his native India. His story is one of the greatest success stories in the hemophilia developing world. India is an amazing model of hemophilia care, mentioned many times in this book. And Ashok was an amazing person. He committed to reviewing the first edition of Success as a Hemophilia Leader in November 2003, before he learned he had terminal cancer. But cancer did not prevent Ashok from fulfilling his promise. He edited the first edition of this book from his deathbed. It was the last project he worked on before he passed away on May 25, 2004. I like to think of this book as one of his lasting gifts to us all.

					The global hemophilia community lost two great men within a short time. But as is true with all great leaders, their legacies will live on: Dave’s visionary insights into hemophilia healthcare in America continue to shape how we as a community fight for access to affordable treatment. Ashok’s Hemophilia Federation (India) continues as a leading hemophilia organization, with with over 90 chapters, representing over 20,000 people with hemophilia, and urgently seeking to identify the unknown 112,000 who suffer in silence.
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				Introduction

				Each of us born with a chronic disorder will face many challenges, regardless of where we live. We try to overcome the unique obstacles in front of us, to live another day. I became confined to a wheelchair by age 12, in the 1960s, before adequate treatment of my bleeding episodes was available. Life subsequently improved, first with on-demand therapy to treat bleeding episodes, and then with prophylaxis to prevent most bleeds from starting. But today, 70% of the world’s people with bleeding disorders still have no access to treatment. This gut-wrenching fact puts my brothers and sisters at an enormous disadvantage.

					Through all of the difficulties of living with bleeding disorders like hemophilia, a national volunteer organization can provide structure, compassion, advice, and assistance. Such a group enriches life by providing the social and medical framework for constituents to effectively manage their struggles and achieve occasional wins. Healthcare providers and patients alike must work together to achieve the vision and mission of the organization.

					It is in this challenging “living with a bleeding disorder” scenario that Laurie writes her new edition of Success as a Hemophilia Leader. Laurie has formed her impressions of build-ing a hemophilia organization in countries where living is a daily battle, where governments can be indifferent, and where pharmaceutical companies that make lifesaving medicine often ignore the plight and mortality of those who can’t afford it. During the past 21 years that Laurie has provided many forms of assistance, I came to see this world first through her eyes, and then witnessed it myself over the last several years. As a senior research and development executive at a biotechnology company, I had the extraordinary opportunity to lead the development and regulatory approval of the first extended half-life factor VIII and factor IX concentrates. It was an adventure that took me to several countries in the develop-ing world to run our clinical trials. I saw firsthand the haves and have-nots in our bleeding disorder community. 

					Sharing what I saw with my company’s executive team inspired us to donate 1 billion IU of extended half-life clotting factor, starting in 2015, to countries that have none. Now that I’m retired, and as a board member of the World Federation of Hemophilia, I have provided training, education, and outreach to physicians and patients who depend on these donations throughout Asia, Africa, the Mideast, and Latin America. What we are doing collectively—Laurie, WFH, and other aid organizations—is clearly helping individuals with bleeding disorders, saving thousands of lives, and improving thousands of lives by treating bleeding episodes that would otherwise cause destruction and sometimes death. But our collective work is a drop in the bucket compared to the enormous needs of our brothers 
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				and sisters who live with bleeding disorders and go untreated. They continue to experience comprehensive care standards that are far from those that we enjoy in the developed world. We can, and must, do more.

					However, improving care can’t be undertaken without collective partnerships. Leaders of hemophilia organizations around the world need to obtain the skills to effectively guide their constituents, to seek support and attention from governments, and to advocate for the healthcare needs of patients. This is what leadership is all about. It only takes a small but committed group of individuals to build an organization—physicians and patients working together to form the lay group, to establish the treatment center, and to advocate for the needs of both. Success as a Hemophilia Leader provides numerous examples and inspirational stories of people who have decided to lead, to push back against ignorance and indifference, and to build or grow a lasting organization that works to improve the lives of our brothers and sisters. 

					As someone with experience in both the not-for-profit and for-profit business worlds, I can say that there is little difference in how both types of organizations should be run. Approaching a nonprofit in a for-profit manner makes good sense for the long-term sustain-ability of the hemophilia organization. Success as a Hemophilia Leader describes step by step how to responsibly manage a business in order to fulfill the vision and mission for the benefit of bleeding disorder communities. 

					Use this book as a how-to guide in building your own nonprofit organization. Reread as needed to continue on the path toward establishing and fulfilling your vision and mission. It’s hard work, sometimes against seemingly insurmountable odds, but the benefits of success outweigh the challenges. I’ve volunteered time to local, national, and international nonprofits in hemophilia. I can say with complete assurance that I have benefited far more than all I have given. My life has been enriched by these experiences, and yours can be too.

				Glenn Pierce, MD, PhD

				La Jolla, California, US

				August 14, 2018
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				1

				Why Create a Hemophilia Organization?

				Imagine that you’re an official at the health ministry in a developing country: you face a vast array of challenges. You’ll need to determine policies to address lifestyle illnesses such as heart disease, diabetes, and lung cancer. You may need to deal with tuberculosis, HIV, and periodic epidemics such as yellow fever, dengue, and malaria. If your country is at war or has suffered a natural disaster, you may also be battling to contain cholera. Responding to these and many other diseases can rapidly consume your government’s attention, national health-care agenda, and budget.

				 	The statistics alone are daunting. Hemophilia is a rare blood-clotting disorder, occurring in 1 in 5,000 male births.1 It affects people regardless of ethnicity, race, or religion. For genetic reasons, severe hemophilia affects males almost exclusively. To stop their uncontrol-lable bleeding, people with hemophilia must replace a missing blood protein, called clotting factor, through intravenous (IV) infusions. In developing countries, the missing protein is often obtained from human plasma, when available. An effective treatment option, commercially prepared blood-clotting medicine, is produced and sold mainly in developed countries. This medicine, called clotting factor concentrate (or just “factor”), is among the most expensive drugs in the world.2

					Health ministry budgets in developing countries are limited, and healthcare managers are usually driven by the principle of doing the greatest good for the greatest number of people. As a result, most developing countries do not purchase factor. It is estimated that of the 400,000 people affected with hemophilia worldwide, 75% have little or no access to factor or proper care.3 Governments in developing countries often must face more urgent and widespread crises, and money is channeled to programs where the highest number of people will benefit the most.

					This usually does not include hemophilia.
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				A Call to Leadership

				The good news is that you can start a hemophilia organization, and you can succeed in helping your country.

					Currently, there are more than 134 national hemophilia organizations worldwide. Some are mature organizations with a long track record of providing care. Some are new and inexperienced. Some are nonfunctional, existing in name only. Some are dysfunctional, actively working, but experiencing many problems that inhibit growth. Some are burning with passion, working with limited funding and staff, but accomplishing amazing results. Others are fat with funds, solid with programs, but moving slowly, with few new accom-plishments. Not every hemophilia organization has a Hemophilia Leader on its team, but usually such a leader was involved at some stage of the organization’s growth.

					Perhaps your national hemophilia organization works effectively, but in the capital area only, leaving people in the provinces without support. Or perhaps an organization exists, but no one knows its status—there are no meetings, no communication, and no way to become involved. Perhaps your hemophilia organization is run by physicians. Do patients have a voice?

					Perhaps you are a physician who wishes to help those with hemophilia. Are your patients disempowered and dependent? Do they show no interest in helping themselves? Or do they hoard power in the national hemophilia organization and refuse to include medical personnel?

					Perhaps there is no national hemophilia organization in your country. Due to lack of physicians, lack of patient involvement, lack of infrastructure, or possibly lack of funds, there has never been an official hemophilia organization.

					In all these cases, one thing is missing and one thing is needed: Leadership.

				When a Leader Takes Action

				It takes a very brave person to decide, “I’m going to take action and create a way for people with hemophilia to receive help.” You might think that such a person must have training as a leader, must be wealthy or an educated professional. But this isn’t always true. Sometimes the humblest people, simply by taking action and persevering, can make the greatest difference. 

					Consider Norman Mubaiwa of Zimbabwe. Norman had hemophilia with an inhibitor. His damaged joints left him with a limp. Norman’s education stopped at high school. He was poor and had a speech impediment. He saw how people with hemophilia suffered. He suffered himself, and he lived as most of his fellow citizens lived—struggling economically. But Norman served as president of the Zimbabwe Haemophilia Association (ZHA). I first came to know him from a letter he faxed to me in 1997, requesting aid. When I suggested 
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				what he could do to make the ZHA more functional, Norman didn’t respond, “I can’t . . .” He simply said, “I will.”

					Halfway around the world, in the Dominican Republic, lived a wealthy and well-educated mother of a teen with hemophilia. Haydée de García could afford to purchase factor for her son. She cared for him well, and his health was generally good. Haydée was unaware of the suffering of Dominicans with hemophilia. One day, she was invited to a meeting of hemophilia families at her local hospital. What she saw shocked her: Mothers who knew nothing about hemophilia. Young children who were disabled due to joint damage. All weary, dependent, and uninformed. Haydée’s shock turned to compassion. While her child enjoyed a privileged life, so many other children with hemophilia suffered. She realized that she must take action. So in 1998, to serve patients with bleeding disorders, Haydée started the Fundación Apoyo al Hemofílico (FAHEM), which still operates today.

					When you discover a calling to help those suffering with hemophilia, and this becomes more important than anything else in your life, you will rise up to be a Hemophilia Leader. But only you can look inward and decide whether you are ready. 

				Why, When, and How People Start Hemophilia Organizations

				Leaders start hemophilia organizations for many reasons. Whatever the reason, the founder of a new organization almost always reaches an emotional threshold: “I cannot accept this situation anymore.” At that point, the new leader decides to take personal responsibility: “Something must change. I will change it.”

					Do you see yourself in any of the following life-changing situations?

					You need factor for yourself or your child. When there is no factor or advanced treat-ment in your country, you may request a donation of factor from charitable organizations such as Project SHARE and the World Federation of Hemophilia (WFH) Humanitarian Aid Program.4 These organizations might encourage you to start a hemophilia organization. 

					In 2017 Kunaal Mark Prasad of Fiji requested factor from Project SHARE via Facebook. At age 23, he had never had any. His doctors were reluctant to use concentrates, and instead used cryo, a risky treatment. After his first factor infusion, Kunaal realized that he could help improve the lives of the estimated 60 people with hemophilia on his islands. He began reaching out, to find others and to start a hemophilia organization.

					In 1998 Francisca Bardalez, from the Central American country of Belize, contacted my company, LA Kelley Communications, for a factor donation. Francisca is the mother of four boys—two with hemophilia. A single factor donation would help her boys, certainly. But what then? I suggested that Francisca form a hemophilia organization. This was a challenge, because Francisca lived in a remote area, where roads were rough and money was limited. But her dedication triumphed. Francisca founded the Belize Hemophilia Society on February 13, 1999.
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					This is how hemophilia organizations were formed with our help in Jordan, Tanzania, Ghana, Zambia, Barbados, Fiji, and Rwanda. Watching your own child, a family member, a fellow patient or friend suffer the excruciating pain of uncontrolled bleeding is a powerful incentive.

					You are inspired by another Hemophilia Leader. Leaders have strong motivational effects on others. In the late 1990s, Raja Ammoury of Jordan, mother of a child with hemo-philia, read a story in the newsletter Hemophilia Leader about Jad Jadallah of Palestine. Jad is a man with hemophilia who founded the Palestinian Hemophilia Association. Like Jad, Raja is Muslim, and she felt a strong connection with him. Raja contacted me through her sister in Ohio (US), an acquaintance of mine, and asked for advice. Inspired by Jad’s success, Raja formed the first hemophilia organization in Jordan.

					Hemophilia Federation (India), one of the largest hemophilia organizations in the world, was founded in 1983 by Ashok Verma, a person with hemophilia. Ashok was inspired by another leader, Professor Pier Mannucci, an Italian hematologist who also served as vice president medical of the World Federation of Hemophilia. Professor Mannucci oversaw the amputation of Ashok’s leg in Italy, and every night during the recovery period, Mannucci visited Ashok as his doctor, but gently pressed him to consider starting a hemophilia organi-zation in India. Ashok returned to India undecided. But Mannucci didn’t give up. He called Ashok daily to encourage him. Ashok was inspired by Mannucci’s attention and care. He found his calling as a new Hemophilia Leader. 

					You want to start a chapter. At the WFH Congress in Montreal in 2000, I met María Andrea Robert of Argentina, a young mother of a child with hemophilia. María told me, with many tears, that she felt her national hemophilia organization was not reaching families like hers in remote areas of her country. María briefly considered starting a new organization—a second organization.5 But after careful consideration, María decided to open an affiliate—a chapter—to coordinate with the national organization in Buenos Aires. She could learn from the staff and use their resources, yet channel some of these benefits to Cordoba, where she lived. María now runs a successful chapter and works well with the national organization.

					You have hemophilia and a special skill. It’s fortunate when someone with hemophilia and a specialized skill, such as lobbying, medical knowledge, or public relations, can become the leader of a hemophilia organization. Yuri Zhulyov is a lawyer with hemophilia. As pres-ident of the Russian Hemophilia Society (RHS) for the past 20 years, Yuri brings enormous talent and skill to helping decipher Russian law and moving his programs and goals through the Russian legal system.

					You resurrect a nonfunctional hemophilia organization. Your country may have a hemophilia organization that is nonfunctional. The governing board never meets, the office 
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				is deserted or nonexistent, and there is little or no communication. This happened in Puerto Rico, an island territory of the United States. Yolanda Vega, the concerned mother of a child with hemophilia, eventually tracked down the former president of Asociación Puertoriqueña de Hemofilia—who confessed that he was too busy to manage it. Rather than start a new organization, she formed a new board and drafted a new constitution, also called bylaws. Within one month, the Puerto Rican Hemophilia Association was reborn.

					You are a physician and want to help patients. There may be nothing nobler in our hemophilia community than a dedicated physician who becomes part of, or creates, a hemophilia organization. He or she may already be struggling with the country’s lack of resources, and may have a large caseload of not only hemophilia patients, but patients suffering from other blood disorders or cancer. Many physicians offer free treatment, work long hours, and open their hearts to these patients. One such physician is Dr. Gillian Wharfe of Jamaica. She gives an extraordinary amount of time to treating hemophilia patients. She offers her leadership and medical assistance to the Jamaican Hemophilia Association.

				What Do Hemophilia Organizations Do?

				So what exactly do hemophilia organizations do? Why do they exist? 

					Picture this: A child with hemophilia is born to loving parents in a developing country. He is one of many hundreds of hemophilia patients. Some patients live in the capital, but most are spread throughout the country in the provinces, in the mountains, beyond the lakes and volcanoes, in areas accessible only by poorly maintained dirt roads. Illiteracy is high and poverty widespread. Access to treatment is limited or unavailable. When the child has a bleed, he and his father travel two hours to the capital, begging rides along bumpy and twisting roads, only to wait five hours to see a physician at the public hospital. The child suffers the entire day, as his unchecked bleed swells his joints. This physician may or may not know how to treat hemophilia bleeds. For the father, each day away from work means lost income, further increasing poverty. Because the child can’t attend school, he misses out on an edu-cation, and this weakens his chance to break the cycle of poverty. The family is completely dependent—on the government’s public hospitals (which are limited in how they can help); on physicians (who may or may not know about hemophilia); and on life circumstances (poverty and illiteracy). The child is given an oral painkiller at the hospital, and sent away. He and his father arrive home the next day, worse off than when they left. They remain without a voice, without hope.

					Now picture this: With an effective national hemophilia organization in place, doctors can refer the child there. He’ll be seen by volunteers who know about hemophilia; most will have hemophilia themselves, and will serve as mentors and role models. The child will be registered as a member. His parents will be taught about hemophilia, about what to do if he 
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				gets a bleed—and what not to do when he is bleeding. The family will be told which doctors are trained in hemophilia. If the child is lucky, he may receive an infusion of factor from an international donation. Eventually, because the Hemophilia Leaders have petitioned their government year after year, the government will finally purchase factor. The child will be able to attend school and family programs: outings to a park, the beach, or the national zoo. He will begin to feel less isolated, less forgotten. He and his family will now have a voice.

					When he grows up, this child may need educational assistance that enables him to get a better job so he won’t have to risk injury as a manual laborer like his father. Perhaps he’ll learn computer skills or a foreign language. He may earn enough money to purchase his own factor. His future is more secure. His sister will be aware of her factor levels and potential carrier status, and will be able to make good decisions about childbearing. The family and child become productive citizens. Over time, they volunteer for the organization, with gratitude.

					Which future would you like to see? You can choose the future you want. You no longer need to accept dependency. So much of a Hemophilia Leader’s success comes down to this: Attitude, not circumstance. Action, not helplessness. Hope, not despair. Determination, not resignation. Innovation, not conformity. In some of the poorest homes in the world, sparks of leadership burn. Have you finally reached your threshold? Then you can take the steps needed to become a successful Hemophilia Leader. 

				
					Attitude not circumstance

					•

					Action not helplessness

					•

					Hope not despair 

					•Determination not resignation

					•

					 Innovation not conformity
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				2

				A Simple Model

				Before you begin your journey to create or improve a hemophilia organization, you’ll need to assess current hemophilia care in your county. You’ll need a snapshot of its structure, strengths, and weaknesses. Yours will be a compelling “before” picture of the suffering, needs, and challenges you must address—so you can achieve the “after” picture of quality healthcare and healthy hemophilia patients.

					You’ll show this picture to people who can help you: potential volunteers, physicians, government officials, other nonprofits with whom you can partner, patients and families with hemophilia you will serve. You can motivate them to act, and win their commitment to provide assistance. You can create this picture by using a simple model.

				The Importance of Using Models

				Models are effective tools to present information and ideas in a format applicable to many different situations, and are understood by diverse groups of people. You can use a model to compare and contrast, assess and evaluate. 

					As Hemophilia Leader, you must assess and evaluate hemophilia care in your country. With a model, you can track the growth and success of your hemophilia organization—relative to where it was a year ago, and relative to other national organizations. You can use your model to help find solutions and create a sense of urgency that motivates people to act immediately. 

				Components of Your Model

				A national hemophilia model includes the people you serve and the institutions or companies that support them. The people you serve are patients with hemophilia, along with their relatives and families. Here’s a list of the institutions and companies that support them: 

					1.	Medical Professionals/Health Clinics

					2.	Blood Banks/Factor Concentrate Manufacturers

					3.	National/International Hemophilia Organizations

					4.	Ministry of Health (MOH)/Social Welfare System
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					Medical Professionals/Health Clinics. As Hemophilia Leader, one of your first tasks is to find a physician who will work with you to develop your organization, give it medical counsel and credibility, and act as a medical spokesperson. A hematologist is the preferred candidate, but a dedicated physician in another specialty can substitute where there is no hematologist. Currently in Belize, Dr. André Sosa, an orthopedic surgeon, is the key medical contact because there is no hematologist available.

					Once you have found a dedicated physician, find a clinic or hospital where patients can receive treatment. Hospitals are excellent choices because they already have an established infrastructure: waiting room, experienced staff, pharmacy, examination rooms, blood bank, diagnostic equipment, and rehabilitation department. Where should this hospital be located? In the capital city, where most of the patients live, but where it’s difficult for patients in the provinces to travel? Or should there be one hemophilia clinic in every major city? Should it be a public hospital—affordable for all, but perhaps lacking many facilities and resources? There are no easy answers. 

					Blood Banks/Factor Concentrate Manufacturers. Hemophilia treatment requires intravenous replacement of a blood protein to stop uncontrolled bleeding. The nation’s blood banks and/or the manufacturers of factor can provide this treatment. Treatment can be administered in one of several ways, ranging from whole blood to commercially prepared factor replacement products.

				
					Whole blood

				

				
					Fresh frozen plasma (FFP)

				

				
					Cryoprecipitate (“cryo”)

				

				
					Clotting factor concentrate (“factor”)

				

					Factor1 is an efficient and effective form of replacement therapy. Most countries that offer factor as the standard of care are in highly developed regions: the United States, 
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				Canada, Europe, Japan, Russia, Australia, and New Zealand. Others, like Nicaragua, primarily use the nation’s blood banks for treatment, but also have some pharmaceutical company representatives who occasionally sell factor to patients who can afford it. Other countries, like Haiti, have only blood banks, and no pharmaceutical companies that sell factor.

					National/International Hemophilia Organizations. Your national hemophilia organization is usually a registered nonprofit nongovernmental organization (NGO)2 that represents all people with bleeding disorders. To do its job effectively, your NGO must partner with other national and international NGOs. This allows it to acquire resources, and to gain strength and support. Your NGO may become a member of the WFH, headquartered in Montreal, Canada. You may also contact international regional health agencies such as the Pan American Health Organization (PAHO). These international groups may offer several benefits to your NGO:

					1.	Teach your NGO how to conduct itself successfully. 

					2.	Provide valuable contacts abroad. 

					3.	Help your NGO understand your country’s legal system. 

					4.	Offer abundant resources.

					Finally, your new NGO should consider consulting a more experienced hemophilia NGO in another country. Your NGO can learn from the more mature NGO’s experiences, and can share educational resources and contacts.

					Ministry of Health/Social Welfare System. Government MOH and social welfare system officials need to be aware of hemophilia and its social and medical burden, in order to include hemophilia on the healthcare agenda and develop the necessary policies and laws. Hemophilia Leaders know that people with hemophilia can organize and be heard at the government level. A strong patient voice, together with medical expertise, can mobilize the government into action.

				Using a Visual Model

				Almost all great leaders use visual imagery and stories to influence and motivate poten-tial followers. Why are visual images often more successful than written words? Almost all humans, regardless of culture or literacy level, learn information best when it is presented visually. It’s estimated that 80% of the information we gain is absorbed visually.3 Advertisers worldwide know this well: they want us to buy what they’re selling, so they must grab our attention quickly using colorful, creative, emotional images that persuade us to act immediately. 
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					As Hemophilia Leader, you are also selling something: hemophilia as a worthy cause. You are selling a better future. What action do you want your audience to take? You may want to influence them to give money, volunteer their time, donate blood, or offer resources. A visual communication tool is the best way to present a simple model of hemophilia care in your country. Use it to help you sell, advertise, and exert your influence as a leader.

				The Table Model: A Picture of National Healthcare

				Let’s put all these components together into a simple, visual model that uses a table—a common household item that supports what you put on top of it. 

					Begin by placing all of the people with hemophilia in your country on top of the table. If the table is strong, they should be well supported. There’s room for everyone, and no one falls off. Of course, this is true only when all four legs of the table are strong. 

					What are the table legs made of? One leg represents the medical professionals and health clinics. The second represents the blood banks or factor concentrate manufacturers. The third leg symbolizes the national and international hemophilia organizations. The last leg is the government, particularly the Ministry of Health and social welfare system. All four legs are needed to properly support people with hemophilia in your country. If one leg is missing or weak, the table shakes. People fall and get hurt. If only two legs are present, or two are weak, the situation is even riskier. Many people fall and are hurt. Some die. The table will probably collapse. If only one leg is present, the table collapses. All of the people are hurt, and many die. This table may be only a model or an analogy, yet it represents the reality of hemophilia in a developing country. People with hemophilia do die. Few developing countries have all the “legs” needed to provide stable and safe care for people with hemophilia.

					Look at Table A (page 11). This table represents a country with treatment and care for people with hemophilia. The table is sturdy and strong. All four legs offer support. The people on top are safe. This table could represent countries like the United States, England, or Canada. In these countries, very few people with hemophilia go without quality healthcare.

					Now look at Table B. This country has a medium level of care. Two or more of the table legs are stable. A national organization may exist, with international support. The country’s blood bank may provide FFP or cryo when available. A few pharmaceutical companies may sell factor in small amounts to those who can afford it. There are committed, educated, experienced hematologists and medical personnel. But the government does not include hemophilia care in its annual budget. People with hemophilia suffer. This table is in danger of swaying and dropping people. It could represent countries like Rwanda, Cambodia, or Jamaica, with strong medical support but little governmental support.

					Finally, look at Table C (page 13). The people with hemophilia are scattered, unregis-tered, mostly unidentified. There is no hemophilia organization, and no international support. 
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				No doctor is committed to hemophilia care. The government knows nothing about the plight of its people. The people have no voice. The table is in ruins. People are injured, suffering, and dying. This table currently represents countries like North Korea.

				
					Table A. Highest Level of National Hemophilia Care

				

				
					
						[image: ]
					

				

				
					Table B. Medium Level of National Hemophilia Care

				

				
					
						[image: ]
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				What Does Your Country’s Table Look Like?

				Now look at the empty box (page 13). Inside it, draw Table D, your country’s model. What does it look like? How many people with hemophilia should you place on top of your table? What do the four legs of the table look like? Is there a national organization? Is there inter-national support? Are there committed physicians and medical personnel—experienced and educated about hemophilia, or at least willing to learn? Is the government involved? Does the government even know that there are people with hemophilia in its own country?

					Take a few moments to draw your country’s table. 

				How to Use Your Model

				Now that you’ve created your model, use it to begin evaluating your country’s hemophilia situation. Present your model to people you want to involve: physicians, patients, government officials, business people, and other nonprofits. Show them how your country’s hemophilia care compares to that of other countries. You might want to use sturdy, strong Table A as your vision for improved hemophilia care. Post it in your office or home. Post it in the clinics where people are treated. Use this visual representation of what could be to inspire and motivate your people.

					You can use the table model you’ve just created to inspire your current hemophilia organization to new levels of effectiveness—even if the organization has existed for years. Is your organization tackling all of the problems it faces? When you choose to become a Hemophilia Leader, you must strengthen your organization in all areas, either by yourself or through someone with the necessary skills in areas where you might be weak. Ignoring any of the legs of your table, for any reason, is not an option. 

					With your table model, you see the work that needs to be done.
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					Table C. No National Hemophilia Care
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					Table D. Your Country’s National Hemophilia Care Model
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				First Steps

				You’ve decided to become a Hemophilia Leader and prepared your hemophilia model. Do you feel anxious? Excited? Motivated? Good! You should feel all these things. Expect people to look up to you, depend on you, trust you. Expect frustration, as some may attempt to thwart you, derail you, or block your efforts. Expect to learn and grow, too. This decision could become the most important action you’ll ever take.

					Reinforce your decision to become a Hemophilia Leader by taking the first steps on the road to accomplishment. The major difference between leaders and non-leaders isn’t educa-tion, intelligence, privilege, or skill. It’s action. Making a decision and then taking positive, consistent action guarantees change. It’s your time now to take action.

				
					The major difference between leaders and non-leaders isn’t education, intelligence, privilege, or skill. It’s action.

				

				Think Like a Business Person

				Many leaders begin a new organization believing that they are volunteers, hoping to fill a few gaps in government services. People who have known only inadequate treatment in their country may think they don’t have the right to demand anything from anyone. They graciously accept what’s left over, what no one else wants. They think small.

					Some leaders shrug and say, “That’s just the way life is here,” or “You have to under-stand our culture—nothing moves very fast.” In psychological terms, this way of thinking is called “learned helplessness,” and it prevents people from campaigning for their healthcare.

					Your first step is to ensure a successful attitude. As Hemophilia Leader, you must think big, like an entrepreneur beginning what will be a successful business. Your organization will provide goods and services that are desperately needed. Everyone can benefit. Patients enjoy improved medical care, and society gains more productive citizens. You do have a right to exist and succeed!
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					Don’t think that business means making a profit at the expense of others. Neither does being a nonprofit mean that you must be constantly begging. Those are outdated, flawed views. Business means providing services or products efficiently and effectively. Business means having a vision and a strategy to create winning results. Nonprofit can mean the same thing!

					Like all businesses, your organization needs some basic equipment and tools to be efficient and professional. As its leader, you must represent yourself as a professional who is accountable with other people’s money, responsible for representing the lives of those you serve, and ethical in all activities. You can achieve this by planning well before you begin operations.

				The Essentials: A Place to Work

				You need a location where you can conduct business. Your “office” can be a desk, table, or small room at your home; a donated room in a hospital or other place of business; even a professional office. Every location has benefits and drawbacks. It’s convenient and inexpen-sive, for example, to have an office in your home. Many Hemophilia Leaders are parents with small children to supervise. The Honduran Hemophilia Society once operated from the home of its president, María del Carmen Agurcia, mother of a child with hemophilia. Even-tually it moved to a small office space conveniently located next to a hemophilia treatment center (HTC).

					The Zimbabwe Haemophilia Association operates in a donated trailer on the grounds of the National Blood Service. In the 1990s, the Russian Hemophilia Society initially conduct-ed business in a donated room at an HTC; it now has a much larger office in a professional building in a different part of the city because so many patients now do home treatment. 

					No matter which site you choose, you build trust and consistency when people know where to contact your organization. You create mistrust and confusion if you frequently change your address. Find a stable location, with a street address in addition to your post office box. Try to secure donated office space to reduce costs. Select a location that meets your needs and the needs of the families. 

				More Essentials: Furniture, Equipment, Communication

				Of course, you’ll need some office furniture: a work desk, a computer desk and chairs, file cabinets, and bookcases. Refer to the Office Essentials Checklist (page 17) for equipment and services to get you started: computers, software, internet access, printer, and telephone line. 

					Try to secure equipment donations. Check with local businesses that might be upgrading their equipment. Ask local religious missions or universities. Give a copy of your wish list to people who may be able to help you.1 You can also start your organization 
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				in a donated corner or room in a local business or NGO that is willing to lend you its postal and communication access.

					Your most essential equipment will be communication tools: (1) a computer and printer, (2) a telephone/cell phone, and (3) internet service.

				
					Office Essentials Checklist

				

				
					Operations

					Postage stamps

					Commercial or post office shipping

					Office furniture

					Paper, printer ink cartridges

					Personal organizer/calendar/calendar app 

					Refrigerator for storing factor

					Financial

					Bank account

					Accounting services 

					Accounting software

					Organization credit card

					Security

					Deadbolt locks

					Alarm system

				

				
					Technology

					Computers

					Printer, fax, scanner, copier

					Software for writing, publishing, database 

					File storage and backup

					Power surge protector

					Antiviral software

					CDs, DVDs, flash drives

					Communication

					Telephone/fax 

					Internet access 

					Email account 

					Skype 

					Google translation

					Social media accounts

				

				Create a Founding Board

				One of your main tasks and greatest challenges as Hemophilia Leader is selecting effective volunteers. Parents and patients with hemophilia are often the best candidates, for they stand to gain the most—improved medical care, less suffering, and longer life. Look for people who show commitment and have some talent, skill, or specialized knowledge. Look for volunteers inside and outside the hemophilia community: bankers, doctors, humanitarian aid workers, lawyers, religious leaders, government officials, graphic artists, business people.2

					This first group of volunteers can become your founding board while you prepare to register as an official NGO. A founding board is not necessarily the same as a governing board. In Ghana, Martin Boakye, parent of a child with hemophilia, invited a hematologist and another doctor to help establish a new organization before registering as an NGO. These 
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				volunteers did the groundwork to prepare to register with the government. Later, the new NGO formed its governing board with additional volunteers. After registration is approved, your founding board may or may not become the first official governing board.

					Sometimes, leaders must be assertive in order to find good volunteers. I once gave a motivational presentation to local hemophilia families and healthcare professionals in Islamabad, Pakistan. The Pakistan Hemophilia Patients Welfare Society (PHPWS; now Hemophilia Foundation-Pakistan, [HFP]) wanted to open a new chapter in Islamabad, and wanted me to identify a leader that day from the audience. But the parents and patients hesitated; no one seemed ready to volunteer. So I continued my presentation, and when I described the need for leadership, my passion ran so high that I asked if someone in the audience would volunteer as leader, now. No response. Then I told the audience, “I will not leave this room until someone stands up and volunteers to lead a new chapter.” And I waited silently.

					The audience was uncomfortable. But soon, the father of a boy with hemophilia slowly stood up. Everyone applauded. A new chapter of PHPWS was born!

				Keep Passion and Vision High

				As you continue planning your organization, one of your main goals is to bring people together to work toward a common vision—improving hemophilia care. You must effectively communicate your own commitment and passion, or people will not follow you. In this early stage, you don’t have to be a registered NGO or call yourself president or executive director. You are a person with hemophilia, or a family member, who has reached a threshold: You will no longer accept the current situation. You are committed to change, to improving care, no matter how long it takes, no matter the struggle. 

					Be prepared for mixed responses. Some people will challenge you: “Who do you think you are, trying to change what no one has changed?” Some people will follow you blindly: “Whatever you do, we will do.” Some will be awestruck: “You are sent from God to do this mission.” Some will ignore you, shocking you with their lack of motivation to end their children’s suffering.

					You hope and expect that all parents and patients will rally to your cause, but don’t be surprised if they don’t join you at first. Many Hemophilia Leaders lament, “Why don’t our own people care?” Perhaps patients have been disappointed, time and again—by their own families, their own medical establishment, and their own community. They’ve suffered and lost hope, but you can give them hope again.
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					First Steps

					•	Commit today to creating a national hemophilia organization.

					•	Secure an office in your home, HTC, or donated office building space.

					•	Obtain communication equipment: computer, printer, telephone, cell phone, fax, and internet access.

					•	Establish a temporary volunteer committee or founding board. 

					•	Enlist volunteers: patients, parents, business professionals, medical personnel, and humanitarians.

					•	Share with others your passion, vision, and model for hemophilia care.

				

				What Can You Offer Your Members?

				First, make your message clear to the people you invite to join your mission. You want to form a nonprofit organization dedicated to helping and supporting those with hemophilia. You want to obtain better medical care through training, secure blood-clotting medicine, and teach patients how to care for themselves. Later on, as your NGO matures, you can hammer out more detailed goals and programs. For now, be specific, simple, and clear.

					What will prospective volunteers get from this new organization? Parents and patients will get improved quality of life, reduced suffering, prevention of joint deformities—and they will avoid premature death. Find out what motivates the people you approach. Do they value helping others? Do they have a passion for children in need? Do they know someone with hemophilia? Are they wealthy and looking for ways to be charitable?

					With your founding board and communication equipment in place, you’re ready for the next step: creating a vision and mission statement. The best leaders follow a vision—the picture they paint of a future with promise, hope, and success.
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				4

				Vision and Mission

				If you want to build a ship, do not begin by gathering wood, cutting boards, and distributing work, but awaken within men the desire for the vast and endless sea. 

				—attributed to Antoine de Saint Exupéry

				Effective leaders are future oriented. They lead well because they know where they are going. Even with obstacles in their way, effective leaders reach their goals because they keep their destination always in sight.

					This is called vision. Vision is your masterpiece. It’s the breathtaking picture of what you hope to accomplish. Vision is not limited by your organization’s skills, talents, resources, or funding. It goes beyond personal abilities and aims. It’s the ultimate goal you wish to achieve for the common good. Vision answers two questions:

					1.	If our hemophilia organization could achieve anything, knowing it could not fail, what would it strive for?

					2. What would have to be accomplished so that our organization would no longer need to exist?	

					Vision is the star that guides you and beckons others to your cause. But people won’t just follow a vision—first, they follow a leader. As Hemophilia Leader, you create a compelling vision of the highest possible level of hemophilia care. Then you nurture hope through that vision. 

				
					Vision is the star that guides you and beckons others to your cause.

				

				Qualities of a Powerful Vision

				Vision isn’t a mission statement, or a slogan or policy manual. Managers tend to focus on mission and manuals, while leaders focus on vision.

					An effective vision is a portrait of the way things should be. Vision is future oriented. 

			

		

	
		
			
				22 | Ch 4 Vision and Mission

			

		

		
			
				It’s bold. It excites. It inspires action. A great vision appeals to the senses with color, shape, sound, form, and even taste. In 1946, Indian leader Mohandas K. Gandhi set a goal—to get the British out of India. His vision? An independent India that governed through self-deter-mination. Gandhi’s vision was embodied in the spinning wheel. He encouraged Indians to create and wear homespun garments, to cripple Britain’s clothing importation business in India. The spinning wheel became the symbol of Gandhi’s vision and, eventually, part of the new flag when India gained independence. A great vision not only paints a picture, but also evokes emotion, making people want to follow.

				Two Techniques for Creating Vision

				If your dreams do not scare you, they are not big enough. 

				—Liberian President Ellen Johnson Sirleaf

				As Hemophilia Leader, you could create the vision yourself and hand it to your followers; but teammates will perform better when they “own” the vision, share the dream, and accept responsibility. 

					There are two techniques for creating a vision that encourage your team to participate in the process: brainstorming and visualization. They can be used together or separately.

					Brainstorming means that everyone works together to generate ideas, images, and statements. Gather your team together and ask all members to write down, privately, what they believe your organization’s vision should be: What’s the ultimate destination in a perfect world? 

					Include everyone—your sponsors, volunteers, and families with hemophilia. Make it fun and think big! Imagine without limits. Don’t let teammates say, “That’s impossible.” Experiment. Develop ideas, and write them on a blackboard or poster. Engage a volunteer professional facilitator who is experienced in vision setting. When you’ve collected all the visions, share and compare. Discuss, clarify, define, and revise your vision into a statement that satisfies your team.

					Visualization is a technique to practice “seeing” what you want to achieve. While your team members are busy brainstorming, ask them to visualize by creating in their minds the desired situation, ultimate goal, or dream—including color, sound, and emotion. Then ask them to replay this picture, over and over in their minds.

					Visualization works. Elite athletes have used this technique to push the limits of human physical abilities and improve performance. One of the most successful skiers in history, Lindsey Vonn, has said that she visualizes running her course 100 times before she gets to the start gate for each race.1

					Visualization was at work in Romania, in April 2004. As guest speaker at Romania’s first 
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				World Hemophilia Day, I asked everyone in the audience to close their eyes and to picture, to really see, what they wanted for hemophilia care in the future: Children running and playing? Young men with good jobs? A refrigerator full of factor? Suddenly, heads started nodding and smiles appeared. Romania did not provide home treatment. For a single bleed, parents and patients sometimes traveled hours by car or train to reach a treatment center. It’s no surprise that the vision of a refrigerator full of factor grabbed them. For the rest of the week, as I toured clinics and visited patients throughout Romania, young men with hemophilia and parents of children with hemophilia referred with hope to the “fridge full of factor.” That’s the power of visualization!2

				Writing Your Vision Statement

				After you’ve brainstormed, visualized, and decided on a vision, put your vision statement on paper. A good vision statement should engage your heart and spirit, be grand and exciting, yet be simple and clear. It should highlight deep needs and concerns, and illustrate what your organization wants to achieve. The most powerful vision statements tend to be the shortest. Try to whittle down your vision to no more than a few sentences. One sentence is best.

					Before drafting your vision statement, review with your team the current hemophilia care situation reflected in your table model (see Chapter 2). Which legs are strong? Which legs are weak? How might your table be strengthened, and how can you best communicate this in your vision statement?

					For example, the vision statement of Hemophilia Federation of America (HFA) is “that the bleeding disorders community has removed all barriers to both choice of treatment and quality of life.” This statement is appropriate for a country like the United States, but isn’t an appropriate vision for a developing country, which may have little or no treatment options. Better visions for developing countries might be “Factor for all,” or “Independent, educated, and productive citizens with hemophilia.” Whatever your team chooses, ensure that your vision is attainable, yet lofty enough to challenge and excite everyone to take action.

				How to Use Vision

				Once you’ve finalized your vision statement, you can use it to do four things:

					1.	Create urgency. Vision should excite and motivate—and also make people slightly uncomfortable. You want to eliminate complacency. Consider the vision statement of HFI: “Hemophilia without disability; children free from pain.” This statement creates urgency: children are in pain. Urgency leads to immediate action.3

					2.	Unify the team. Your vision statement can bring your team together. Begin staff meetings and open conferences with your vision statement. It’s your guiding star. 
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				Make posters of your vision statement to display in your headquarters and every chapter or affiliate office.

					3.	Design a long-term strategy. Use your vision to develop an effective long-term strategy for your organization. You’ll build your mission statement, your short-term and long-term goals, and your strategy around your vision. When you plan for the future, ask yourself at every step: Does this decision support our vision? 

					4.	Find the best allies. Use your vision as a measuring stick when your organization considers working with other NGOs, for-profit companies, board members, or teammates. Volunteers and team members whose ideas about vision differ from those of the leaders and the rest of the team may eventually cause conflict. Your vision helps you make better choices about partnerships.

				Communicate Your Vision 

				As Hemophilia Leader, you share the vision developed by your team. Teammates, board members, patients, medical personnel, MOH officials, prospective sponsors and donors, other NGOs, the media—these are the people you need to influence. You can present rational motives for them to join your cause, but nothing persuades like vision. When you have only moments to influence someone, vision is the way to do it.

					As Hemophilia Leader, you are charged with keeping your organization’s vision alive. This will ensure the commitment of donors and teammates and create the excitement and momentum you need to realize your dream.

				Vision Drives Your Mission

				Vision without action is a daydream. Action without vision is a nightmare. 

				— Japanese proverb

				There’s a difference between vision and mission. A vision is your dream of the future, of what could be. Vision gives direction. Mission refers to what is. Your mission includes ongoing programs that support your journey toward the vision—obtaining factor donations, holding blood drives, organizing patient meetings, and lobbying the government. 

					Your mission is practical. It defines the overall, general activities that help your organization achieve its vision.4 It’s a statement of what you do now. 

					To draft or revise a mission statement, answer these questions in the context of your vision: 

					•	What kinds of patients do you serve—hemophilia, or all bleeding disorders? 

					•	What activities, projects, or services does your organization offer?
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					•	What types of people and groups do you need to work with?

					•	What needs do you satisfy? 

					•	How do your products or services differ from those of other nonprofits? 

					•	What benefits do patients receive when they choose your organization?

				For example, you may want to provide medicine, education, and comprehensive care to patients. Or you may choose to focus only on the medical aspects of hemophilia. Perhaps you’ll concentrate on the psychosocial or educational aspects. Talk to your community, and find out what people need. Then develop your mission statement to address those needs. Write it in 50 words or less.

					When planning your mission, be careful not to overextend your commitments. If you try to do all things, you may feel overwhelmed. You may think you’re failing. It’s best to begin with small projects for your mission and complete them. As your achievements grow, you can revise your mission statement to take on more. National Hemophilia Foundation (NHF) in the United States includes supporting research for a cure in its mission statement, a mission that is beyond the scope of most hemophilia organizations, including NHF itself when it was formed over 70 years ago.

				
					Vision Statement 

					One sentence that describes the ultimate and ideal situation your organization wants to create for the people it serves, or that paints a broad picture of what your organization will become. It is inspirational and future oriented.

					Mission Statement

					A paragraph that describes your organization’s specific purpose, and defines its struc-ture and function. It is task oriented and present oriented.

				

					Vision will keep your eyes on the stars, but mission will keep your feet on the ground. By defining the day-to-day activity that makes your organization productive, your mission brings tangible change to patients with hemophilia. As leader, ensure that your NGO’s mission reflects its vision.
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					Leadership in Action!

					Hemophilia Federation (India): Defining the Dream

					With over 90 chapters and more than 20,000 members, HFI is one of the largest national hemophilia organizations in the world. An estimated 112,000 Indians have hemophilia. Although HFI faces tremendous challenges, it remains a powerful and remarkable hemophilia organization.

						A powerful organization needs a powerful vision. Yet in 2001, the HFI vision— “Comprehensive care by 2015”—was dry and uninspiring. This was not a vision; it was actually a goal, easily measured with a deadline. During a leadership workshop I was conducting with HFI, we decided to create a new vision statement that would rejuvenate the HFI team and better communicate what the organization wished to accomplish. Like a good vision statement, the then-current vision was future oriented and slightly beyond reach. But it lacked fire. It didn’t arouse emotion. In fact, it seemed like a chore. It didn’t even mention hemophilia, and we worried that “comprehensive care” was a term that the public wouldn’t understand.

						We began brainstorming. Suddenly, HFI staff, doctors, and volunteers came alive—everyone had something wonderful to offer. It became even more fun when we formed teams and challenged them to compete to create the best vision.

						The teams drew pictures: a man with hemophilia standing upright and lifting his crutches high above his head; a child running. We knew that the public could easily relate to images of children not suffering. Our vision statement was taking shape now, as something future oriented, but with imagery, emotion, and a call to action. 

						I asked one final question: “If a person with hemophilia, who represented your vision, stood in front of you right now, what would he look like?” The answer was clear. After some tweaking of words to produce a short, powerful statement, HFI had a compelling and exciting vision that embraced all people with hemophilia, and that anyone in India could understand: Hemophilia without disability; children free from pain. That vision statement is still the vision of HFI today.
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				5

				Organizational Structure

				An institution is the lengthened shadow of one man. 

				—Ralph Waldo Emerson

				As Hemophilia Leader, you must be visionary. You must embody passion and mission, and embrace challenge. You must keep hopes high and influence others to join your cause. But you must also organize the practical, concrete aspects of creating a hemophilia organization: assembling a formal governing board, developing a constitution, registering with the government, and enlisting patients as members. For many leaders, this is where the journey gets difficult. 

					Your task now is to structure your organization and register it as an official nongov-ernmental organization, or NGO.1 NGO status means that you are a legal nonprofit entity. Depending on your country, you can apply for grants from your government. You may be able to accept tax-free donations.2 You may also be exempted from paying taxes or duties. Your organization is recognized publicly and legally as humanitarian, existing to help a disadvantaged group of people who receive little or no help from government programs.3

				Create a Name

				As you prepare to register your fledgling organization, you must give it a name. Choose carefully, because once your NGO is registered, it will be difficult to change its name legally. Consider the message you want to convey to your public, and remember that, at some point, your public will be international.

					Why international? If you live in a developing nation, you probably lack resources for advanced hemophilia care. Your doctors need training, and your people need factor. These resources are found most often in developed nations. So choose a name that will put your organization on the global map.

					Include your country name in your organization’s name, and include the word “hemophilia.” Most of those you serve will have hemophilia, although some will have von Willebrand disease (VWD). Finally, you may want to use one of these words in your 
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				name: “organization,” “association,” “foundation,” “federation,” or “society.” These words are all synonymous with NGOs. Names like Albanian Hemophilia Society, Romanian Hemophilia Association, and Brazil Hemophilia Federation4 help governments and international organizations understand a group’s mission. 

				Create a Governing Board

				All effective organizations have a structure that clearly defines (1) who is in charge, (2) how people report to each other, and (3) who is responsible for particular tasks. Look at the structure of your national government, local schools, local businesses, or religious institutions. Everyone has a particular title and function, and normally reports to someone higher up on the organizational ladder. In a well-functioning NGO, the “top” of the ladder is a governing board.

					Up to now, you may have been operating with a founding board, an informal group of patients, professional supporters, kindhearted volunteers, friends, and family members who helped you gain momentum and get started. Now it’s time to get serious, as you comply with your state, provincial, or federal operating guidelines for NGOs. It’s time to create a governing board.

				The Role of a Governing Board

				A governing board is a group of skilled volunteers who monitor and oversee the organization. The board is committed to the mission of the organization, and dedicated to preserving its reputation, effectiveness, and sustainability. Of course, you are also dedicated and committed, but a single Hemophilia Leader can exercise tremendous personal power—sometimes too much power. Some leaders are tempted to abuse this power. A governing board will ensure that you focus on the organization’s mission, not on any personal agenda. The board monitors all policies, funds, actions, and decisions, enabling you to move forward and fulfill the vision within established guidelines.

					What will your governing board do? Here’s a partial list of responsibilities:

					•	Determine the organization’s mission.

					•	Approve a constitution.

					•	Ensure that policies are fulfilled according to the constitution.

					•	Create and monitor programs and services. 

					•	Approve and monitor a strategic plan that fulfills the mission.

					•	Establish fiscal policy and ensure accountability; oversee budget and spending. 
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					•	Select and evaluate the executive director. 

					•	Maintain communication and promotion of the organization.

					•	Establish relationships with the public, community, and other interested parties.

					•	Ensure legal and ethical integrity.

					What does a governing board not do? Typically, it does not engage in day-to-day operations and activities. Of course, in reality, the few people who comprise a board in most countries are volunteers, and they must often fulfill all roles—for the short term initially, and perhaps longer.

				How the Board Operates

				A governing board operates through policy.5 Your founding board will already have made some policy decisions and drafted some preliminary documents that the government usually requires before approving your organization as a registered NGO:

					•	Job descriptions for officers (president, vice president, secretary, treasurer, executive director) that clarify specific duties and expectations6

					•	Election procedures that specify a method of selecting governing board members and officers

					•	Term limits that determine how long board members and officers will serve 

					•	Mission7

					•	Procedures for voting on policies and items for discussion

					•	Board meeting schedule for the year

					•	Date of national annual general meeting (AGM)

					•	Specific programs to meet the organization’s goals8

					•	Constitution that commits the mission, board composition, policies, and programs on paper in a legal framework

					•	How to expand the board to include other board members

				This last point is important. Make sure that hemophilia patients are represented on your board—and that they have positions of leadership. The Romanian Hemophilia Association (RHA) has strong patient representation and solid leadership. It was co-founded by a dynamic leader with vision and compassion, Dr. Margit Serban, an outstanding hematologist. After 10 years as president, however, Dr. Serban knew that the time had come to grant top leadership to the patients. Although the RHA vice president was a person with hemophilia, 
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				Dr. Serban believed that the president must be a person with hemophilia. So on April 17, 2004, at the first World Hemophilia Day in Bucharest, she promised to promote a change in RHA leadership. She asked the young people with hemophilia in the audience to consider assuming leadership roles. In a country that had suffered under a dictatorship for 50 years, and where physicians enjoyed immense public respect, this idea was revolutionary, excit-ing—even scary.

				The Board’s Title and Composition

				First, give your governing board a suitable title. It may be called an executive board, board of directors, or board of trustees. Think carefully about the people you invite to join your board. You might want to invite some members of your founding board—don’t lose the peo-ple who proved their dedication, energy, initiative, and skill! You may also know people who were interested in your NGO at the outset, but took a wait-and-see approach. Now that your NGO is functional, they may be ready to participate. Invite people with professional skills: a lawyer specializing in medical law; a physician familiar with hemophilia; a reporter for the national newsletter; a person who has experience with NGOs; a financial expert; someone from a religious institution or school with extensive contacts; a local business person. Work-ing together, these people will not only govern your NGO with expertise and boost your professional credibility, but they may help to attract new funding and talent.

					Your board should also include people with hemophilia, or parents of children with the disorder, to represent the constituents you serve. In 2001, the Zimbabwe Haemophilia Association formed a new board, which was composed only of men, all with hemophilia. A mother of a child with hemophilia said that she wanted to join. She was well educated, with excellent accounting skills. One board member strongly objected to having a woman on the board. But after considerable discussion, everyone realized that she would bring a contrasting and essential point of view, not to mention valuable skills. Eventually, she was voted in.

					Who appoints these board members? Usually they are nominated by another board member, and accepted by majority vote at an AGM. Ideally, you and your board should develop written criteria for selecting and approving board members. Avoid allowing board members to appoint close friends and family members who may blindly support them with-out offering objective guidance.

					Board A:	president,9 vice president, secretary, treasurer, one volunteer

					Board B:	president, vice president, secretary, treasurer, medical advisor, one volunteer

					Board C:	president, vice president, secretary, treasurer, medical advisor, six volunteers 

					If your organization is small, like most new hemophilia NGOs from sparsely populated 
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				countries, the structure of Board A should be sufficient to meet your current needs. Be sure to review the legal requirements of your country. In some countries, even the simplest organization is required to have a certain number of subscribing members, with several more governing the organization. Keep the board at a manageable number—as small as possible, but as large as needed to perform specific tasks according to the board’s assigned roles and responsibilities. Notice that each example here is composed of an odd number of board members. This ensures that when a vote is taken on an issue, the decision will represent the majority.10 

				Board Member Roles

				Each board member will have a different role to play. Here are some roles for board members:

					Founder. The Hemophilia Leader who took action to make the dream of creating a national hemophilia organization come true. Normally, the founder is deeply involved in the creation and success of the organization, but a truly successful NGO will outlive its founder. The WFH has progressed magnificently despite losing its founder, Frank Schnabel, who remained in a lifelong leadership position. Some founders, however, step aside after the NGO begins to grow, allowing new ideas and new leadership to flourish.11 

					President. The recognized official and positional leader of the organization. The presi-dent sets the tone of the organization, determines the pace of activities and accomplishments, and may chair meetings. As official spokesperson, the president articulates and puts into action the organization’s vision. Often the founder becomes president, especially in small organizations. In many hemophilia NGOs, the president is someone with hemophilia or the parent of someone with hemophilia. This gives the organization credibility. 

					Vice President. The backup leader who assists in all the president’s activities. He or she also assumes a leadership role when the president is unavailable, for a day or longer, depending on the policy of presidential absence as stated in the NGO’s constitution.

					Secretary. Maintains all records and official correspondence of the NGO, including legal documents, meeting minutes (see page 36), and policies.

					Treasurer. Oversees the financial accounts of the organization. He or she may simply monitor financial accounts, handled by another member, to guarantee accuracy. Or the treasurer may handle all aspects of the financial system: creating a budget, entering receipts, reporting on accounts, managing bank accounts, and generating financial reports. 

					In a newly established NGO, roles may be blurred or overlapping. Board members will probably perform all tasks: governing and implementing policies and activities. For example, if the board declares the need to increase the number of registered patients, it will also hammer out a step-by-step strategy to actually find patients. Tasks are delegated. The president might contact local clinics, and the secretary might develop a spreadsheet to track 
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				new patients. The vice president might visit emergency rooms or clinics, posting leaflets that describe hemophilia symptoms and provide the NGO’s phone number.

				Challenges and Conflicts of Interest

				Ideally, a governing board should be composed of people who are distanced from day-to-day operations; people who can make unbiased decisions about what’s best for the NGO. They should not have monetary ties to the NGO, or benefit financially from it. Decision-making dilemmas usually arise when resources are scarce; donations of money and factor can cause conflict of interest.12 In one country, the president of the national hemophilia organization was found engaging in the sale of donated factor for personal gain. This was a conflict of interest. The president’s ties to his factor buyers might influence his decisions for the organization. He was dismissed from his position. 

					Be careful! A governing body that creates but also implements policies may suffer from conflict of interest. Let’s say that a board is made up of three patients with hemophilia and one doctor. One day, a large financial donation is received. The board must decide how to use this contribution. The doctor suggests using the funds to improve the clinic where pa-tients are seen. The president, one of the three patients, hopes to purchase a vehicle because he spends so much time traveling to see patients. The doctor fears that the car may provide too much personal benefit to the president. The president convinces the other two patient members to vote with him. The two sides argue the relative merits of each option, and eventually the president wins his case. In this example, the president has a conflict of interest: he is responsible for voting objectively as a board member, but he has a vested personal interest in the way money is spent. Hard feelings follow, and eventually the doctor quits the board. The board’s reputation suffers.13

				Your Executive Staff

				If the governing board doesn’t get involved in day-to-day operations, who does? In a perfect world, you would hire a paid administrator. This is your executive director.14 

					The executive director implements the policies dictated by the board, and is responsible for the operation of the entire NGO, including monitoring the budget, approving purchases, hiring staff, developing and implementing a strategic plan, and overseeing daily operations. If funding permits, the executive director may hire and supervise office staff, such as a secretary and bookkeeper. The executive director runs the headquarters and coordinates with regional offices, and reports directly to the governing board.

					Here is one example of a mature hemophilia NGO structure:
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					Constitution

					(laws of governance of the NGO; also called bylaws)

					Governing Board

					(volunteer positions: governance of policies, programs, budget, mission)

					President • Vice President • Treasurer • Secretary • Medical Advisor

					Executive Staff

					(paid staff: day-to-day administration)

					Executive Director • Administrative Secretary • Bookkeeper

				

				Many NGOs don’t have the luxury of such a structure. Your NGO may look more like the one illustrated next. In a small, young organization in a country with scarce resources, as in Barbados or Sri Lanka, the president, founder, and executive director might all be the same person. This is fine, and it may be necessary for a time. But always try to grow your organiza-tion to a more mature structure. You’ll promote a higher level of professionalism, enhancing your credibility and bringing better results.

					Here is one example of a young hemophilia NGO structure:

				
					Constitution

					Governing Board

					(volunteer positions: governance of policies, programs, budget, mission; day-to-day administration)

					President/Executive • Director/Founder • Vice President

					Treasurer/Bookkeeper • Secretary/Administrative Secretary • Medical Advisor

				

				Establish a Constitution

				To become an NGO, recognized by the government, you need a constitution so you can register with the government. We’ll use “constitution” here to refer to both constitution and bylaws. In truth, you don’t need to register as an NGO just to help people with hemophilia. You can form a group and take action, implement programs, and accomplish great things without being a registered NGO.15 But remember that the public will donate more readily 
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				to a registered NGO—because people tend to trust an entity governed by an official board more than they trust an individual acting on his or her own.

					Being unregistered can hurt your organization and its members during times of trouble. Hurricane Maria devastated the island of Puerto Rico—a US territory—in September 2017. People from the mainland US wanted to donate large sums of money to the hemophilia organization there, until they realized it was still not a registered nonprofit, despite having existed for years. This was a terrible lost opportunity to provide aid.

					Start with the constitution. Your NGO’s constitution is a legal document that states the purpose, structure, and policies of your organization; it also contains the written rules of operation. These rules include officer job descriptions, term limits, conflict of interest regulations, guidelines for resignation and removal of officers, codes of conduct, meeting attendance policy, and voting procedures. The policies you began creating earlier can now easily be placed in your constitution as official policies governing your new organization. 

					At this stage of your NGO’s development, it’s wise to involve a lawyer who is experienced in nonprofit formation. A lawyer will help you adhere to all civic, state, and federal guidelines and requirements. With your lawyer, write to the appropriate government regulatory agencies16 to request information about forming a nonprofit agency, or check the government’s website. Because laws vary—not only from region to region within a country, but drastically from country to country—it’s impossible to describe here how to create a constitution. But check our website at www.kelleycom.com for samples. 

					Once you’ve created your constitution, you’ll refer to it repeatedly when conflicts arise, when members are in doubt about rules, or when you need to make changes in your NGO. Your constitution represents the collective agreement of the founders and new board of directors about the right way to run an effective hemophilia organization. 

				Register as an Official NGO

				With your board in place and your constitution drafted, you’re ready to file with your government for NGO status. You’re ready to become a national hemophilia organization!

					Both your lawyer and your accountant should guide you through the official procedures. Scan or copy all papers, documents, and letters. Use certified mail (also known as registered post) to submit documents. You don’t want the postal service to misplace your documents. In many countries, you’ll need to visit the government offices in person. This may even require repeated visits over several months. It took the government of Rwanda over two years to approve the Rwanda Hemophilia Association’s constitution! When you receive approval, keep copies of your official documents with your lawyer, accountant, and the board. 

					Congratulations! You are now the Hemophilia Leader of an official national hemophilia organization.
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				Hold a National Annual General Meeting

				A properly functioning hemophilia organization schedules a national annual general meet-ing. At the AGM you can hold elections, review policies, survey your accomplishments, and make resolutions to improve care for the future. Strategic plans should be reviewed, altered, and approved. New officers can be welcomed, and patients can experience direct involvement. It’s wise to announce your AGM to the press and invite the public. You may find some new volunteers.

					Consider inviting your health minister to the opening ceremonies. Invite foreign experts on hemophilia in order to garner interest and boost attendance.

					An AGM typically lasts one day. It features educational symposia for medical profes-sionals and patients, and social events for hemophilia families. But most important, the AGM conducts the business of the hemophilia organization. At the close of the AGM, a celebration for all attendees can offer music, food, and socializing. Even such simple ceremonies as candle lighting, speeches, dances by performing artists, and awards to outstanding volunteers and patrons can put the finishing touch on a year of hard work and accomplishments.

				Document Your Progress

				At some point, you’ll probably request funding from other organizations. If you lack documentation, it’s unlikely that anyone will take your application seriously. Documentation is written proof of your meetings, decisions, policies, activities, member patient information, and progress.

					Why do some NGOs resist documentation? In some cultures, trust is based primarily on the strength of interpersonal relationships, or the “covenant.” In other cultures, trust is based on legal documents guaranteeing compliance, or the “contract.” According to Phil Hudson, former president of New Missions Systems International, “Requiring documentation can be seen as almost a breach of trust. In some cultures, not requesting documentation shows you trust board members.”17 In developed countries, this emphasis on interpersonal relations is overshadowed by legal requirements for proof—and most of the funding and factor is found in developed countries. Here’s a list of what you need to document:

					Constitution. This is the official binding law for your policies and operations, which your governing board must obey. File this crucial document where everyone knows its location. If it’s in a computer file, back it up.

					Board members. File a list of all members, their titles and contact information, including address, phone, place of employment, and email address.
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					Minutes of meetings. Every board meeting must be recorded. Before you begin every board meeting, ask the secretary or a volunteer to record the entire meeting on paper. Include the following:

					•	Date

					•	Decisions made

					•	Who attended/was absent 

					•	Action items to do before next meeting 

					•	Person responsible for each action item

					•	Agenda

					•	Date of next meeting

					•	Discussions (summarized)

					After the meeting, see that the minutes are typed, corrected, and circulated to all board members as soon as possible.18 The longer you wait, the more memory fades, and the resolve to take action weakens. Store each meeting’s minutes in a binder or on your computer to bring to every board meeting—where a decision may require you to refer to a previous meeting. One of the first agenda items for your next board meeting is to officially approve the minutes of the previous meeting. Your minutes serve as a catalyst for everyone to persevere and take action. Minutes are not just a record—they’re an important tool for success.19 

					Minutes of conference calls. Record minutes of conference calls. Volunteer board members are busy professionals with other jobs, and minutes help them stay on track with their tasks. Board members can identify their tasks by looking at the minutes.

					Strategy and goals. If you have no written goals, you have no way to judge progress and, worse, no way to show others your progress. We’ll discuss goal setting in more detail in Chapter 8.

					Quarterly reports. A lot can happen in three months—or nothing can happen. Without a written summary of your accomplishments, you have nothing to show to potential donors and supporters. Quarterly reports serve as information and advertising. Every new report increases trust, anticipation, and the desire to help.

					Keep track of all your activities. Arrange a simple report and mail or email it to all parties interested in your work—such as patients and medical personnel. You can post updates on Facebook. Also send your report to parties you are interested in approaching for funding, support, and education.

					To produce good documentation, remember: Activities do not equal results. It’s nice to hear about family programs, camps, and seminars—but what’s the outcome of these 
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				activities? Can you measure it? Report writing and documentation are about progress. Progress is best measured by numbers and outcomes. When writing a report, ask yourself: What positive accomplishments can I report? What differences did our activities make? How can I demonstrate growth from our last report? Measurable results include the numbers of patients, doctors, or government officials attending, and why these numbers are significant. For example, was this the first time the government attended? Did new patients attend? Did the press or media attend? Was an article published to raise public awareness? Did you acquire new donors? Can you include some testimonials from attendees? These are results that your readers—and supporters—want to know.

				Financial Accountability

				To fulfill your NGO’s mission, you’ll need money. Some of your money may be donated, in the form of private gifts and formal grants. Some of it may be earned from fundraising events. You’ll also spend money, for which you need to be accountable. In your new organization you’ll need to prove, beyond doubt, how—and how much—money was accepted or earned each year. And you’ll need to prove how—and how much—money was spent.

					Accountability is one of your highest priorities. A leader establishes trust. Trust brings you volunteers, benefactors, and financial donations. Never be lazy or careless in your bookkeeping. Be meticulous when handling finances, because you’re really handling other people’s money.

					Establish an accounting system before you become a registered nonprofit. Know how your NGO will operate financially. Open a bank account in the name of the organization. Other board members besides you should oversee the account. Of course, you must assess the reliability and accountability of anyone who writes checks and deposits money.

					Keep your accounts in a handwritten ledger book or, if you have access, use a computer accounting software program that helps you track incoming donations and outgoing expens-es in your cash, checking, and credit card accounts.

					To track your finances, establish a fiscal year. Then record and report your finances from the beginning to the end of your fiscal year. Break down your fiscal year into quarters. For example, store together all receipts for all expenditures from month one through month three as your first quarter. Track donations the same way. Create quarterly financial reports that detail your total expenditures and revenues (donations) broken down by categories. Balance your checking and credit card accounts monthly without fail. Save a receipt for each expenditure to prove that you spent the NGO’s money properly.20

					To add to your credibility, hire an accountant or find a volunteer to document what you’ve recorded and reported. People will be more inclined to donate to an organization that they believe will spend their money wisely.
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					Financial Responsibilities of a New NGO

						•	Register with the government. 

						•	Obtain a tax-exempt number from the government.

						•	Open a bank account in your NGO’s name.

						•	Create a financial checking and banking system. 

						•	Order checks with your NGO name and logo printed on them. 

						•	Record all donations, listed by donor name and type of donation. Example: Gates Foundation (nonprofit); Sony (corporate).

						•	Record all expenditures, listed by category. Example: Office (postage, furniture); Utilities (electricity, phone). 

						•	Balance accounts monthly.

						•	Generate financial reports monthly and quarterly.

						•	Obtain treasurer’s written approval of accounts monthly or quarterly.

						•	Have an official, professional audit annually.

						•	Back up computer files of your financial accounts.

						•	Store hard copies of your financials in a safe place.

						A new NGO in a developing country may not have the financial or staffing resources to accomplish all of the tasks just listed. Initially, you will have few donations—and few expenditures—so your organization may not need an elaborate accounting system. But keep this list while you raise funds, grow, and begin to accept more donations.

				

				Developing a Budget

				A budget is a financial plan for anticipated monthly income and expenses before every year begins. It requires you to estimate your income and decide how it will be spent—on pro-grams, travel, or factor purchases? For a new organization with limited resources, the idea of a budget may seem impractical. But as your NGO grows, it will eventually need one. 

					Here’s how a budget works. Let’s say your projected annual budget is $5,000 US for the coming year. You and your board should estimate how much money will be spent each month on administrative needs, office supplies, travel, telecommunications, and patient assistance. Monitor your expenses monthly to guarantee that you don’t overspend. I once received a desperate request for funds from a hemophilia organization that had overspent its phone bill estimate by $1,000 US in a single month! Apparently, someone was using the office phone for overseas personal calls. Not monitoring your budget can lead to financial and leadership crises, even when your organization is small and your income is low.
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					Your budget is also important at the end of the year. Whether yours is a small organization, like the Belize Hemophilia Society with only 16 patient members, or as large as Hemophilia Federation (India) with over 20,000, you must also have an annual audit to present to the board. An audit means that a certified public accountant (CPA) or chartered accountant reviews all financial records and every expenditure, verifies bank balances, and submits a written report of the findings. A “healthy” audit means that your organization is accountable, knows how its money is spent, and can verify all expenditures. 

				Does NGO Imply “Good”?

				When your NGO is registered with a board in place, you can congratulate yourself on your achievements so far. But don’t let success blind you. Success sometimes leads to downfall. For some, the leadership position fills a deep emotional or psychological need for attention, power, and recognition. The leader begins to make decisions that fulfill personal needs, not the needs of members. These decisions may harm the long-term viability of the NGO. Some leaders simply begin to slack off. They become unproductive, assigning all the menial tasks to subordinates. Others may engage in unethical behavior not befitting a true leader. They may think that because they lead a nonprofit, everything they do—good or bad—is justified.

					These leaders couldn’t be more wrong. The term nonprofit doesn’t automatically imply goodness, respect, charity, or sacrifice. The terms nonprofit and for-profit are almost exclusively legal, referring only to tax-exempt status and organizational structure. Horrific examples of gross waste, exploitation, personal gain, and hypocrisy accompany the history of nonprofits—all due to poor leadership.21 For Hemophilia Leaders, what matters are vision, credibility, character, ethics, and results. 
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				Chapter 6

				Medical Advisory Committee

				A Hemophilia Leader must rely on a qualified and dedicated team to help make decisions. Because your organization represents people with bleeding disorders, your governing board requires at least one experienced, knowledgeable, credible healthcare professional.

					Eventually, you should establish a formal, broad-based medical advisory committee (MAC)1 made up of professionals. This committee will help you and your governing board create medical policies concerning patients’ medical treatment, blood safety, and national healthcare. 

				The Role of the Medical Advisory Committee

				The MAC provides expert advice on medical, scientific, and treatment issues as required by the hemophilia organization. In the United States and Canada, this committee is called the Medical and Scientific Advisory Committee (MASAC). The role of a MAC is always strictly advisory.

					The MAC can keep your organization current on medical developments concerning blood safety and new treatments. This frees your NGO to focus on program implementation rather than constantly researching current medical news.

					Another key role of the MAC is to edit and approve any publications—brochures, newsletters, news releases—produced by your NGO. The MAC can ensure that all infor-mation is medically and scientifically accurate. This greatly enhances the credibility of your organization, and credibility is the key to influencing others. 

				What the MAC Is—and Is Not

				Although it’s part of your hemophilia team, the MAC is not part of the governing board. It doesn’t have a deciding vote on policies and programs. Only the board can vote on, and execute, decisions regarding policies and programs. Again, the role of the MAC is strictly advisory. 

					The MAC can draft policies, but cannot implement them. It can suggest a direction for your NGO to take, but cannot enforce decisions. For example, the MAC may advise that 
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				recombinant factor be the standard of care for patients, but it cannot enforce this as an official policy of the NGO. It can recommend that all patients receive hepatitis B vaccinations, but it cannot force the organization to take steps to ensure this. Still, the MAC has an invaluable role. It can issue warnings to the organization about its direction and decisions. Unlike the governing board, the MAC carries the full weight of the authority of its medical experts. Its advice must be considered seriously, and acted upon—either accepted or rejected—no matter what. Every effort must be made to include the MAC in any decisions related to medical care for people with hemophilia.

				The Structure of the MAC

				Your MAC can be as diverse and as large as your organization requires. One challenge you face as a new NGO is building trust: you must encourage medical professionals to believe in your mission. So start small. Ask three key medical professionals to join your MAC.

					When you develop your MAC, be sure to include representatives from various medical disciplines—blood banking, dentistry, physiotherapy, orthopedics, nursing, surgery, hematology, hepatology, virology, psychology. It’s best to secure a dedicated hematologist with time to offer your NGO, but this may be difficult. In a small country, like St. Lucia, or in those with unstable economic climates or grave political crises, it’s often hard to find that special hematologist—or any hematologist. Consider instead a pediatrician, general practitioner, or qualified nurse.

					Consider including a medical professional with strong connections to the government. Someday, when your organization matures, you’ll approach your government to begin a campaign to purchase factor. A well-connected physician will be your vital ally in reaching this treatment goal. 

					You may appoint one person as chair to lead your MAC, or allow the group to elect its own chair. Your constitution should state the term limits of MAC members in number of years. This helps prevent any feeling of entitlement. Members may be voted back to the MAC at the end of their terms, or they may return after a one- or two-year break. In the United States, for example, the chair of NHF’s MASAC is appointed for three years. Be sure that the chair has good leadership skills and can listen to, manage, and direct others. The chair must be knowledgeable not only about hemophilia, but about human dynamics.

					If you’re rebuilding your organization after the downfall of a previous organization, you may need to prove yourself before you can secure someone to serve as chair. When a hemophilia organization develops a bad reputation, medical professionals rightly distance themselves from the NGO. Rebuilding means reestablishing trust. This takes time and a track record of accomplishments. 
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				MAC Schedule and Agendas

				In general, the MAC has a less intense schedule than that of the governing board. It may meet once or twice yearly. It may meet in person or via conference call. NHF’s MASAC meets twice yearly. In Canada and the United Kingdom, the MACs meet annually.

					Regardless of schedule, whether face-to-face or by telephone, minutes of each meeting must be taken, printed, and distributed to all MAC members and to your NGO’s governing board.

					In large countries such as India, Russia, and the United States, smaller regional MACs may be created to represent the unique needs of specific areas. In addition, small task forces and working groups may be formed to address ongoing issues, meeting throughout the year as needed. For example, three members of your larger MAC might meet regularly to research, draft, and submit recommendations for a policy on dental care.

				The Relationship Between Your Organization and the MAC

				MAC members are appointed by the NGO’s governing board, which is often composed of patients and parents. The MAC operates under the instruction of the NGO, and can be disbanded by the NGO.

					This news is not always happily accepted by some medical professionals, who find it hard to believe that patients may dictate policies. Often, doctors are accustomed to, and expect, a high level of respect and deference. It may seem strange to them that patients and parents—particularly those lacking education or financial resources, and in some cases living in poverty—can tell an educated, well-traveled, established medical practitioner what to do. In fact, some MAC physicians reject almost anything that patients say.

					The relationship between your governing board and your MAC isn’t about deferring leadership decisions to those with educational titles, higher incomes, or professional skills. It’s more about encouraging grassroots leadership—leadership from all members of the he-mophilia community that can make a permanent difference in patients’ lives. Patients and parents must be involved in their own hemophilia care, and must risk approaching medical personnel for assistance. One South American mother told me that her doctor, a knowl-edgeable physician who was not used to treating hemophilia, insisted on mixing 1,000 IU of factor, using half to treat her son, and then storing the remainder in its syringe in a freezer for “next time.” The mother knew that this was wrong, but she risked alienating her doctor by pointing out his mistake. With careful tact and diplomacy, she asked him to read the product insert label and use the remaining product immediately. She also used this opportu-nity to ask her doctor to join her NGO’s hemophilia team!
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					A strong MAC can help mediate between patients and their doctors. People living with hemophilia every day need to feel ownership of their lives. But often, medical specialists in developing countries adopt a strongly authoritative or parental role that may rob patients of decision-making privileges. In many cases, patients are not allowed to question a doctor’s actions. “They simply do not hear poor people,” one mother lamented. Such doctors don’t disclose full information to patients, and don’t trust them to act responsibly. They may not want patients to form hemophilia organizations or dictate to the medical profession. In these cases, patients benefit from the existence of an active hemophilia organization, with Hemophilia Leaders who support them and investigate their concerns.

					Along with obtaining the right to take part in their own hemophilia care, patients who are Hemophilia Leaders must accept responsibilities, especially toward their medical provid-ers. They should view medical providers as champions of the organization’s cause. Medical personnel who join the MAC must be treated respectfully, and their opinions and concerns considered seriously. 

				Getting Started

				The MAC determines the medical and scientific topics of concern for the hemophilia community to address each year. If this is the first MAC in your country, your initial concerns are probably numerous but simple. The MAC may suggest that your NGO begin by identifying the immediate medical needs of the hemophilia community. These can include the following:

					•	Register all patients.

					•	Procure factor concentrate or create cryo.

					•	Educate physicians of all specialties about hemophilia.

					•	Reduce duties on imported factor concentrate.

					•	Establish standards of treatment guidelines.

					•	Create policies regarding blood supply safety.

					•	Articulate patients’ rights and responsibilities.

					•	Begin home treatment.2

					•	Establish a national hemophilia treatment center.

					•	Attract and retain a needed specialist (physiotherapist or other specialist) to the country and to rural areas.
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					The key task for the MAC is to identify the most pressing needs, and then prioritize. For example, in Pakistan in 1999, the PHPWS didn’t have a national MAC. It had two separately functioning MACs within two distinct chapters that did not coordinate with each other. To create a national MAC, the two Pakistani chapters jointly selected members, appointed a chair, listed concerns, and asked the key question: Of all the country’s hemophilia medical concerns, which has the highest priority? The new national MAC voted unanimously. The chief concern was reducing customs duties on imported factor. The MAC then drafted a recommendation for the PHPWS to submit to the government whenever the organization petitioned to remove duties. Having a national MAC gave the PHPWS power and influence. After a long government campaign, the PHPWS with its MAC eventually convinced the government to reduce import duties on factor concentrate. This important victory probably wouldn’t have happened without a MAC and its coordinated efforts with the NGO.

				Creating MAC Recommendations

				Once you’ve selected members for your MAC, invite them to their first meeting, where they will determine the MAC’s structure and operating guidelines. Ask them to appoint a chair and establish guidelines for working together. The MAC can then create an agenda for the coming year, and schedule meetings or conference calls. Determine with your MAC the number of recommendations and topics to address during that year, and select the people responsible for researching and drafting recommendations.

					At least once a year, the MAC should create formal recommendations concerning treatment protocol for patients with hemophilia. The protocol can be as simple as recommending a method for physicians to refer patients with bleeding symptoms to the hemophilia organization. Or it can be as sophisticated as recommending that all people with hemophilia be tested for hepatitis C and HIV.

					The MAC recommendations should be sent on formal letterhead to your NGO. You will distribute them to all patients and to every doctor possible in your country. Send them to international hemophilia organizations, pharmaceutical companies, and distributors. Send them to all government officials involved in medical care, importation of factor, and budgets. Give MAC recommendations to the media for publication in newspapers and national medical journals. As soon as the MAC is created, it should take immediate action to create its first published recommendations. This produces a sense of professionalism, achievement, and teamwork—which reflects positively on your leadership.
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				How the MAC Benefits Your NGO

				Creating a MAC gives your new organization instant credibility. Doctors can be your greatest allies in government lobbying campaigns. The MAC can manage inquiries from patients, and from doctors not directly involved with hemophilia. A physician or MOH official who contacts the NGO for medical information may be unwilling to accept that information, accurate as it may be, from a patient running the organization. But he or she will readily accept information offered by an accredited physician affiliated with your NGO. 

					Your MAC can polish your NGO’s public image. Mention MAC member names in your annual report and official documents, and use them on your stationery for instant impact. The media may not be interested in an obscure person with hemophilia seeking airtime or to print an article; but they may take notice when that person is accompanied by a prominent doctor from a major hospital. 

					A MAC interacts with government health agencies, international agencies, and private companies to secure improved treatment for patients. It’s a vital part of the growing team that you, as Hemophilia Leader, are guiding.

				
					Key Questions When Creating a Medical Advisory Committee

						•	What are the specific duties of the MAC?

						•	What medical disciplines should be represented? 

						•	How does the MAC differ from the national medical association?

						•	How many members will be allowed?

						• Who can nominate members to the MAC?

						•	Who is the chairperson? 

						•	Will the MAC establish task forces? 

						•	Should each region or chapter have its own MAC? If there are regional MACs, how will they coordinate with and report to a national MAC?

						•	How often should the MAC meet? 

						•	How many recommendations will the MAC issue per year?

						•	How will recommendations be used?

						•	What is the term limit for the chairperson? 

						•	How long will members serve on the MAC?

						•	How will the MAC best communicate with the governing board?

						•	How will the NGO use the MAC to build credibility?

						•	How will the NGO use the MAC to improve treatment for patients?
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				7

				Branding

				As Hemophilia Leader, you are like an ambassador. You travel and meet people, inside and outside the hemophilia community. You represent and promote your country’s hemophilia organization and embody its vision, mission, and identity. Identity is who and what you are. Your organization needs an identity that the public recognizes and that creates positive associations—humanitarianism, proactive behavior, and medical progress. 

					Your identity is reinforced through your logo, business cards, website, and stationery, which all symbolize and define your NGO. Remember that great leaders influence through credibility. Credibility is built on consistency. Consistency is the key to presenting a clear identity for your organization. So all of your promotional materials should match, not just in color and design—they should also match your mission and values. The word for this is branding.1 Branding promotes your consistent identity to the public, the government, health officials, the patients you serve, and the world. 

				The Logo: Your Organization’s Symbol

				A logo is a design, a visual symbol that represents your organization’s identity, character, focus, and sometimes your culture. Much like the colors and symbols of your country’s flag, the colors and symbols of your logo say clearly who and what you are.

					A logo is one of the main components of branding. It must be unique to your organiza-tion. Trademark your logo to demonstrate and guarantee ownership, and to prevent another organization from using it. You and your team should create your logo after you’ve devel-oped your mission and vision.

				Use Emotions to Build Brand Recognition

				An effective logo elicits an emotional response that creates positive associations. The foot-wear manufacturer Nike uses a “swoosh” design that is contemporary, upbeat, and active, implying energy and speed. The logo of the United Nations depicts olive branches, a sign of peace, embracing the earth. 

					A logo works best when it’s associated with a good reputation. A good reputation at-
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				tracts donors and volunteers. Your job as Hemophilia Leader is to ensure your organization’s good reputation, and to promote it through your logo.

				Associate with a Successful Logo—or Develop Your Own

				Some organizations have adopted the WFH logo in their national logo. This logo shows two human figures: a red figure with an arm around a white figure. The red figure represents a person with factor. The white figure represents a person without factor. The two figures stand in front of a globe, symbolizing the international reach of the WFH. 

				 National member organizations (NMOs) of the WFH are welcome, even encouraged, to use the WFH logo.2 There are advantages to doing this. Adapting the WFH design for your own NGO allows you to benefit from the WFH brand. You gain instant recognition and perceived credibility.

				 You can adapt the WFH logo to fit your NGO’s personality and identity. For example, the Hemophilia Association of Uruguay added the outline of its country behind the two standing figures of the WFH logo. 

				 You can also develop your own original logo reflecting your country’s unique culture or geography. The logo of Haemophilia Foundation of New Zealand (HFNZ) is a simple uppercase letter “H” for hemophilia, with a “missing” red blood drop next to it. The logo is bold red to represent blood—and attract attention. In deference to the Māori, New Zealand’s native people, the crossbar of the “H” uses a decorative Māori swirl. 

				Create Your New Logo

				To create your own logo, begin brainstorming. Assemble your team and decide what to portray as your organization’s single most important concept or vision. Is it medical aid? Freedom from disability? Family support? Unity with the global hemophilia community? What message do you want to convey to people who see your logo? Now generate some possible designs. Gradually, you’ll simplify the logo to create a streamlined, attractive design that conveys an essential aspect of your NGO’s purpose. 

					You can choose from three basic kinds of logos: (1) font-based logos, like Coca-ColaTM, which use a specific type style to make an impact; (2) illustrations, like the MedicAlertTM symbol depicting a snake and the Roman god Mercury; and (3) graphic symbols, like the Nike swoosh. In the global hemophilia community, the WFH logo is an illustration, and the New Zealand logo is a graphic symbol.
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				Brand Through Color and Typeface

				Your logo’s color is a key design element and a vital part of communicating your message. Color can produce emotion instantly, without words or pictures. When selecting colors, keep in mind the message you want to convey, and the cultural significance of colors. See the box below for a list of typical emotional associations with specific colors.3 Red, of course, can symbolize blood. Some NGOs use the colors of their nation’s flag for solidarity, to brand with their country. 

					Typefaces can add personality to your logo. Typeface refers to a distinct design of characters and symbols: this text uses Adobe Garamond, for example. Typeface is available in different weights and styles. Weight refers to the thickness of lines used to form the letters; heavier weights are thicker and look darker. Style or font refers to a variation in the basic design, like bold or italic. Make sure the typeface you choose for your logo is readable—avoid fancy italics or script. Remember that typefaces convey emotion, so choose one that produces the positive associations that contribute to brand identification.

				
					Emotional Associations with Color

						Red:	power, danger, intensity, life, impulsiveness, blood, passion, speed

						Orange:	power, energy, fire, warmth, cheerfulness

						Blue:	calm, peace, tradition, spirituality, water

						Green:	growth, health, money, balance, quiet, nature, environment

						Black:	power, authority, mystery, evil, death

						Gray:	elegant, established, classic, mature, intelligent

						Yellow:	wisdom, warmth, cheerfulness, idealism, caution, energy, speed

						Brown:	earthy, basic, simple, plain, natural

						White:	pure, peaceful, cold, clean, honest

						Purple: royal, valuable, ceremonial, traditional

				

				Develop Compelling Graphics

				The Barbados Haemophilia Association formed in May 2016 and immediately distinguished itself with a bold logo: a red circle around a silhouette of the island; and above, a red drop of blood and a butterfly needle, hovering above a black hand poised to offer support.

					If you plan to use graphics in your logo, look for a self-employed graphic designer whose fee you can afford, or who will donate services. But be discriminating! Even if your budget is small, don’t settle for a design that doesn’t effectively represent your NGO’s message. 
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				Consider developing your own logo graphics. Tap into your creativity to design a logo or create a clip-art logo. Clip-art images are available on the internet, sometimes for free or for a small fee.

				Brand Your Marketing Materials

				Once you’ve chosen a final logo design, use it consistently to com-municate a single, unified message to the public. Your logo must ap-pear on all of your promotional materials—business cards, stationery, envelopes, newsletters, brochures, signs, and website. And it must look the same on everything your organization produces. Remember, consistency is the key to brand recognition. 

					Brand your NGO by using the same color scheme, typeface, and design throughout your marketing materials. Coordinate the colors of your paper or website background with the colors of your logo. If your NGO has chapters or affiliates in various cities or regions, make sure that they also adopt the national logo and colors to create a unified and consistent identity.

				Your Most Powerful Marketing Tools

				One of the first places where people see your logo may be on your website. Give your logo a prominent position on the homepage, and carry it through every page.

					Your logo precisely conveys your identity on your business card, too. You may run a nonprofit organization, but it’s still a business. Business cards are the most frequent form of business communication when two people meet.

					Just like you, as Hemophilia Leader, your website and business card make immediate impressions—direct and indirect impressions. Along with the direct “who, what, where” information required on every website and business card, the color, logo, and design of your website and card convey indirect information by creating a positive (or negative) emotional impression that lingers long after someone sees them.
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					Organize Your Business Card

					Your business card should carry this basic information:

						•	Who you are: your name and job title

						•	What you represent: your organization’s name

						•	Where you are: address, city, state, postal code, province, country, phone and fax numbers, email address, website

						•	How to contact you: phone and fax numbers, Facebook, Twitter, Instagram, email address, website

						Don’t use italic fonts or all capitals, which are hard to read. Don’t crowd; leave some space to help the reader process information easily. Organize your information to make it easy for people to contact you. Your phone number must include a country code and city code. Think international! When you travel, you’ll want your new interna-tional colleagues to be able to contact you easily. Consider printing one side of your card in your native language, and the reverse in English, the international business language.

				

				Use Your Logo to Compete

				As Hemophilia Leader, you must market—promote—your organization to the public to en-courage donations, get attention, arouse compassion, and attract volunteers. Good marketing means finding one message, and one symbol to communicate that message. Think of yourself: you have one face and one name. That’s your identity. Think of your logo as your company’s face, and your message as its name. When you design your business materials, your goal is to make a positive, unified impression on your target audience, giving you a strong identity that sets you apart from your competition.

					Who is your competition? Even if you’re the only hemophilia NGO in your country, any company or organization is a competitor when it demands its share of the public’s attention, requires volunteers, and seeks donations. Other national organizations for diseases or disorders, other NGOs, and even cultural events and holidays all compete for funding and attention.

					To promote brand identification, use your logo on everything you produce, including posters, signs, advertisements, T-shirts, pins, and bumper stickers. A great Hemophilia Leader is a savvy marketer and promoter of the organization’s message, mission, and logo.
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				8

				Strategy

				Strategy is a fancy word for coming up with a long-term plan and putting it into action. —Ellie Pidot

				As Hemophilia Leader, you are like the head of an exciting expedition preparing to climb a towering mountain. At the summit, your vision of better hemophilia care beckons. Your journey to the summit will be long and hard. But you are passionate, dedicated, and eager to begin. Following and supporting you are your team, including your board, medics, various experts, volunteers, and financial backers. You now have the right equipment—computers and office necessities—to help you climb this mountain. And you have branded your NGO’s identity so that everyone will know who you are and why you’re climbing.

					What you don’t have yet is a strategy.1 

					Your strategic plan is like a map that charts your course up the mountain toward your vision. On the map, you draw the known landscape: What obstacles block your route? How far must you go to reach your destination? How long will it take? Do you have enough resources? What small wins can you secure before reaching the main prize? What will you do if you encounter resistance? Or face disaster? 

					Imagine trying to climb a mountain without a strategy. You can’t reach the summit simply by climbing hard. You may be the most skilled mountain climber in the world, but you’ll never summit if you don’t have a plan. For real-life mountaineers, and for Hemophilia Leaders, lives are at stake. You need a strategy.

				Components of a Strategy

				To devise a strategy, you must collaborate with your teammates—your governing board, MAC, and volunteers. And you must put your strategy on paper. Here are the tasks that form the framework that will become your NGO’s strategy:

					•	Define the mission: What is your NGO’s purpose?

					• Identify your stakeholders: Who is interested in what you do?
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					•	Assess patient needs: What do hemophilia patients need most?

					•	Determine your capabilities: What are your strengths and weaknesses?

					•	Evaluate the environment: What are your political, social, and economic challenges?

					• Prepare for setbacks: What will you do when you lose key volunteers or funding?

					•	Identify and prioritize goals: What measurable steps are achievable? 

					•	Choose your strategic thrust: On which areas will you focus most?

					•	Estimate a budget: How much funding is needed to reach your goals?

					•	Implement an action plan: What steps can you take now?

				
					Are You a Strategist or a Firefighter?

					Strategy means planning. It’s an analytical method of looking into the future. Without a strategy, you operate in continual crisis mode—helping a patient who needs emergency surgery, taking multiple phone calls, attending endless meetings, and visiting patients in the hospital. Of course, these are essential responsibilities. But when crises prevent a leader from planning effectively for the future, the potential harm is doubled. Leaders who are constantly “putting out fires” can’t move forward. A wise Hemophilia Leader invests ample time in creating a solid strategy to keep the NGO on course. A solid strategy facilitates decision making and forces the leader to work more effectively, even when there are fires to extinguish.

				

				Define the Mission

				This is the most basic task that you must address first. See Chapter 4 for tips on how to define your mission.

				Identify Your Stakeholders

				Stakeholders are the people who are most interested in your NGO: they either benefit from or support what you do. Include these stakeholders in your strategy:

					•	People with hemophilia (also called constituents or members)

					•	Donors

					•	Government officials (especially MOH) 

			

		

	
		
			
				Success as a Hemophilia Leader | 55 

			

		

		
			
					•	Hemophilia organization staff, volunteers, and chapters

					•	Pharmaceutical/biological product companies

					•	Medical personnel, in hospitals or private practice

					•	Non-hemophilia NGOs

					•	International hemophilia agencies

					•	Worldwide hemophilia community 

					•	Local businesses

					•	Social institutions (charities, welfare organizations)

					•	Civic and religious groups

					Your NGO’s strategy will be stronger when you consider how every program and decision you make affects each stakeholder. 

				Assess Patient Needs

				You may look at your hemophilia community and say, “We need everything!” Try prioritiz-ing the most pressing needs first. Here are some to consider:

					•	Patient education material in national language(s)

					•	Hematologist dedicated to hemophilia patients

					•	National registry of patients

					•	Urgent surgery for one patient

					•	Diagnostic equipment and reagents2

					•	Training of medical personnel

					•	Reliable source of donated factor

					•	Family programs or children’s camp

					•	Support group for mothers

					•	Leadership training 

					• Volunteer training

					•	Youth empowerment

					• Women’s empowerment

					•	Technical/career training for youth
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					•	Reliable source of safe blood components

					•	Fundraising events

				Determine Your Capabilities

				The next few sections explore your organization’s resources and operating environment. This is known as SWOT analysis: strengths, weaknesses, opportunities, and threats (or challenges, as I prefer to say).3

					First, analyze your team—your board members and volunteers—and yourself as leader. 

					•	What are the team’s technical strengths? (graphic design, newsletter publishing, website creation) 

					•	What are the team’s social and personal strengths? (fundraising, good presenters, government connections)

					•	What are the team’s professional abilities? (legal, financial, medical, administrative, managerial) 

					Next, examine your NGO’s logistics and operations. Do you need a bigger office? Do you lack funds? Do you need more staff? Paid staff? Are you located far from the capital? Is there no local treatment center? No physician devoted to your cause? Do you lack transpor-tation?

					The lack of certain resources will make your climb to success harder. Not being able to speak English, for example, will limit your interactions on the global scene.4 Living far from the capital may reduce your ability to work closely with the main medical professionals. When you carefully assess your strengths and weaknesses, you’ll see where you must focus to attract resources and skilled volunteers.

				Evaluate the Environment

				Environment refers to circumstances and events that lie outside your control but can shape or influence your success: weather, geography, national economics, political climate, demo-graphics, even religious influences.

					Travel in many developing nations is hampered by poor infrastructure and remote location of patient homes. Many Caribbean and Central American countries are battered annually by tropical storms that cause flooding and mudslides. Power outages are daily events. Some patients live in crowded slums on the edge of major cities. It’s difficult to locate these patients, even those registered with the hemophilia organization. 
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					In many countries, it’s hard to assemble in large groups. Some Communist countries forbid large meetings. The Philippines’ geography—thousands of islands—makes it difficult to locate patients, much less to unite them at meetings. Other countries suffer skyrocketing inflation and steep monetary devaluations, making it impossible to get the required foreign exchange. Using FFP or cryo to treat bleeds can be risky in countries with high rates of HIV. Frequent resignations and appointments of MOH officials means that NGOs must contin-ually build new government relationships. In some countries, religious beliefs create taboos about hemophilia or blood donations.

					Your environment also includes your competitors. Don’t assume that you have no competition because you represent the country’s only hemophilia NGO. Anyone is a competitor who needs what you need: government support, funding, volunteers, public attention, television or radio airtime. All NGOs are your competitors. Become familiar with their national meetings, campaigns, initiatives, and growth. Coordinate your strategic initiatives so they don’t collide with the plans of other NGOs, forcing potential donors to choose between you. Don’t regard your competitors as organizations to beat, but as comrades to enlist. Work with all groups so that everyone experiences a win-win environment. 

					Even disease may be a potential competitor! Not just chronic diseases, like thalassemia, epilepsy, or diabetes, but outbreaks of malaria, tuberculosis, and yellow fever. Epidemics can overwhelm the government and donor agencies. When you plan programs and initiatives, consider what your government and the public can handle at one time. If your government is facing an epidemic, this is probably not the best time to approach the MOH.

					Stay informed on current events to learn what’s happening in the world that might affect your mission. Pay attention to political resolutions and actions, especially in healthcare and social welfare. Ask your MAC to keep the team posted on changes in the international medical hemophilia community. The more you read and learn, the less likely you’ll be caught off guard by environmental changes.

				Prepare for Setbacks

				Along with environmental challenges, you’ll face unexpected setbacks. There could be internal challenges: board conflicts, personality clashes, resignations, underperforming board members, constituents’ complacency, uncooperative committees. There could be loss of major funding. 

					The most devastating challenge you’ll face is the loss of a patient. It’s heart-wrenching when a child dies of hemophilia. It’s demoralizing when a Hemophilia Leader dies. Serguei Skoropissov, MD, a person with hemophilia, was founder and president of the 
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				Hemophilia Charity Foundation of the Ukraine. He died in May 2002, just weeks before he was to attend the WFH Congress in Seville, Spain. His shocking loss devastated the Ukraine hemophilia community, and its activities ground to a halt for a long time. Douglas Piquinela Gómez, president of the Hemophilia Association of Uruguay, died in 2004 while attending a WFH Congress. At age 70, he remained dedicated to hemophilia to the end. 

					Tragic events will happen. You’ll experience setbacks and failures. But see them as opportunities for change and improvement. Believe that even setbacks can become successes.

					When you face a setback, be solution oriented. Think of the boulders you’ll encounter on your journey to the summit: Are they roadblocks or stepping-stones? Never spend more than 10% of your time dwelling on a particular challenge. Acknowledge that you face a challenge, and spend 90% of your time finding the solution. Believe that you will succeed, no matter what. 

				Climbing a mountain is a wonderful metaphor for vision leadership because a mountain is something you can see. The picture of you atop that lofty mountain embeds itself in your mind. Whatever the goal, once you have the picture, the key is to hold it and not give up. 

				—Royal Robbins, former mountaineer and president, Royal Robbins Company

				Identify and Prioritize Goals

				The backbone of your strategic plan is the tangible goals you set. Goals are concrete targets, measurable and incremental. They build a visible step-by-step path to success, bringing you to each “camp” on your journey to the summit (see “Your Map to the Summit,” page 60).

					In Chapter 4, we examined Gandhi’s vision of a united and sovereign India. What were his goals? He had many, including resisting British importation laws by wearing homespun garments; eliminating salt imports by manufacturing salt domestically; and holding nation-wide strikes. Achieving each goal brought India one step closer to Gandhi’s vision. 

					Once you’ve established your goals, you must set objectives. Some leaders use the words “goals” and “objectives” interchangeably. Goals are composed of objectives, which are manageable, sequenced, and measurable tasks. Objectives spell out what must be done, in what order and by what date, to reach a particular goal. As each objective and goal is systematically reached, your organization moves closer toward its vision.
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					How to Write Goals

					Make sure you have goals, and that all goals are written. 

						I once attended a board meeting for a Central American hemophilia organization and discovered in about five minutes that the NGO was nonfunctional. This organization looked good on paper, but in reality? No goals. The members had no goals because they had no programs and, ultimately, no vision. I asked the board to list just one goal to accomplish for the year. Silence. As I left the building and saw the families with hemophilia patiently waiting, I felt sorrow. Unfortunately, this group wouldn’t help them much.

						Even writing goals and objectives isn’t enough. Goals must be worded in a way that makes them effective. Effective goals are exciting because they create energy and momentum, and are achievable. They compel us to act now.

						How can you write effective goals? First, ensure that your goals are closely tied to your mission statement. For example, don’t focus on programs to fund research in hemophilia if your mission directs you to focus on procuring factor and providing rehabilitation.5 Second, make your goals SMART:

						Specific. The goal must be focused, clear, and simple. “Raise public awareness” is vague. Instead, try this: “Use newspapers, radio, and TV to spotlight hemophilia this year.”

						Measurable. Use numbers. Instead of “Increase registered patients,” try this: “Add ten new patients to our registry every month.”

						Accountable. Assign one person to be responsible for each goal. Without personal ownership, goals suffer from diffusion of responsibility—no one takes responsibility because no one is perceived to be in charge.6

						Realistic. Always strive for the achievable. Small wins are best. Don’t set such lofty goals or expect such high standards that failure is inevitable. Don’t set such short deadlines that staff can’t accomplish objectives on time. 

						Time-bound. Goals need deadlines. Firm deadlines create urgency and motivate staff. Missing deadlines can highlight problems: Do we have the wrong person for the job? Is the task unrealistic?

						Goals work best when broken down into step-by-step objectives. Include your entire team in the goal/objective-setting process. Because we all work best when we feel positive about our tasks, try to associate emotions with goals. What motivates your team? Competition? Public recognition? Easing suffering? 

						Finally, assign each goal and objective a priority: highest, high, medium, low, lowest. Now you’ll know where to devote your greatest resources. Spend most of your time on your highest-priority goals. Avoid the temptation of constantly fighting fires, which accomplishes short-term results only. Your major goals—perhaps advocacy and fundraising—are the ones that will propel you up that mountain. They should receive most of your time, money, and attention.
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				It is the goal that shapes the plan; it is the plan that sets the action; it is the action that achieves the result; and it is the result that brings the success. And it all begins with the simple word goal. —Shad Helmstetter

				Choose Your Strategic Thrust 

				Large hemophilia NGOs typically have many resources and set multiple goals. Small NGOs usually lack extensive resources. The board may consist of only a handful of people, all volunteers perhaps employed elsewhere during the week. In this situation, it’s impossible to focus on many goals. Yet a small NGO can still achieve success by focusing its resources—the “strengths” noted in the SWOT analysis—on select goals such as funding and staffing.

					This kind of concentrated focus is called strategic thrust. It’s better to choose one or two major goals, and realistically try to achieve them, than to map out a staggering 20 goals—only to be spread so thin that you achieve none of them. Perhaps your team will focus on publishing a newsletter or holding a family event. Gradually, as you gain experience from your first successes, you’ll feel more confident. You’ll also have a positive accomplishment to show your stakeholders. Remember, there’s a difference between being busy and making progress. “Busy-ness” is flurried activity that often becomes crisis intervention. Progress comes in slow, incremental steps. Strategy depends on your resources, and your resources determine your strategic thrust.

				
					Your vision tells you why.

					Your mission tell you what.

					Your strategy tells you how.

				

				Estimate a Budget

				For each goal, create a budget of estimated costs and ensure that you have a fundraising plan to cover those costs. This can be as direct as applying for a grant from WFH or Novo Nordisk Haemophilia Foundation (NNHF), or as elaborate as hosting an all-day event and inviting the public. See Chapter 14 for more on fundraising.

				Implement Action Plans

				When you’re ready to commit your strategy to paper, you can start designing a strategic plan. Your plan can encompass a one-year, three-year, or even five-year focus. Your completed strategic plan should be distributed to all board members, including MAC members. This document should include the following:
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					•	Your vision and mission

					•	Background detailing how the organization was founded

					•	Assessment of organizational and individual team members’ strengths and weaknesses7 

					•	Assessment of environmental opportunities and challenges

					•	Strategic thrust for the year

					•	Major goals, broken down into objectives, with deadlines, priorities, and people responsible

					•	Budget for each goal

					•	Contingency plan if your NGO fails to meet its goals

					Your next task is to make the strategic plan a workable document by creating action plans. Action plans are detailed blueprints for achieving each goal. An action plan targets one goal, defining its various objectives, setting deadlines and priorities, and identifying the person responsible for achieving the goal. 

					Don’t be surprised if your team often misses deadlines. Most team members will be volun-teers who may have other jobs or family concerns, or may lack personal resources. Many will have hemophilia, and achieving goals may be delayed by disability, frequent bleeds, or physiotherapy.

				Monitor Your Strategy, Celebrate Success

				Monitor your strategic plan to ensure that everyone is contributing, to guarantee that deadlines are met, and to avoid operating in continual crisis mode. Review the strategic plan at each board meeting. The executive director can review action plans weekly. Action plans are not simply reports to complete and submit; they are active, fluid documents that must be constantly reviewed, questioned, and adjusted. 

					It takes a lot of work to construct a strategy. But as Hemophilia Leader, you must have a strategy. And you must believe that you will succeed in your journey toward the vision, because everyone looks to you for inspiration and guidance. Napoleon wrote, “Leaders are givers of hope.” You can give hope, and help your teammates achieve goals, even when your organization is struggling. Be persistent. Persistence surpasses even talent and knowledge in reaching goals.

					Don’t forget to celebrate reaching goals and meeting deadlines. Create milestones—concrete and achievable victories that give you reason to celebrate. Your first celebration milestone might happen when you reach a specified number of registered patients, or when you reach a certain level of funding. Celebrate with a social event for your team. Reward team members for their persistence, and acknowledge that you’ve reached a level of success. When you’ve climbed this far up your mountain, you deserve to celebrate!
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				Programs

				Programs are services your NGO provides consistently to meet the needs of the organization and the hemophilia families it serves. Consider establishing programs in five areas:

					•	Organizational

					•	Medical

					•	Communication

					•	Advocacy

					•	Family Programming

				Advocacy and communication are expansive programming areas, discussed in detail in Chapter 13, and in Chapters 7 and 15. In this chapter, we’ll discuss organizational, medical, and family programs.

				Organizational Programs

				Organizational programs refer to your NGO’s structure, function, and operations. They include activities that contribute to making all your other programs successful. 

					Medical Advisory Committee. Your organization needs the medical expertise of several dedicated professionals from differing disciplines. Creating a MAC should be one of your prime organizational programs. See Chapter 6 to learn how to form a MAC. 

					Outreach. A fundamental goal of your NGO is to locate and document every person with hemophilia in your country. The program to accomplish this is called outreach. There are two numbers you must calculate: the estimated number of people with hemophilia in your country and the known number of people with hemophilia. See Chapter 10 on how to construct an outreach program.

					Detailed contact database. Create a detailed, up-to-date database of professional contacts to use as a great networking tool. All new contacts’ information should include name, title, corporate or hospital affiliation, address, email, phone, and fax. Try to code each contact by what it represents to your organization: Potential donor? Patient? Nonprofit? Medical personnel? 
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					Regional affiliates. In geographically vast countries like Russia and Brazil, regional affiliates report to the headquarters in the capital. Under the umbrella of the national organization, affiliates have their own presidents and boards, and draft their own goals and programs. Establish regional affiliates by identifying emerging leaders in these regions who can uphold the NGO’s mission and meet the needs of regional constituents.

					Teambuilding workshops. When team members meet socially outside regular board meetings, relationships strengthen. Professional teambuilding workshops include a facilitator, exercises, and teambuilding games. As an alternative, try scheduling a one-day retreat, with time to relax, share thoughts and interests, and enjoy a performance, movie, or hike. 

					Youth committee. This program is an outstanding way to attract future leaders to your organization, while empowering young members with hemophilia. A youth committee is a semi-autonomous group of young people, ages 18 to 30. The committee sets its own goals, develops its own budget, and coordinates its mission within the overall NGO mission. Youth activities can include psychosocial support for issues related to career planning; sexual concerns including HIV testing and care; and financial support for unemployed students and non-students.

					Women’s committee/Mothers’ committee. Women’s personal issues differ from those of men, especially regarding birthing, child-rearing, and family planning. In some cultures, women are hesitant to speak up in the presence of men. They need a place and time to discuss ideas and to empower one another. Women can be members of both youth and women’s committees, to share strategy and help develop leaders.

				Medical Programs

				One of your ultimate goals should be to achieve comprehensive care for all hemophilia patients. Comprehensive care means that along with factor replacement therapy, patients receive physiotherapy, dental hygiene, genetic counseling, diagnostics, psychosocial therapy, and orthopedic and surgical care. This is where you need the active cooperation and counsel of your MAC. Meet with the MAC to prioritize medical needs, then choose one or two, and focus on developing programs that address them. Here are some examples of medical programs: 

					Diagnose suspected patients. Your hemophilia treatment center needs diagnostic equipment and a lab to diagnose patients. Remember, even when you get the equipment, the cost of using it can be enormous. Constant funding is required for diagnostic materials such as reagents. When an expensive machine is donated to your HTC, consider the long-term costs. Who will teach you to use this machine? Who will repair it when it malfunctions? How will you secure it to prevent misuse or theft? For a startup lab, consider buying the dependable, low-cost essentials—a freezer, refrigerator, and centrifuge. 

					Your NGO should work with its MAC to ensure that lab technicians are well trained and proficiency tested, lab testing is affordable, prior diagnoses are verified, and new patients 
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				are tested in a qualified lab.1 

					Establish a hemophilia treatment center. Patients eventually need a medical center—government, charitable, university, or private—dedicated to hemophilia treatment. Accompanied by a MAC representative, select an appropriate medical facility, and speak with the director. Determine what would be involved in setting up such a facility. For example, can the hospital afford to care for hemophilia patients?2 Does it offer free care? Must patients pay all or part of their bills? Does the hospital have facilities to store factor? Does it have the ability to make cryo? What medical equipment is available to patients: X-ray, diagnostics, physiotherapy? In megacities like São Paolo, Brazil, several hospitals have HTCs. Yet some countries have no treatment facilities designated for hemophilia.

					If your country is large, you must identify hospitals in every region. In a small country, you might consider “satellite” clinics, where a hematologist from the city can periodically visit rural patients in local clinics.

					Develop a factor distribution program. To avoid operating in the crisis mode described in Chapter 8, plan factor donations and procurement ahead of a crisis. Estimate the amount of factor you’ll need and hope to possess throughout the year, and develop a plan to obtain it. Chapter 12 discusses factor donations and procurement in detail. 

					Identify carriers. Many families are not educated about hemophilia, especially its transmission. Hemophilia organizations strive to educate families to make better decisions about having children. In Pakistan, for example, it’s common for first cousins to marry. But if couples are uninformed about hemophilia transmission, they may unwittingly increase their chances of having children with hemophilia. 

					Your NGO can develop a program to identify obligate carriers,3 arrange screening of suspected carriers, and offer educational booklets or workshops. With some premarital counseling, engaged couples can examine options for their future.

					Create medical identification cards. If an accident happens and the victim is unconscious, medical ID cards alert hospital staff to the patient’s diagnosis and the required treatment. Your hemophilia organization’s logo, address, and telephone number should also appear on the card. Invite a local business to donate money to create cards, or apply for a grant through the NNHF. Laminate the cards and encourage your constituents to carry them always.

				Family Programs

				At times, the pressure to improve medical care and develop a strong NGO leaves families on the sidelines. Many families are reluctant to assert their needs. As Hemophilia Leader, you must empower these families by giving them permission to ask questions or even assume leadership roles in your organization. 
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					Educational workshops. Hold regular workshops just for families. Provide in-depth information about bleeding joints, bleed prevention, physiotherapy, dental hygiene, self-in-fusion, and exercise. 

					Camps. Hemophilia camps are valuable programs, but they require a lot of planning. Camps are covered in detail in Chapter 11.

					Family events. These one-day outings include picnics, excursions to water parks, and trips to the beach or public zoo. Family events require planning and an agenda, because you may choose to have factor available, provide food, and charter a bus. These programs are usually purely social and involve no formal treatment instruction.

					Support groups. These are monthly or quarterly meetings, normally for selected family members: parents, mothers, fathers, or teens. A skilled facilitator—social worker, nurse, parent, or psychologist—usually leads the support group. You may serve a light snack, and typically no formal agenda or outcome is required. This is a time for sharing and support.

					Holiday parties. Joyous occasions can uplift hemophilia families worldwide. Many countries celebrate Christmas in December, when Santa Claus delivers toys to children; or Three King’s Day in January, with gifts from the Magi. The end of the Muslim holy season of Ramadan is marked with a large feast. And the Hindu festival Diwali celebrates the triumph of good over evil with thousands of lighted lamps. World Hemophilia Day is also widely celebrated around the world every April 17. Unfortunately, for too many NGOs, holiday parties are the only viable and successful programs. They’re extremely limited, usually occurring only once or twice a year, and typically with no educational component. Holiday parties should be supplemental, not your only programs.

				Use Programs to Measure Success

				Programs have a short-term and long-term focus. They bring immediate help to families while providing a system to implement future change. Use programs as a key part of your strategic plan. All programs should directly reflect your mission. All programs should take advantage of your organizational and team strengths. For example, if a dedicated social worker sits on your board, consider starting regular support groups for families. If you lack transportation, it will be difficult to start a patient registry. If a local physician grants you the use of clinic space to start a treatment center, you can start a program to treat patients. But you won’t be able to start a rehabilitation program without a physiotherapist on your team.

					Create a budget for each program and monitor costs carefully. Report on all programs at every board meeting. Prepare goals for every program, breaking down each goal into measurable objectives with deadlines and priority levels. Create action plans for each goal within each program.
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					Organize your programs under the five major categories listed at the beginning of this chapter. Do any categories lack programs? When a doctor leads a hemophilia NGO, the NGO may favor more medical programs. When a mother is in charge, the NGO may create more family programs. This is natural, but your role as Hemophilia Leader is to meet all the needs of your constituents. So count the number of programs and goals you’ve listed under each of the five areas: Organizational, Medical, Communication, Advocacy, and Family Programming. Are they balanced? 

					In terms of our mountain metaphor, your programs can be organized into different climbing teams, all headed toward the summit (see “Your Map to the Summit,” page 68). Each team must get to Camp 1, which is where the first set of goals is reached for each program within each of the five areas. Then, all teams must arrive at Camp 2, where the second set of goals is reached, and so on. The five teams may arrive at their goals at different times—that’s fine. The point is to keep your teams climbing higher toward the summit. What about your objectives? Objectives are the small stepping-stones leading to each camp. They’re the concrete actions that you take every day to help you reach your goals.

					Programs are an excellent way to measure progress because they provide feedback on your NGO’s effectiveness. By applying what you’ve learned about strategy, goal setting, and action planning, you can also use programs to measure—and increase—your NGO’s success.

			

		

		
			
				
					Checklist for Successful Programs

					Does the program reflect our mission?

					Does the program meet stakeholders’ needs and address access to care?

					What outcome do we expect if the program is successful? 

					How do we measure and monitor success?

					How often should we implement the program?

					Who is responsible for the program’s overall success? 

					What resources are needed to make the program effective?

					Has a budget been developed for the program?

					How often will the program be evaluated and reviewed?

					What goals are associated with the program? 

					Are goals broken down into measurable objectives with deadlines, priorities, and people responsible?

					Does each goal have an action plan?

					Do we solicit feedback from the program’s beneficiaries to measure the program’s effectiveness?

					How do we notify patients and families about this program?
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					Leadership in Action! 

					A Year of Amazing Achievements 

					The Hemophilia Youth Committee, Calcutta, Hemophilia Federation (India) established some far-reaching goals in one year, and then developed successful, innovative pro-grams to achieve them. 

					Goals 

						•	Offer economic rehabilitation, career counseling, and financial support to en-courage patients to return to school. 

						•	Provide psychosocial support to patients through an outreach program. Offer medical, psychosocial, and financial support to HIV-positive patients.

						•	Network with other NGOs.

						•	Develop public awareness campaigns to promote blood donation, advocate safe blood practices, and increase understanding of HIV/AIDS-related issues and hemophilia. 

					Accomplishments

						January: Participated in Calcutta Book Fair, with an estimated 2 million visitors. Displayed posters and distributed brochures to create awareness about hemophilia and HIV/AIDS.

						April: Helped organize a summer camp for children and youth with hemophilia in the city of Sikkim. Camp promoted self-treatment, independence skills, and knowledge of physiotherapy and regular exercise. 

						June: Initiated greeting-card fundraising project. Four internationally known painters contributed paintings. Youth group members’ personal loans covered printing costs. Sold cards in India, Canada, and the United States.

						July: A youth committee representative attended the WFH Congress with the support of one international sponsor and HFI. Sold greeting cards, established networks with other international youth leaders and organizations, and shared experiences with youth delegates.

						August: Provided career counseling and financial assistance to help a young man with hemophilia in a rural village continue his studies. A youth committee representative attended a regional workshop on HIV and shared his experiences with urban healthcare professionals.

						September: Conducted local media awareness program and panel discussion on hemophilia and HIV. To raise funds, the committee published a souvenir book that accepted paid advertisements.
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				Outreach

				No man is an island, entire of itself; every man is a piece of the continent, a part of the main. 

				—John Donne

				A fundamental goal of your NGO is to locate and document every person with hemophilia in your country, to offer each one treatment and connection. As we discussed in Chapter 9, the program to accomplish this is called outreach.

					But you also need to boost your membership numbers, which will eventually attract your government’s help. The more patients you can identify, the more the government will be compelled to assist. Data about patients will allow you to answer fundamental medical, healthcare, and lifestyle questions about your members. Identification is the first step in access to treatment. The government will expect you to create a national registry of patients.

				Know Your Numbers

				Before you can build your registry, you need to understand the difference between two numbers: 

					The estimated number of people with hemophilia in your country

					The known number of people with hemophilia in your country

				I use the following calculations to roughly estimate the number of patients in any developing country I visit:

					For each 1 million in a population, estimate that about 100 will have hemophilia. Then reduce the number slightly, to account for premature deaths and to remove those with mild hemophilia. Patients with mild hemophilia almost never go to a hospital to treat the rare bleed. So if a country has 8 million people, then a rough estimate is that 800 people, minus about 100–200, have hemophilia. 

					The number of known patients is a different story. This number is often much lower than the estimated number. For example, India has registered over 20,000 of its estimated 112,000 with hemophilia. Why such a big difference between the known (20,000) and the 
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				estimated (112,000)? In general, developing countries face many hurdles in the effort to provide good healthcare. Poverty, lack of access to urban medical centers, illiteracy, poor infrastructure, early death, use of traditional medicines, taboos about revealing a disorder, poor communication access—all these compound the search for people with hemophilia.

					Start by calculating your country’s estimated number of patients. This gives you a goal to reach someday when searching for and registering patients. Then, record the known patients to create your first patient registry. 

				Information Gaps and Accuracy

				Known patients should be registered with your NGO. When you register a patient, record the name, address, date of birth, family history, bleeding disorder type, and severity (if possible). Compile patient information with the assistance of your medical team and enter it into your patient database. 

					Even when you have registered patients, and can proudly state your totals to govern-ment officials, you may still have gaps in information. Your registry may have information on diagnosis and severity level, but not whether a patient was tested for hepatitis C. You may have recorded the patient’s age, but a few years from now, that data will be incorrect. You need to record date of birth, not age.

					The patient may have family members, so don’t just focus on the patient. Record siblings, who may later be diagnosed as carriers, or may give birth to a child with hemophilia. Ask about relatives who exhibit bleeding disorders. This is the quickest way to increase your registry numbers and get more help to needy patients.

					Your registry also needs to record the date of the patient’s last clinic visit. This defines whether a known patient is “active.” When a Hemophilia Leader states that there are 100 known and registered patients, I always ask, “Of these 100 known, how many have been seen in the past year? In the past five years?” A patient registry can record a patient and his information, but you may not see that patient again for a long time, possibly never! Some-times only a small fraction of the known patients are active. Be sure you’re able to state how many of your known patients are active, by recording when they last visited the HTC or attended a patient or board meeting.

				How to Attract Patients

				You can use two methods to find patients for your registry: attract or track.

					Attracting patients means setting up a system so patients can find you, your hemophilia organization, or the HTC. Do this by informing medical staff, various hospitals, and the public that you exist. Here’s how to attract patients:
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					• Ask your doctor to share your contact information with other known hemophilia patients. If you are part of a hemophilia organization, meet with your medical team and seek cooperation in sending materials and activities notices to patients.

					• Conduct a workshop in the capital city to attract and educate specific physician groups (general practitioners, emergency room doctors, obstetricians, gynecologists or ob/gyns) about the symptoms of hemophilia or other bleeding disorders. Encourage these groups to refer patients suspected of a bleeding disorder to an HTC.

					• Organize an education or information session for women and men in the general population to raise awareness about bleeding disorders.

					• Organize a testing day in one or more cities or regions where people suspected of having a bleeding disorder can come for diagnosis.

					• Use World Hemophilia Day, April 17, as a day to hold an annual event to raise public awareness: put up posters, hold news spots, set up a booth at a shopping mall.

					• Visit referral or district hospitals and speak with the ER staff, trauma ward doctors, pediatricians (for circumcisions or inoculations), ob/gyns for women who have bleeding disorders.

					• Get on the radio or TV as a guest.

					• Create a social media page, for example on Facebook, where patients can find you.

					• Work with primary healthcare workers who visit remote villages.

				When I first visited Tanzania in 2009, there were only 18 known hemophilia patients, in a country with a population of about 33 million. I estimated that there should be about 3,000 patients! One of our first programs was to conduct patient outreach. With funding from the NNHF, Haemophilia Society of Tanzania (HST) president Richard Minja and I drafted a strategy for his team to visit the three main referral hospitals in the country.1 Over time, the HST doubled its patient registry, through referrals from these hospitals.

				
					Find Your Patients and Build Your Registry

					Your patient outreach program needs to register patients who are. . .

						1.	not yet diagnosed.

						2.	known, but have gaps in their information.

						3.	known, but have health needs that are not being met.
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				How to Track Patients

				The second method of finding patients is tracking. Tracking means not waiting for patients or referrals to come to you, but going out to find or meet patients. This is primarily for known patients, to complete gaps in their data in the registry. Here’s how to track patients:

					•	Contact known patients to find out if they have relatives with a suspected or known bleeding disorder.

					•	Make home visits to see living conditions and determine patient needs. 

					•	Collaborate with other groups such as the Red Cross, religious groups, midwife groups, and local clinics that will check with known patients who live in rural areas. 

					When was the last time you visited patients in their homes? Have you ever visited patients in their homes? Home visits are vitally important for gaining insight into the needs of your members. When you only see patients gathered in a group at events in the capital city, you may never know what’s happening in their lives: Are there economic problems? Alcoholism? Transportation problems? Do they have electricity? Sanitary conditions? Are they able to learn home infusion? 

					When Hurricane Maria hit Puerto Rico in 2017, we asked the local hemophilia organization if it could reach any patients on the weather-torn island. Sadly, we were told that most of the organization’s patient addresses were unknown, or were only PO box numbers. Without street addresses or locations marked on a map, you’ll never be able to help your patients when they need it most.

					My team at Project SHARE once traveled to Ecuador, and visited a man with hemophilia who lived in a home made of wooden slats high on a platform to keep it safe from flooding. The problem was that he was an amputee! The Ecuadorian Hemophilia Society never knew how difficult it was for him to climb up to his home every night until that visit.

					On another home visit, in the Dominican Republic, we learned that two young men in one family did not have hemophilia A, as recorded in the registry! We met their sister, who told us that she suffered from nosebleeds and heavy menstrual periods. Her aunt had died in childbirth. She didn’t think anything was seriously wrong with her, so the physicians at the HTC had never seen her. Her two brothers were unusually strong and muscular, with perfect joints. When were they diagnosed? Sixteen years earlier, and incorrectly. Our conversation revealed to me that the brothers probably had von Willebrand disease. They were rediag-nosed and the registry corrected.

					Visiting families is absolutely my favorite part of this work. Over the past 21 years, I’ve been to 30 developing countries: rural villages in Africa, hamlets in Haiti, remote islands in the Caribbean Sea. I’ve hacked through jungles and navigated mega-slums, all to find families 
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				with hemophilia, to interview them, photograph them, and then to work with their hemophilia organization to deliver the unique help they need. It’s expensive and time-consuming, but absolutely necessary. Make home visits part of your mission as Hemophilia Leader. In December 2017, I visited patients’ homes in Rawalpindi, Pakistan, with Dr. Munawar Sher Khan, president of the Rawalpindi Chapter of HFP (previously PHPWS). She exclaimed to me, “I never until now visited patients. My eyes have been opened. I see the value in this!”

				
					Map Quest

					When you find new patients, mark their locations on a map. Even in this digital age, a detailed wall map of your country lets everyone view the big picture. Be sure your map shows geographical regions or districts.

						Small colored pins can represent each known person with hemophilia, clearly showing the greatest concentration of patients in a region, and the regions where nothing is known. As the number of patients grows, you’ll identify the regions where you need an affiliate or chapter for your NGO.

				

				Outreach Means Planning 

				When you use outreach to find and assist families with hemophilia, you’ll need to learn more about the disorder so you can educate them and answer their questions. You’ll need to know about hemophilia symptoms, treatment—and especially genetic transmission. This question almost always comes up on home visits, as parents are deeply concerned about family planning. 

					You’ll need to be comfortable meeting with physicians, healthcare workers, the press, and poor people in their humble homes. You should feel comfortable speaking in front of audiences, and be comforting to families who may shed tears or show fears. 

					Here’s how to prepare for outreach:

					•	Rehearse some basic messages about hemophilia. 

					•	Have materials ready to hand out: pamphlets or books.

					•	Plan for daylong trips: have cash, a full tank of gas, maps with routes, snacks, water.

					•	Bring small gifts for the family: rice, sugar, cooking oil.

					•	Develop a questionnaire to use consistently and ensure you don’t miss any data.

					My favorite home visit story happened when I asked the Durgapur Chapter of HFI to visit families in their district. This wasn’t easy: chapter volunteers had to go into extremely 
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				rural areas and had never before visited their members. Their Land Rover got stuck in the mud in the jungle. And they were chased by a wild elephant! But they confided to me later that it had been their greatest adventure and most meaningful visit: the family was in dire need of help, and the living conditions were shocking. The volunteers would never have known this if they hadn’t visited the family in their home.

				Identified! Now What?

				Increasing your registry of patients is a top priority, but what happens after you register patients? If they are suspected patients, based on symptoms, you need to get them diagnosed. This is a problem if your HTC doesn’t have diagnostic equipment or reagents. 

					Even if you can diagnose these patients, do you have treatment for them? Sometimes there are donations of factor, but often not. Sometimes even FFP and cryo are in short supply. Suddenly it seems that identifying patients has become too great a challenge.

					Identifying patients is a great responsibility and a great dilemma. But it’s the right thing to do. Even when you have limited or no treatment, you can offer counseling, support, and hope. You will be motivated to find solutions. You’ll have numbers to present to your gov-ernment, in the hope that one day soon, it will partner with you to find solutions.

					The Hemophilia Federation of the Mexican Republic conducted an outreach program, and identified 614 people with hemophilia living in the state of Jalisco, 72% of the estimated total number of patients. The Federation obtained current information on 74% of all known patients in the region.2 Although the Federation could not provide treatment for everyone it identified, it could present that data to the government, to support the Federation’s request for funding and factor.

					For the first time in its history, PHPWS used its growing online patient registry to conduct elections electronically for its national executive board. Each of the five chapters received one electoral vote per 50 registered patients. The candidates for the national executive board from all the chapters were presented via the PHPWS website, and each chapter voted. This is a brilliant use of a patient registry—not too surprising, because PHPWS has received awards for its state-of-the-art patient registry.

					Identifying patients is an essential program, and it’s only the beginning of the road to long-term solutions such as factor procurement and building a national community.
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				Hemophilia Camp

				There’s one program that always achieves concrete results while truly testing your leadership skills: creating and running a hemophilia camp. 

					Whether camp is held at a water park, safari lodge, or campground in the woods, camp is all about the education, enjoyment, and enrichment of children and families with hemophilia. And camp gives your organization the chance to work as a team.

				What Can Camp Do for Your Team?

				Camp requires your team to coordinate, gather information about patients, track expenses, plan a budget, raise funds, delegate to volunteers, and motivate people to action. It takes creativity to develop an overall camp theme and daily agenda. It also takes responsibility to meet the patients’ medical needs. Although camp is a challenge, it can also be a dynamic, enriching, and rewarding team experience.

					Camp can serve as a catalyst to jump-start a stalled organization. In January 1998, board members of the Fundación Apoyo al Hemofílico (FAHEM) had established well-attended monthly educational seminars for patients. But they wanted to exceed that accomplishment.

					Hemophilia camp with a baseball theme was the perfect idea. Baseball is a national passion in the Dominican Republic. There had never been a hemophilia camp in the DR. Camp was the largest project ever undertaken by FAHEM, and it galvanized the entire organization to action.

					When you plan for camp, you’ll quickly see how well your team handles increased responsibility, coordination, delegation, and stress. You may see roles change. People who were good at grant writing may not be good at handling volunteers or personally soliciting food and clothing for camp. Quieter members of the team may suddenly come to life with new ideas. 

					Camp is a good way to get immediate feedback on your NGO and its abilities. The faces of the children on the last day of camp also give you a good indication of your success!
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				What Does Camp Offer Children and Families?

				Hemophilia camp can be the highlight of a child’s year. Camp offers children travel and life experience, as well as a chance to learn self-infusion, try new activities, and make friends and learn from them. In developing countries, camp is a perfect vehicle for children to receive three nutritious meals per day, as well as donations of clothing and factor. For many children, camp is the only time during the year when they receive all the factor they need. Above all, camp shows children and families their national hemophilia organization’s leadership in action. They know that this group represents them and looks after them. 

					Camp is a great change of routine from the often mundane life of boys with hemophilia who are bedridden or hospital-bound. Camp can bring city children to the country, offering them the chance to experience nature. And camp can introduce children in rural areas to the “city,” through the medical care of a qualified physician who attends camp. The presence of a medical expert at camp shows children and parents what good hemophilia care should be—a goal to attain. This knowledge may motivate families to work with their hemophilia organization. 

					Diverse camps provide a range of focus. The St. Petersburg, Russia, camp is often held at seaside locations so that children can swim and strengthen their joints. For the Altai Regional Society in Russia, camp’s main focus is to show children how they can master the wild surroundings of nature despite physical disabilities. Camp offers exhil-arating mountain climbing and whitewater rafting in rushing rivers. Camp Ray of Hope in Romania discourages parents from attending. The goal of this camp is to temporarily free children from overprotective parents. 

					Camp also meets the critical need for role models, because many of the organizers and counselors may also have hemophilia.

				Are You Ready for Camp?

				Creating a camp is a big undertaking. But you don’t need to be a wealthy hemophilia NGO to start one.

					You do need to be organized and responsible, because camp involves caring for dozens of children with disabilities. At your next board meeting, discuss your team’s readiness to hold a camp. If you all agree that you’re ready, begin by finding responsible people within the core group of your NGO who can devote the time needed. Choose one team member to serve as coordinator or camp director. How much time can this person commit weekly until camp begins?
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				Planning for Camp Success

				A good hemophilia camp involves three major components: planning, programming, and promotion.

					As Hemophilia Leader, you’re responsible for good planning. During the planning stage of camp, you’ll concentrate on creating focus, plotting logistics, and arranging medical care. Begin planning about a year before the actual camp date. Hold multiple meetings to monitor and update plans for camp. Meet monthly until about two months before camp begins, and then increase the frequency to weekly.

				Create Focus Through Branding

				Give your camp identity and focus with a special theme and unique name. Be creative, and try to match your focus to your campers’ interests and needs.

					Select a theme. Choose a sports theme (football, baseball, water sports, Olympics); an achievement theme (self-infusion, teamwork); a creativity theme (arts, drama); or an adventure theme (nature, exploring, rafting). Some camps change themes from year to year to encourage interest and excitement.

					Determine enrollment. Will your camp be for children only, or for children and parents? What age group will attend? Children aged seven and older are best, but consider allowing younger children whose mothers attend. If you let mothers attend, make sure you clearly define their role at camp—will they be simply observers, or will they help out with serving meals, cleanup, and sports? Will siblings attend? 

					Don’t overestimate the number of children you can invite to camp. Thirty children attended the first DR camp, and ranks swelled to 70 by the third year—a measure of the camp’s success, but a strain on facilities and volunteer staff. Too many children, inadequate facilities, and lack of volunteers can cause stress and lead to injuries if children aren’t well supervised. 

					Choose a name. Some organizations opt for standard names, like the Peru Hemophilia Camp. Others prefer a name with special meaning, like Camp Blood Brothers (US), Camp Yes I Can! (DR), or Camp Ray of Hope (Romania). Camp Kamyab (India) means “success” in Hindi. 

				Planning: Who, What, Where, When

				Camp logistics involve location, facilities, food, schedule, staffing, and transportation. Start planning logistics six months to a year before camp begins. 

					Location and facilities. Camps have been held in rustic cabins, tents in parks, 
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				glamorous apartments, and youth centers. In Zimbabwe, the first camp in 2000 was held at the Hwange Safari Lodge, with full dining room and individual hotel rooms. Similarly, the first Romanian camp was held in 2006 at a seaside hotel. The first DR camp was held at an official youth campsite in the mountains of Jarabacoa, with children’s dorm, bunk beds, and outdoor picnic bench dining. 

					Select a camp location with these characteristics:

					•	Accessible by transportation, especially for emergency vehicles

					•	Clean and clear of debris

					•	Single level (stairs are difficult for patients with joint damage)

					•	Level grounds, or walkways for wheelchairs or crutches

					•	Pool or lake, if possible, for therapy and recreation

					•	Clean, warm sleeping quarters

					•	Clean, adequate dining area

					•	Sheltered area for playing and relaxing when it rains

					•	Grassy field for sports and recreational activities

					•	Clean room for factor infusions, that can be locked

					When considering your site, find out if local activities and field trips are available. At the Hwange Safari Lodge, campers went on safari and viewed wild game nightly at a watering hole. In the DR, children visited a local rodeo. In Romania, children visited a dolphinarium and even Count Dracula’s castle! In 2010, the Rajkot Chapter in India took campers to historic Somnath Temple, followed by a tour of the Asiatic lion sanctuary Gir-Sasan, where campers viewed lions, deer, leopards, blackbucks, and monkeys.

				 Every camp, without exception, must supply plenty of factor, a qualified physician, a telephone, and transportation access for emergencies.

					Supplies. Does the site provide sheets? Pillows? Soap? Blankets? Toys? If not, look for donor companies or service organizations to help provide these necessities. Seek donations of arts and crafts supplies, gifts for the children, balls and athletic gear, and special treats like candy.

					Food. Does the facility provide food, or must you contact a caterer? What kind of food is served? If food is provided, will the facility allow you to bring some of your own? For example, it may help reduce costs if you can get a company like Coca-Cola to donate drinks.

					Schedule. Schedule camp when school is out of session. Select dates based on the availability of your site and volunteers. Contact the campsite with several alternative dates. Make scheduling decisions early!
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					How long should camp last? Much can be accomplished in a camp that lasts for just three or four days. That’s enough time to teach, learn, socialize, and make lifelong friends without exhausting volunteer support and bank accounts.

					Staffing. You’ll need lots of volunteers, and positive, motivating leadership skills. In addition to your camp director (who may be your NGO president or executive director), you’ll need to fill other positions, depending on your camp’s focus:

					•	Medical director sets up, supplies, and oversees the medical unit.

					•	Sports director creates and coaches sports activities and games.

					•	Arts and crafts director supervises arts and crafts activities.

					•	Nurses help infuse children, and teach infusion.

					•	Physiotherapist evaluates joints and provides therapy.

					•	Parent volunteers help clean camp and supervise campers.

					•	Guest speakers discuss hemophilia treatment and related issues.

					•	Sponsors donate goods and services, and attend camp to observe and participate.

					Where can you find these volunteers? Some will be your board members. Some may come from local religious or civic groups. Some may be schoolteachers. Many camps invite pharmaceutical company representatives (especially if they donate factor) or corporate sponsors (from Coca-Cola, for example) to be volunteer counselors. This wisely establishes an emotional connection to camp that will encourage them to contribute funding, material goods, and factor for next year.

					Transportation. Your campsite may be located far from major cities, adding an extra layer to your planning. Most patients are poor, and lack the means and money to travel to camp. Your NGO should be prepared to transport campers. Choose a central place for families to board a chartered bus, possibly at the hospital they normally attend. 

				Planning: Provide Medical Care

				A great benefit of camp is the chance to receive factor concentrate and medical care. Can you have a hemophilia camp without donations or purchases of factor? This is not advisable. The truth is that without factor, you may put children’s lives in danger. Most hemophilia camps provide factor—in fact, some camps exist primarily as a means of obtaining factor! 

					Once you’ve secured factor,1 assess your potential infusion facilities. Where can a medical unit be established? Remember that you’ll be storing needles and expensive, temperature-sensitive medicine. Supplies must be properly stored, placed under lock and key, and recorded. You’ll need these staffers and supplies:
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					•	Hematologist to supervise the unit

					•	Physiotherapist to examine all children and assess joint damage

					•	Staff trained in detecting and treating bleeds

					•	Adequate amounts of factor VIII and IX concentrate, and specialty products, such as inhibitor products

					•	Ancillary supplies such as needles, syringes, surgical gloves, and tape

					•	Appropriate medical containers for safe needle disposal

					•	Orthopedic devices and therapies to assist with injuries

					•	Extensive records of all patients, with recommendations for follow-up after camp ends

					•	Logbook to record each vial of factor (including lot numbers), who received it, and how much was used

					To ensure enough factor for camp (total number of IU), know the number of campers and their individual needs. Develop a contingency plan in the event of a factor shortage.

					Design a system for infusing patients that each camper understands. Will there be a regular clinic time daily, or should patients come whenever they suspect a bleed? How will you handle emergencies?

					On the first day of the 2001 DR camp, half of the 73 campers arrived with active bleeds—and the medical unit wasn’t ready! Staff members were up until midnight infusing all the children and scrambling to find supplies. If possible, set up your medical unit the day before camp starts. Have factor and needles ready to treat. Have logbooks prepared and open, waiting to record each vial infused. As soon as campers arrive, explain your medical treat-ment system, and treat children with active bleeds immediately.

				Programming: The Fun Part!

				The best part of camp is the programming. A daily agenda will include physical activities and team sports, arts and crafts, hemophilia education, and relaxation time. You can create some unique and innovative extras: scavenger hunts, mask making, talent shows, teen sessions, safaris, and relay races. If your budget allows, take advantage of local attractions and plan field trips. Campers in India once visited a snake park to see hundreds of poisonous and non-poisonous snakes, and enjoyed horseback riding and air pistol target practicing. Zimbabwe campers traveled to see Victoria Falls, the widest waterfall in the world. In Altai, campers enjoy eight-hour rafting trips on mountain rivers. They climb mountains, explore ancient sites of primitive cave paintings, and visit a monastery accessible only by a narrow woodland 
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				passage. Sound exciting? Before you begin planning these special activities, let’s examine the basics of hemophilia camp programming.

				Welcome Your Campers

				Begin your first day of camp with a welcome program as soon as the buses are unloaded and everyone has checked in. As Hemophilia Leader, your job is to welcome the families and patients to camp. Then outline camp rules and expectations, including appropriate behavior and housekeeping rules. Explain camp procedures for treatment and infusions. But most important, reassure your campers. This is the first time that many children have been away from home.

					Many campers don’t know each other or their counselors, and they may not even know you. Have nametags ready—pin-on, stick-on, or hang around the neck—in big, bold letters for adults and children. Encourage children to greet each other.

					Next, engage everyone in an icebreaker game. These are fun social games that involve quick thinking—to help people open up and get acquainted. Icebreakers provide laughs and help people feel comfortable.
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				Happy campers from Camp Yes I Can! in the Dominican Republic
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				Plan Your Daily Agenda

				Plan structured activities based on an hourly schedule. Have the agenda approved by your board and the camp committee at least one month before camp. Then post your agenda at camp. Give each camper a copy of the daily agenda at your welcome program.

					A good camp agenda is varied, providing some structured activities and some relaxation time. In India, the daily camp routine starts with yoga and meditation conducted by a renowned yoga teacher. A team sports game can follow breakfast. Next, a lecture on self-infusion. Then, arts and crafts.

					You may want to create different “tracks.” A medical track can run all day simultane-ously with a physical activity track. Add a children’s track, and a teens’ track. For example, at 9:00 a.m., the children play board games and do puzzles while the teens learn self-infu-sion. At the same time, in the medical track, medical volunteers observe a camper receiving physiotherapy. Camp Kamyab used five major tracks: physical activity, emotional activity, creative activity, group activity, and hemophilia care. The emotional track included classes on personality development, teambuilding, and leadership, conducted by a psychology doc-toral student. Daily physiotherapy was mandatory for all.

					Physical activities and team sports. Be sure to have suitable equipment and supplies for physical activities. For sports and games you’ll need balls, protective gear, coach whistles, and nets.

					In the DR, baseball is the favorite sport. At Camp Kamyab, swimming wasn’t popular at first, but by the end of camp, eight campers had learned to swim—and swimming became a favorite activity, second only to cricket.

					Physiotherapy. Camp is the perfect place to introduce rehabilitation of damaged joints and teach campers to protect undamaged joints. Try to have a physiotherapist at camp to assess and treat each child. Decide in advance on a course of treatment, such as massage, stretching, gymnastics, or electrotherapy. If your camp comes with a pool, teach your campers some exercises in the water to stretch contracted joints. 

					Arts and crafts. You’ll need crayons, markers, paper, clay, scissors, glue, and imagination. At the 2013 DR camp, the arts and crafts director taught children how to make fanciful car-nival masks of papier-mâché. You can hold an art show, displaying the amazing creations of campers, judged by volunteer staff. The winner and runners-up can receive prizes. You may also want to include music, drama, or puppet shows in your creative programming.

					Hemophilia education. Try to devote one hour every day to teaching about hemophilia. Many of your campers will have received no formal hemophilia training. Start with simple concepts: What is blood? What is hemophilia? What is a joint? Then move on to treatment: How do we stop bleeds? How can we prevent bleeds? What are the danger zones for bleeds?

					Plenty of excellent materials are available—binders, books, slide shows—and many are free.2 Ask local high school science teachers to loan materials, such as models or posters of the 
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				human body. Camp Ray of Hope in Romania received a donated latex arm, complete with “veins,” and encouraged the children to practice infusing, using red dye for blood.

					For teens, this may be the perfect time to discuss education and employment, safe sex, hepatitis and HIV, and risk-taking behavior.

					Rest time. A free hour of rest time allows campers to relax and play: chess in one corner, storytelling in another, and a movie in another. Try scheduling rest time in the hour follow-ing lunch.

				The Farewell Ceremony

				A farewell ceremony provides closure. Even if your camp lasts for only three days, close bonds are formed among campers and volunteer staff. Be prepared for tears! 

					The evening of the last day of camp is an ideal time for a farewell ceremony. Pres-ent awards to your volunteers, and honor individuals and groups that donated money or supplies. Present awards to the campers: Wildest Art Creation, Best Athlete, Loudest Singer, Most Talented, Future Leader, Best Swimmer, Most Positive Attitude, Best Ideas, or even Future Camp Director. Awards may be homemade plaques, small presents, or other memorable tokens.

					During the ceremony, encourage campers to share their thoughts about camp. What was the best thing about camp? What would be good to include for next year’s camp? Who would your campers like to personally thank? Perhaps the campers can make cards for the donors, and attach photos taken at camp and printed onsite with a portable printer.

					Conclude your farewell ceremony with a party or celebration—a simple relaxing evening, or a big event with music and dancing. A farewell party in the DR features local merengue music, a conga dance line, and enough energy to light up the whole camp! 

				Cleanup and Follow-up

				As Hemophilia Leader, you must communicate clear expectations to your camp staff. Assign cleanup and follow-up tasks: Who is responsible for ensuring that campers get on the bus, with their belongings packed? Who supervises cleanup of the medical unit, and accounts for any unused factor? Who accompanies the buses home, and greets the parents picking up their children? Who reports on camp to newspapers and hemophilia magazines? Who writes thank-you notes to all volunteers and sponsors?

					Check in weekly with the staff members responsible for every task until all the thank-you notes and any follow-up or medical reports are completed. Account for any leftover factor, and be sure to develop a plan for its use. 

					If your team feels confident, book a date for next year’s camp while emotions and 
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				optimism run high. Schedule meetings throughout the year to plan your next camp. Take advantage of your current success to plan next year’s success!

				Promotion: Let Your Organization Shine

				Use your successful camp experience to promote your NGO and raise public awareness of hemophilia. Here are some ideas for promoting your camp:

					•	Make a banner with your camp name printed in bold colors. Make a separate banner promoting camp sponsors. Hang the banners in a prominent place the day before campers arrive.

					•	Order colorful T-shirts, with your camp name and logo, for all campers. Wear them on trips outside the campsite to make your campers easier to spot and to advertise camp. Print sponsor logos or names on the T-shirts as an advertisement.

					•	Invite the national and regional media to cover camp and to interview campers. Following camp, send reports and photos to newspapers.

					•	Create a camp brochure to raise funds and increase public awareness.

					•	Take a group photo of all campers. Send copies to your campers, volunteers, and local businesses, as well as to other sponsors to acknowledge their support.

					Simply asking for general funds for your NGO is never as effective as requesting funds or in-kind donations to support a specific event that provides real, concrete benefits for children. Sponsors will be happy to partner with your hemophilia NGO in the rewarding effort of creating a children’s camp. 

				Document Your Success

				Creating an official report about your camp is essential for examining strengths and weak-nesses. But a report can also be used to promote your camp. In your report, include every-thing we’ve discussed in this chapter: purpose, location, theme, camp name, number of campers, demographics, volunteers, medical personnel. Include your daily camp agenda. Identify your sponsors and how you secured them. If you used camp to collect any data—such as medical information on children’s physical health—be sure to explain how camp helped you obtain your data.

					Make the final camp report as attractive as possible. Include photos of children engaged in activities. Share your report with camp sponsors to demonstrate your NGO’s use of their money. And show the report to potential sponsors, to gain interest. As your team reviews its successes and identifies areas needing improvement, your report will help you with next year’s preparations. 
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				Factor Procurement

				As Hemophilia Leader, one of your most important tasks is to secure a steady supply of factor concentrate for people with hemophilia in your country. In our table model, factor availability is like the top of your table. It’s the foundation on which the patients stand.

					Factor procurement is your most challenging task. It requires dedication, perseverance, and a proactive strategy. 

				How Governments View Factor Concentrate

				Hemophilia is a rare disorder, and factor concentrate is expensive. Compared to other disor-ders and diseases, hemophilia has a higher yearly cost per person (per capita cost) than most diseases. Governments in developing countries must control diseases that affect a vast portion of their population: malaria, tuberculosis, yellow fever, HIV, cholera. Treatment for these diseases has immediate positive impact, and is relatively inexpensive per capita. This often leaves hemophilia at the bottom of the government budget, if it’s even there at all.

					Your government, particularly the MOH and its agencies, controls the healthcare 
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				budget. Unfortunately, because hemophilia is so rare, many healthcare officials know little or nothing about this disorder. They don’t realize that hemophilia is manageable with proper treatment. They don’t understand the intense suffering of their people. 

					Faced with limited budgets and the choice of which diseases and disorders to fund, governments may easily decide that hemophilia is too expensive. So as Hemophilia Leader, you must convince your government to help all of its citizens, and that in the long run, it will be cost-effective to treat people with hemophilia now.1 

					There are three ways to secure factor concentrate: (1) short-term donations, (2) long-term government tenders, and (3) purchases by the hemophilia NGO. First, let’s look at donations.

				The Short Term: Obtaining Factor Through Donations

				When there is an urgent need for factor, charitable donations from overseas companies, hospitals, patients, or nonprofits are a short-term solution. Contact pharmaceutical companies or their distributors. Contact the WFH or Project SHARE.2 You can easily get email addresses from the websites of companies, hospitals, and nonprofits, or find them on social media.

					It’s essential to understand the benefits and drawbacks of requesting and receiving donated factor:

					Benefits

					•	You get factor, a patient is treated, and perhaps a life is saved.

					•	You build relationships and a network of emergency short-term aid.

					•	You rescue factor that might otherwise be destroyed by wealthier countries.

					•	You can hold special programs, such as camps, that benefit many patients and offer them new, exciting experiences.

					Drawbacks

					•	Short-term factor donations aren’t a permanent solution.

					•	You must decide which patient gets the donated factor, when many need it.

					•	You generate “charity suspicion.” You are viewed suspiciously as requesting too much factor, which leads to mistrust about how the factor is being used.3 
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					•	You generate “donor fatigue.” Charitable groups and pharmaceutical companies tire of multiple or repeated requests from the same hemophilia organization or leader. Eventually, they stop responding.

					•	You create dependency. The more factor donations your NGO receives, the more you may stop looking for long-term solutions.

					•	Your government believes that you don’t need its help or funding. If you’re receiving donations, why should the government spend its money buying factor? 

					When donations are available and offered, it’s wise to secure a piece of the donation pie. But make plans soon to find a long-term solution, or you’ll be constantly begging, constantly turning away patients, and creating dependency. Your table model—and hemophilia care—will be unstable if you can’t find a consistent, long-term source of factor concentrate.

				How to Request and Receive Factor Donations

				Requesting and receiving donated factor isn’t simple. Factor concentrate is a biological prescription drug that is injected directly into the bloodstream. It must be packaged, shipped, and stored carefully according to the manufacturer’s recommendations so that it remains safe to inject after its journey overseas. Factor may be subject to customs duties, and may be confiscated unless you have the correct authority to accept it.

					Here are some guidelines for making a request and receiving a donation. Please follow them. Lives have been lost—even when factor was available to donate—due to incorrect information and incorrect documentation. 

					When making a factor donation request:

					•	Include all relevant patient information as soon as you make a request: name, address, date of birth, weight, factor deficiency and level, inhibitor status, type of bleed, location of bleed.

					•	Request the amount of factor needed in international units (IU): “We need 30,000 IU of factor VIII.”

					•	Never use “bottles” or “vials” as a measurement of factor. Never say, “We need 30 vials of factor VIII.” This doesn’t give the donor enough information; a vial can come in a variety of sizes, from 250 IU to 3,000 IU.

					•	Specify the number of IU required per bottle. This is known as the assay size. For example, “We need factor VIII, 30,000 IUs, 500 units per vial.”
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					•	Give the exact address of the person who will receive the factor, and a working phone number where the factor will be shipped. This is essential. The national hemophilia organization, HTC, blood bank, or even an individual can accept a factor delivery.

					•	If you make requests to multiple agencies or companies overseas, inform each party. For example, if you request 30,000 IU from the WFH, Project SHARE, Haemophilia Society (UK), and the Mayo Clinic at the same time, inform each agency that the others are being contacted simultaneously.

					•	Establish an official factor donation policy before requesting donations (see next section).

					•	Ask overseas organizations to alert your NGO when a patient from your country privately seeks an overseas donation. You can then verify the request, make sure the patient is registered, and determine whether that person is in critical need. Some savvy patients with internet access request large amounts of factor that could instead be shared with other patients in more urgent need.4

					When receiving factor donations:

					•	Check your country’s importation laws regarding factor concentrate donations. How many months before the expiration date is factor allowed to enter the country? Many countries require at least six months to expiration.

					•	Check your country’s importation laws regarding expired factor. Most countries will not allow importation of expired factor. But you may be able to secure special permission from the drug controller’s office to import factor past its expiration date.

					•	Identify the factor products registered with your government. Some countries do not allow importation of unregistered factor brands under any circumstances.

					•	Ask the drug controller’s or central medical office what product documents are required to accept a donation. The office may require a certificate of registration for the brand of factor. You might also need a certificate of quality from the manufacturer of the donated product.

					•	Ensure that your donor ships factor according to appropriate guidelines for biological products. Some products must be shipped in refrigeration. Donors may be hospitals or other nonprofits with no experience shipping internationally. Don’t assume that correct procedure will be followed just because your donor is from a wealthier country. 
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					•	Ask your donor for the appropriate customs forms in triplicate, and a customs inventory of the product, including product name(s), lot numbers, assay size, and number of vials. Large donations (millions of IU) can require a maze of paperwork. As Hemophilia Leader, contact the drug controller’s office to request the correct forms before accepting large shipments.

					•	Ship only by international commercial shipper, such as UPS, FedEx, or DHL. Track the shipment and notify your donor when it arrives.

					•	Make sure none of the shipped vials are cracked or damaged. Have your medical team examine the vials.

					•	Complete any accountability sheets, or factor logs, required by your donor to document how and when the factor was used, and on which patients.

					•	Send thank-you letters or emails to everyone who helped you.

					Remember: Provide complete patient information when you first make a request. That’s essential! In a crisis, when a patient has a life-threatening bleed, it may be hard to remain calm and think rationally. But as Hemophilia Leader, this is when your patients need you most. Plan ahead by gathering information for the potential donor so you don’t waste time. Project SHARE once received an urgent email from a country where a patient was indeed dying: Send medicine right away! But the writer didn’t tell us which product he needed—factor VIII or IX? He didn’t say where to ship the medicine, or how much to send. We had to wait another day for this information, and then it took FedEx three days to deliver. The patient died. He might have died anyway, but he might have lived, if we had received full information initially.

					Of course you’ll be better prepared if you secure and save factor donations before a crisis occurs. Try to have a little on hand while you wait for more donations to arrive. 

				Develop a Factor Donation Policy

				In most developing countries, factor is a scarce and valuable commodity. People who are suffering and need this medicine may act in ways that meet their personal needs, not the needs of the entire community. Donations made to a hemophilia NGO may end up in the hands of an elite few, perhaps the organization’s leaders or the families with the most influence. 

					In fairness, the Hemophilia Leader and governing board must develop an official factor donation policy that safeguards the right of all people with hemophilia to acquire donated factor when available. 

					Consider these points when you create your policy:

					•	Who will officially accept the donated factor? The NGO? Hospital? Government?

					•	Can the factor be refrigerated at NGO headquarters?
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					•	Who will log in the donated factor and keep inventory?

					•	Will donated factor be used for individuals, camps, surgeries, or as needed?

					•	How will the NGO determine which individual gets factor?

					•	Will donated factor be used for on-demand treatment, prophylaxis, or emergencies only?

					•	Will donated factor be sold for a nominal fee to patients with economic means?

					•	Will donated factor be given away free to the poor?

					•	How will the NGO assess whether a patient is poor or has means?

					•	Can donated factor be given to patients for use at home?

					•	Will the NGO accept donated factor that is intended for a specific individual?

					•	Will the NGO coordinate donations with the HTCs?

					•	Will the NGO ensure that the products are assayed and checked for integrity?

					•	Will the NGO pay customs duties, or will it ask the donor to pay?

					•	What are the NGO’s liabilities if something is wrong with the factor?

					This last point is extremely important and may require a lawyer’s opinion. Ask patients to sign a waiver releasing you from legal liabilities that may arise if the product is damaged or ineffective. Documentation is essential. Always (1) log in donated factor; (2) record its usage by brand name, vial, lot number, patient, and bleed; and (3) report quarterly and year-end total donations in IU, both for donors and for patients helped. 

				Facts About Importing Factor Concentrate

				Factor is subject to stringent international and national rules that govern importing, shipping, recovering, and using. Factor is made in only a few countries. Most developing nations must import it. 

					Here are the players involved in purchasing and importing factor in any country:

					•	Factor concentrate manufacturers

					•	Local distributors 

					•	Private hospitals 

					•	Public hospitals 

					•	Government (MOH)
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					•	Hemophilia organization

					•	Social welfare agencies

					Factor concentrate manufacturers. Many companies make factor concentrate, and there are different types and brands. Plasma-derived products are made from human blood plasma. Recombinant products are made in a lab using recombinant DNA technology. In general, plasma-derived products are less expensive than recombinant factor products. 

					Local distributors. When factor concentrate manufacturers have no commercial presence in a country, they hire licensed pharmaceutical distributors within the country. A local distributor understands importation laws, has good contacts in the government, and is familiar with the hospitals and doctors. The distributor sells the factor to the hospitals and patients.

					Private hospitals. These hospitals require patients to pay directly for their care. In some countries, the government is not obligated to reimburse patients who use a private hospital unless they are government employees. Private hospitals usually attract patients with high incomes. 

					Public hospitals. These hospitals offer free care funded by the government. Public hospitals may or may not receive a budget from the government to purchase factor. 

					Government. Where healthcare is a high priority, governments allocate a budget to improve care through the MOH. 

					Hemophilia organization. Your NGO probably won’t play a direct part in the government purchase of factor, although some do. Some NGOs raise funds to purchase some of the factor needed for treatment. Your role as Hemophilia Leader is to cultivate a relationship with the government (see Chapter 13). You must learn about your country’s system for importing biological products, and about the various types of factor concentrate—which are not all created equal. 

					Social welfare agencies. You may be fortunate enough to know a social welfare insti-tution that can help raise funds to purchase factor. It might be Rotary International or the Lions Club. It might be a religious institution. Try to find one compatible with your NGO.

					Governments normally require factor products to be registered before they can be imported into the country and sold or donated. Registration means that a country’s MOH officials (typically the drug controller) have reviewed an individual product extensively, have approved its quality and effectiveness, and will allow it to be imported commercially into the country. This may take months. 

					Learn which factor concentrate brands are already registered in your country. Are they sufficient to meet the needs of your people? Be sure you have factor VIII, factor IX, VWD, and inhibitor products.
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				Working with the Players

				Introduce yourself to each player. When you meet the representatives or distributor of a factor concentrate manufacturer, ask these questions:

					•	Do you have plans to sell product in our country?

					•	Are you interested only in selling product, or in helping to advance treatment, medical training, and patient education?

					•	Do you plan to conduct clinical studies? (This company may become a generous source of financial, educational, and staffing resources for your community.)

					•	Do you sell factor VIII products? Factor IX? Both? Plasma and/or recombinant?

					•	To whom do you sell?

					•	Are your products registered with my country’s government?

					•	How might our goals as an NGO complement your goals—can we work together?

					You have what they want—a market of customers. They have what you want—factor, and some marketing funds. Approach these players as a business person, and find a mutually satisfying way to promote them while they support your work.5

				The Long Term: Government Tenders

				Some governments recognize only one factor brand, and purchase it directly from the man-ufacturer without investigating other companies’ products or pricing. This may not be the best strategy, because competition may help lower prices. 

					One way to help lower the cost of factor is by holding a government tender. A tender is an advertisement for private companies to submit bids to supply factor for government purchase. The government compares products and prices, and then typically selects the lowest-cost product that meets its standards of quality. Bids are submitted in secret so com-petitors can’t collude to fix prices. Only the MOH knows all prices and products submitted. Bids are revealed on a fixed date, time, and place in the presence of all the tendering parties. 

					Tenders represent a serious government commitment to hemophilia care. They are usually held annually. Some tenders are only for a few thousand IU; some are for millions of IU. Whether large or small, any country can issue a tender. 

					If the MOH decides to hold a tender, it selects products to include based on the recommendations of a government medical committee. The medical committee analyzes the hemophilia community to determine the number of factor VIII and factor IX deficient patients and von Willebrand patients. It identifies which products best meet the needs of patients, and at what price. 
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					Based on the recommendations of the medical committee, the MOH may “segment” the tender. In other words, it may purchase 1 million IU of factor VIII from one company, and 1 million IU of factor IX from a second company. Each government chooses products based on its own criteria. For example, it may not choose product A for factor VIII because A doesn’t contain von Willebrand factor. Instead, it awards the tender to the manufacturer of product B, which contains both factor VIII and von Willebrand factor (VWF), and is indicated for treating hemophilia and VWD patients. Many doctors from developing countries underdose patients to conserve scarce factor. Because of this, the MOH may favor manufacturers providing product in low assay range sizes—like pediatric sizes.

					The MOH may also segment the tender to protect against disruption of production. If a country purchases almost all of its factor from a single manufacturer, this leaves the country vulnerable to interruptions in supply. 

					The MOH may determine an amount of product to purchase based on an allocation system. For example, the criterion might be 10,000 IU per patient. In a country with a known population of 150 with factor VIII deficiency, the government would purchase 1.5 million IU. This government criterion guarantees that everyone gets some medicine. 

					What if your country doesn’t hold a tender? As Hemophilia Leader, one of your jobs is to engage the MOH, develop a relationship, and introduce the idea of holding a public tender. Ask officials—at what level would a tender operate? Ask the WFH for advice. Learn about your MOH budget, which products are registered, and how many patients are in need. Then work with your MAC to secure a commitment from the government.

				A Third Option: The NGO Buys Factor

				Some hemophilia NGOs are unable to lobby for or secure a government tender. They choose to purchase and distribute factor directly from the manufacturer, a distributor, or even another hemophilia organization. At one time, Hemophilia Federation (India) was the sole agent to handle all factor purchases in India. HFI consulted with the MOH and received a license to purchase product. HFI started small: two employees, a room at founder Ashok Verma’s house, and a refrigerator to stock factor. Verma negotiated with factor manufacturers for rock-bottom prices—$.08 US per unit! Eventually, the amount of imported product increased, and HFI created a storage facility and distribution system to handle millions of IU of factor every year. Buying and selling factor generates income for HFI, and helps guarantee that patients receive factor. 

					HFI’s stunning success in purchasing factor shows what’s possible with visionary leadership, savvy negotiating skills, and perseverance. But this isn’t an easy road, and it’s not for every country. India has a huge market—vast numbers of patients need factor. That was the NGO’s bargaining chip. HFI understood the legal and commercial issues involved 
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				in buying and storing biological products. To import factor, you need an import license, certification and license for operating a pharmacy, customs clearance, and a clean and refrig-erated storage facility. Some of these licenses may involve high fees. You’ll need a MAC to supervise the handling and distribution of product. You’ll need to document factor inventory, and record refrigeration levels daily. You’ll need substantial technical documentation for the government, good manufacturing practices (GMP), manufacturing protocols, and quality assurance certificates, all provided by the selling company. And you must understand import laws. For example, in India, you must get a No Objection Certificate (NOC) from the chief drug controller to get a consignment released from customs.6

					Your NGO must also investigate liability risks. If your NGO distributes an injectable product that harms someone because it was inadequately stored and distributed, can you be sued? Would the family or hospital seek damage claims against you? Is it possible to obtain liability insurance or waivers of damage? Have a lawyer investigate these questions for you.

				It’s possible for hemophilia organizations to act as the purchasing agent for factor. Yet only a few hemophilia NGOs buy and sell factor, because it requires a highly functioning organi-zation, expertise, funds, a level of risk, and much staff time.

				How Factor Gets Distributed

				Once your country purchases factor, the next challenge is to distribute it fairly. There are many ways to do this. Some countries, like Brazil, use an allocation system guaranteeing every patient a certain amount of factor. In other countries, like Romania, patients must travel, sometimes for hours or a whole day, to the main cities to be treated on a first-come, first-served basis. 

					Most governments use some form of national or regional distribution policy. This is where your hemophilia NGO and its MAC can have influence. Help your government determine where the greatest need lies, and help create a fair way to distribute factor. You can do this best with a national registry listing every person with hemophilia, by location and by treatment center. Romania’s detailed, accurate national registry can answer basic hemophilia-related medical questions about any registered patient. It can be sorted by name, factor deficiency, age, region, city, and treatment center. With this kind of registry, it’s easy to see where the most patients live—and where the greatest needs are.

				Dangers of Low-Cost Factor

				Accepting contracts based on the lowest price bid can be risky. When your government considers which factor concentrate brands to import, a major criterion should be the reputation of the manufacturer and the regulatory agency that approves its products. For 
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				example, if the government purchases plasma-derived factor from a country where AIDS is spreading rapidly, know what blood safety measures are employed.7

					As Hemophilia Leader, stay alert. Know when tenders are held, which companies are bidding, and which companies are selected. With your MAC, decide which products to recommend to the government. You have the power to express your concerns. In Honduras, for example, the government once held a tender and subsequently purchased a factor product of disputed quality. Concerned about this product’s safety, the Honduran Hemophilia Society refused to endorse the purchase. The NGO then appealed to the MOH to accept only tenders from companies with US FDA-approved products.

					Don’t assume that only wealthy countries can purchase factor. Honduras, ranked among the poorest countries in the Western hemisphere, has purchased factor. How can a country struggling with unemployment, disease, poor infrastructure, and frequent natural disasters purchase factor? Only through effective leadership that helps patients partner with dedicated physicians, set goals, persevere, and take action.
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				13

				Advocacy

				You can’t achieve your vision of good hemophilia care without your government’s support. Your NGO represents some of the nation’s citizens—who are potential voters. Your government is the ultimate purchaser of the factor you need to treat bleeds. And for many developing countries, government is the only source of funds for factor.

					Appealing to your government for support of hemophilia patients’ needs is known as advocacy, also called lobbying.

				Know Your Nation’s Healthcare System 

				As Hemophilia Leader, you must understand your national and state or provincial govern-ment, how it operates, and how the average citizen can approach it. You need to understand and analyze the national healthcare system, and the healthcare agenda, policies, and regulations. You must also introduce yourself to key politicians.

					Are you intimidated by the idea of approaching the government? It may seem massive and complex, elitist, off-limits. Or smothered by layers of bureaucracy. But by teaming with the government, Hemophilia Leaders and their organizations have a chance to make a difference. 

				The Importance of NGOs and National Healthcare

				Know that both the World Health Organization (WHO) and WFH expect hemophilia NGOs to partner with government. Think of these two authorities as giving you “permis-sion” to engage your government to improve hemophilia care. In most cases, it’s your right to engage the government and advocate for the patients’ needs.

					Consider the vision statement of Jamaica’s MOH: “To ensure the provision of quality health services and to promote healthy lifestyles and environmental practices.” Unfortunately, “quality health services” does not yet include the purchase of factor. It’s up to all people with hemophilia and their healthcare team in this island nation to partner with their government to improve care.

					Your government may be unable to make changes alone. Many countries rely heavily 
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				on international assistance. For example, Haiti received $1.2 billion US in humanitarian aid from the United States in 2013—half of its government expenditures.1 This means that your hemophilia organization is a valuable asset to your government. Your job as Hemophilia Leader is to convince officials of your value, gain their trust, and persuade them to commit as partners in long-term care.

				Types of Advocacy

				Advocacy is the attempt by individuals or private interest groups to make known the opinions and desires of a specific group of people, in order to influence government decisions.2 Individuals or groups lobby the government to promote change. There are two types of advocacy.

					Professional advocacy involves hiring an individual, group, or company to represent and lobby for a position or desired action. These advocates are paid.

					Grassroots advocacy requires individuals, volunteers, and nonprofit organizations to volunteer their own time and resources to petition or inform government officials about their point of view. 

					Fortunately, with some preparation, you and your team can advocate successfully on your own. Change can happen even when—or especially when—concerned citizens make a grassroots effort to promote a worthy cause. 

				Form a Legislative Committee

				As a first step, your hemophilia organization should form a legislative committee. Recall from Chapter 9 that advocacy is one of five areas of concentration for your goals and programs. Your legislative committee is an integral part of your strategic plan.

					The committee should elect one member to serve as chair, and then define several objectives: Lower import duties on factor? Obtain government funding? Convince the government to purchase factor?

					Next, the committee should clarify the issues, in order of importance, to present to the government, by answering this question: If we could present one issue, and get legislation passed at the national government level, what would we choose?

					One of the top issues might be to have factor included in the MOH list of essential medicines.3 Without this inclusion, factor may never be purchased by your government. Another choice issue might be to include hemophilia in your country’s national or state chronic disease programs, which would entitle patients to discounts on transportation, or to job preservation through disability quotas.
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					Be sure that at least one physician is on your legislative committee. Your NGO needs a credible medical representative who speaks the language of the MOH. 

					Your new legislative committee will need to contact the government, document the needs of the hemophilia community, present issues to lawmakers, and follow up to ensure that government acts.

				Materials You’ll Need

				Before you contact the government, establish yourself as the credible leader of a credible organization. Begin by ensuring that you have your organizational needs met: a registered hemophilia NGO with an active board, volunteers, logo, website, business cards and stationery, and a strategic plan. 

					Be ready to offer the government some basic statistics about hemophilia and your country. How many people with hemophilia A and B are registered? Are there HTCs? What treatment is used? The MOH will ask specific questions, and you’ll make a good impression if you can answer with reliable statistics.

				There is nothing more difficult to take in hand, more perilous to conduct, or more uncertain in its success, than to take the lead in the introduction of a new order of things,because the innovator has for enemies all those who have done well under the old conditions, and lukewarm defenders in those who may do well under the new. 

				—Niccolò Machiavelli

				
					Be Prepared! Possible MOH Questions

						•	Are you the official registered organization? 

						•	How many patients does your organization represent? (Prepare both estimated and known patient numbers.)

						•	Do you have a national patient registry? 

						•	Do you have any national or international supporters?

						•	How often do people require treatment for hemophilia? 

						• What kinds of medical problems does this disorder manifest?

						• What is the cost of hemophilia care, per patient, per year?

						•	How can the government support this expensive treatment? Why should so much money be spent on so few patients who cannot be cured?

						•	What is your NGO’s role in hemophilia care?

						•	How would you ensure that the benefits the government provides will reach ordinary patients and not the privileged few? 
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					When you meet with the MOH, it may help to bring a detailed map of your country showing political-geographical boundaries. Your government may have a federal budget divided by zones or provinces. In India, each state has its own MOH and budget, and sets its own priorities. Funding is provided by the federal government, but each state determines and implements its own healthcare programs. So HFI and its chapters must lobby both federal and state governments.

					Russia is formally divided into seven federal districts, but only four HTCs submit budget requests directly to the MOH. Factor purchased by the federal budget is sent only to MOH-funded clinics or HTCs. If a clinic or hospital is not MOH-funded, it must submit budget requests to its regional departments of health. 

					To match your community needs to your government’s financial resources, pinpoint the locations of known patients in terms of regions or zones on your map. Know whether you should appeal to the federal, provincial or district, or local government for healthcare dollars.

				Know the Process

				Before you introduce yourself to the government, take time to understand the process of lawmaking in your country. Are decrees issued from the monarch? Are citizens allowed to petition the government for change? Must you work through legislative branches of the government? How big is your government? Do you have easy access to the nation’s leader or MOH, or is this nearly impossible due to the size of your country?

					Familiarizing yourself with your government is the groundwork of all your lobbying success. Your country will have a website that provides a general explanation of the way government operates, and the MOH may have its own website. Learn the steps involved in introducing a new bill—like funding for treatment centers or factor procurement—to your congress or parliament.

				Know Your Legislators

				One of your legislative committee’s first goals is to collect contact information for all relevant legislators and government officials—people you’ll need to work with, and people who may be sympathetic to your cause. Obtain name, title, office or department, address, phone, fax, and email. Include the minister of health, deputy minister of health, drug controller’s office staff, and your local representative, if you have one. Include the minister of social care, because in some cases, the ministry or regional departments of social care have budgets solely for disability treatment.

					Effective advocacy requires two methods of influence. First, “outside” advocacy means influencing the government from your town or village, or from your organization—outside 

			

		

	
		
			
				Success as a Hemophilia Leader | 103 

			

		

		
			
				the seat of government. Second, “inside” advocacy means securing an internal government champion who can help push your cause through the government. A great strategy is to find a sympathetic official to support your cause. In Japan, Ryuhei Kawada, a person with hemophilia who has been a tireless advocate for those with hemophilia and HIV, won a seat in the House of Councillors in August 2007. Still active in government, Kawada is now poised to make an even greater positive impact on all patients. 

				Start Small

				One of your NGO’s goals is to build a relationship with the government. If your government is unfamiliar with hemophilia, begin with small, achievable goals that will foster a solid and positive relationship. Demonstrate that you are an active, trustworthy, credible organization. Promote a feeling of participation without expecting too much from your government at first.

					Here are the first few initiatives to undertake:

					1. Meet with the government.

					2. Describe the needs of the hemophilia community.

					3. Ask for official yearly recognition of World Hemophilia Day on April 17.

				Start small, and later you can build toward more powerful goals, such as access to factor. For example, the Russian Hemophilia Society started with one preliminary advocacy goal: the removal of taxes on corporate charitable donations. 

				Meet the Government, and Describe Needs

				Obtaining an appointment with a government official is a key achievement. You may be visiting the MOH, drug controller’s office, or central medical unit. If you have trouble securing an appointment, ask permission to introduce an influential colleague—a prominent business person or foreign visitor. I have accompanied many Hemophilia Leaders to the MOH, because many officials enjoy welcoming foreign visitors—especially those who donate factor!

					Be well prepared for your appointment. Develop a ten-minute presentation about hemophilia, with handouts. Keep it simple and brief. 

					Start the meeting positively. Thank the official for granting you an appointment. Present your data on hemophilia and the challenges faced by your community. Then present your request. Use personal testimonials about patients in need, or even mention one who has died. Personal stories are often more powerful than all the data you share. You may choose to invite someone with hemophilia to the meeting to share experiences.

			

		

	
		
			
				104 | Ch 13 Advocacy

			

		

		
			
					Bring a sample of factor. Explain the method and cost of treatment. Use charts, graphs, and photos to illustrate critical needs. Describe the perils of current hemophilia care: children may be dying without treatment; hepatitis or HIV may be spreading due to poor blood transfusion services. Share success stories of patients who became productive citizens as a result of appropriate treatment. 

					Leave written material about hemophilia with the official: WFH publications, your brochure, or general books about hemophilia. 

					If possible and practical, bring someone to take photos of the meeting. Share these with the media for a follow-up newspaper article. Print the photos in your own newsletter or share on social media. Send them to publications like WFH’s Haemophilia World. Don’t forget to send copies to the official you met.

					Finally, always send handwritten thank-you letters or cards as soon as you return to your office. Always show gratitude for any time and attention the government offers. In April 2007, I met with Sindh province minister of health Mr. Syed Sardar Ahmad in Pakistan. I learned that he was knowledgeable and interested in the Russian royal connection to hemophilia, and we had a lively chat about it. I followed up with a thank-you note, and in-cluded a DVD of the movie Nicholas and Alexandra to show my appreciation of our meeting.

				
					Personal stories are often more powerful than the data you share.

				

				Propose a World Hemophilia Day

				Now you’re ready to ask the government to officially recognize April 17 as World Hemophilia Day, which is celebrated globally. This is the birthdate of Frank Schnabel, an American with hemophilia who founded the WFH in Canada. Recognition of this day should cost your government nothing. It’s a great way to begin cultivating a relationship. 

					To have April 17 officially declared, you’ll likely need legislative approval. This may take a long time. You can always celebrate April 17 unofficially, but official recognition gives World Hemophilia Day power through increased political and media attention.

					Every year, propose something new to honor World Hemophilia Day. Inaugurate a new treatment center or invite guest speakers from other countries. Some NGOs hold a ceremony or organize a walk to attract public and government attention. Romania once had the fountains in the capital spout red water, to symbolize blood; this attracted media attention worldwide. The Iran Hemophilia Society (IRS) once unveiled a large, striking outdoor statue of the familiar hemophilia logo—one white figure leaning slightly on a red one. Wisely, the IRS invited media, foreign visitors, and patients to the unveiling. Always invite members of the media to document and promote your event.
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					Leadership in Action! 

					Ajoy Roy is the longtime secretary of HFI-Durgapur Chapter. He planned and imple-mented a hugely successful walk-a-thon for World Hemophilia Day 2017: “I decided to organize World Hemophilia Day in a bigger way [beyond Durgapur] to create more awareness, by involving three other chapters in West Bengal. We invited the health secretary of the West Bengal government, some celebrities, friends, well-wishers, and corporate officials. Some people with hemophilia and their family members came from faraway places to Kolkata the night before, to join in the walk-a-thon. About 270 participants walked almost 1.5 kilometers. It was a great success.” 

				

				Form a Coalition

				One successful way to make yourself heard in the government is to partner with another related organization as a coalition. Coalitions can help you develop a united public image, and enhance your efforts with additional resources and new ideas. The people with hemo-philia of the small Caribbean country of Trinidad and Tobago, population 1.3 million, are represented by the Society for the Inherited and Severe Blood Disorders (SISBD). The SISBD also represents patients with sickle cell anemia and thalassemia. Find out if there is a hepatitis or HIV organization that might accompany you to meet government officials.

					You want to be on your government’s radar. You want to elevate your status from grassroots organization to respected NGO. You may gain this level of respect by being accredited by the WFH. This requires an application, an assessment visit, and later, a vote in the general assembly during the WFH Congress, held every two years. In other words, it takes time. But becoming an NMO of the WFH may give you the authority you need when 
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				approaching your government.

					Some countries have more than one national hemophilia organization. If your country has a second national hemophilia NGO, be careful when approaching government officials. If both organizations claim to represent the hemophilia community, the government may discredit both, withdrawing attention and support.4 Instead, negotiate with the other NGO to coordinate a common message. 

				Enlist Help from Your Community

				You don’t have to tackle the government alone—as one person, or even one committee. Encourage the entire hemophilia community to help you. Ask family, parents and patients, friends, business associates, religious and civic groups, schools, and hospitals to join you in a letter-writing campaign to bring particular issues to the government’s constant attention.

					If letter writing is difficult for your community, try a petition. A petition is an announcement to the government that certain voters desire something specific. Draft your petition together with your NGO team, and then ask your supporters to sign it. Obtain as many signatures as possible. This shows government officials that the need is widespread, and that your cause has popular support.

					Prepare your volunteers well. Give them a one-page Talking Points or Fact Sheet. Provide statistics on hemophilia, its treatment, and your community’s needs. If you combine statistics with the emotional story of a patient, illustrating the challenges and unmet need, your volunteer letters and discussions will be more credible, appealing, and informed.

					Require a high level of professionalism from anyone representing your organization. Empower patients to make change by getting involved. Encourage them to share their personal stories with government officials because testimonials have a powerful impact. Instead of believing that people—like government officials—don’t care, assume that they just haven’t heard your story yet. It’s up to the hemophilia community to inform officials, and to make them care.

				If They Ignore You, or Turn You Away?

				I once worked with a Latin American leader on setting goals in the five areas of concentra-tion discussed in Chapter 9. Months later, I asked this leader how the government lobbying campaign was progressing. She replied, “I wrote to the health minister and he never wrote back!” Passively waiting for the government to contact you is a strategy that will fail. Always assume that the government is too busy, too overwhelmed, and too stressed. Be proactive. Contact officials regularly. Part of your action plan for advocacy should be to contact key officials on regularly scheduled days with a phone call, letter, or brief personal visit.
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					Remember that advocacy is a long-term process, and that you’re trying to build a relationship. Be professional, and always thank officials. Never give up, even if they turn you away again and again. 

					This kind of persistence is hard to maintain in countries with a high turnover of govern-ment officials. At a hemophilia medical conference in Nepal, the health minister was keynote speaker, and he announced that the MOH would allot money for the first time to the hemophilia society. The audience burst into applause. But the joy was short-lived. “Health ministers last about six months here,” someone warned. “We’ll see.”

					But even if health ministers come and go, their staff may not. So focus on establishing a relationship with government staff, including secretaries and even guards. These people are generally more accessible than officials, and can help deliver your message. If the minister and other important officials are ousted or resign, the remaining staff may speak well of you to incoming officials. 

				
					Six Practical Tips for Lobbying Your Legislator or Elected Official

					1.	Establish your agenda and goals. 

					2.	Listen well. 

					3.	Be prepared, but don’t feel that you need to be an expert.

					4.	Don’t stay too long.

					5.	Remember that you are there to build a relationship.

					6.	Follow up with thank-you letters and a review of the meeting.

				

				Advocating Successfully for Long-Term Change

				In summary, successful advocacy requires that you do the following:

					•	Form a legislative committee in your NGO.

					•	Define clear, attainable goals.

					•	Understand how your government works to make legislative change.

					•	Educate MOH officials about hemophilia.

					•	Maintain the highest level of professional behavior.

					•	Create a coalition with related groups as needed.

					•	Coordinate with your national headquarters and affiliate chapters.

					•	Undertake consistent and frequent communication with government officials.

					Successful advocacy also means that you portray hemophilia as a potential success 
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				story. From the government’s economic point of view, it may be hard to justify such high expenditures for a small group of people, when the same funds can treat millions affected by malaria or unclean water.

					Portray hemophilia this way: Managing hemophilia through improved blood-banking facilities, better diagnostics, and the use of factor concentrate has far-reaching economic consequences. Invest government money on treatment now. Not treating people adequately now will lead to catastrophic costs later: costs incurred if people contract blood-borne viruses like hepatitis or HIV, or become disabled. Treating citizens with hemophilia now can keep them active and healthy later on.

					And portray hemophilia in another way: The use of factor concentrate will prevent the transmission of HIV and hepatitis C. The HFI successfully convinced the Indian MOH that investing money in factor purchases prevented patients from contracting HIV. The Indian government had approved large sums to prevent the spread of HIV, but none for hemophilia care. The HFI’s lobbying effort paid off. In 2004, the Indian government began buying factor for government employees, and the Ministry of Railways agreed to stock factor in all railway hospitals. By 2016, 16 states, including Bhubaneswar, one of the poorest states, were purchasing factor for their patients. This represents an amazing 74% of the country’s known population with hemophilia!

					A similar strategy worked in Honduras. In 1999, the director of the National Blood Council and the medical director of the Honduran Red Cross drafted a special law for HIV/AIDS treatment. Pediatric hematologist Dr. Armando Peña suggested to Honduran Society of Hemophilia president María del Carmen Agurcia that they join efforts with doctors treating AIDS patients. They could unite to lobby the government for factor purchases by integrat-ing hemophilia treatment with the proposed law for HIV/AIDS. It took almost a year to obtain the government’s approval of factor purchases. The support of physicians was vital in influencing the MOH’s final decision. 

					Unfortunately, advocacy is neglected by many Hemophilia Leaders. But government is an essential leg of your table model, and lobbying the government is an essential component of your strategy. Advocacy will help you reach the summit of hemophilia care.
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					Leadership in Action! 

					“Advocacy is a matter of persistence. One day, you’ll meet a government official who is impressed by your convictions and willing to listen to you. After trying for more than three years to find someone in government to help us import factor into India, we met a joint secretary of the MOH who not only helped us, but introduced us to many others who could help. Then in October 1994, [a pharmaceutical company] approached us with a donation of more than 10 million IU of recombinant factor VIII, due to expire in months. We would have to import it ourselves. When we applied to the MOH for an import license, we learned that genetically engineered products need a No Objection Certificate from the Ministry of Environment (MOE). With time running out, this was a major blow. But 10 million IU of factor—we had to try until the very last day! 

						“So we approached the MOE to learn how regulations applied in cases like recom-binant factor, which had never before been imported into India. We were informed that the MOE has a technical committee with 50 members drawn from various disciplines, which meets once yearly to scrutinize all applications. This committee had already met earlier that month. We couldn’t wait another year, and had just one month before the offered factor concentrate expired. So we requested an appointment with the secretary, the highest-ranking administrator in the MOE. Against all odds, the secretary responded the same day. On our suggestion, the secretary agreed to call a meeting of a limited number of technical committee members who would know about our product. On the list of committee members, we found two hematologists we knew. A meeting was called for two weeks later, with only ten members present. Our factor concentrate was cleared for import on the same day. We managed to bring in our product with only one week to spare before expiration.”

					Ashok Verma

					Founder, Hemophilia Federation (India)

				

				 

			

		

	
		
			
			

		

	
		
			
				Success as a Hemophilia Leader | 111 

			

		

		
			
				14

				Fundraising and Public Awareness 

				Two activities will ensure that your hemophilia organization and mission thrive: raising funds and raising public awareness. The two are closely related, because as you raise public awareness of hemophilia, more people will contribute to your organization. And as you consistently and successfully fundraise, more people will learn about hemophilia. Whether you begin by focusing on fundraising or public awareness, strengthen the relationship by balancing your efforts—don’t start one activity without making parallel efforts to advance the other.

					When it comes to raising funds for your NGO, it’s essential to think like a business person. This means knowing that you have something valuable to offer people in exchange for their money. As Hemophilia Leader, stop thinking that you must beg for handouts and donations. Instead, realize that you have something worthwhile to offer in return for funding. 

				Funding Sources

				To reach your vision of improved hemophilia care, you need money. The money you bring in is called your revenue. The money you spend is your expenditure. Depending on the size of your country and the number of people you serve, it may take a lot of money to achieve your goals and fulfill your programs.

					Where will you get your revenue? There are five basic sources of funding: (1) the government, (2) private individuals, (3) corporations and businesses, (4) NGOs and international institutions, and (5) the general public.

					The government. Ultimately, you want the MOH to include hemophilia as a line item in its budget. You’ll do this through advocacy, as in Romania, which doubled its factor purchases in November 2003—a step once thought impossible. 

					Private individuals. These include friends, family members, colleagues, and individ-uals who are familiar with hemophilia, usually through NGO board members or patients. People you meet by chance may be inspired after hearing your mission. I met a man on a 
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				brief airplane ride who donated $1,000 in cash on the spot after hearing how I worked for developing countries! Rarely, you’ll find a celebrity who has hemophilia or another bleeding disorder, or who is related to someone with hemophilia and wants to help.1 Members of your board should contribute annually. When they support a cause financially, board members become noticeably more enthusiastic and involved. 

					Corporations and businesses. Seek a financial contribution from a multinational pharmaceutical company or national drug distributor that sells—or hopes to one day sell—factor. You can sell advertisements for these companies in your newsletter or brochure, or on your website. Local businesses may help you, if you promote them in return. At special events, hang a banner featuring the logos of your sponsoring companies. Promote their logos, company contact information, and slogans as advertisements in your newsletter. Help them find customers and grow their businesses while giving you money.

					NGOs and international institutions. These include WFH’s grants and training programs, and NNHF’s project-based funding. Some of the factor manufacturers supply funding for leadership training, and for medical and research training.

					The general public. This means all the people in your country and beyond who may donate to your cause. The general public is vast and can contribute a huge amount through sheer volume, especially if you use social media. To reach the public, however, you must conduct major promotion campaigns to raise awareness.

				People Give When They Trust

				People and businesses feel confident donating money when they trust an organization and the people running it. You earn trust by consistently demonstrating . . .

					•	Need (hemophilia education, treatment)

					•	Results (blood drives, factor procurement, newsletters, programs)

					•	Accountability (your NGO’s financial reports)

					•	Progress (increased membership and programs, affiliate creation)

					But people won’t know about these things if you don’t tell them. You must market yourself. Actively shape the way people think about your organization by creating your NGO’s public image. Your public image—what people think of your NGO—is determined in part by your programs and publications, but also by the way you raise and spend money. This is why fundraising and public awareness are so closely linked.

					People will donate to an NGO with a positive public image. In Chapter 7 we discussed promoting your organization’s identity through branding. Branding and marketing tell the public who you are and encourage them to trust you. Always treat fundraising activities as opportunities to promote your NGO. And always seek donations when you educate the 
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				public about hemophilia. 

					In return for their donations, provide what donors value most. For businesses, this might be advertising or public goodwill. For individuals, it may simply be the satisfaction of helping. Or it may be the fulfillment of a religious or civic duty to support charitable institutions. For your government, taking steps now to improve hemophilia care means that members of society can become productive citizens and avoid disability. And in some cases, donations are tax deductible.

				How to Raise Money

				How can you raise funds for your NGO? Your team will come up with many creative strategies specific to your country and culture, but here are a few suggestions:

					Solicit donations. Approach pharmaceutical companies and their distributors. Ask local businesses. At hemophilia events, prominently place a donation box. 

					Take advantage of holiday giving. In most cultures, holidays are charitable times. Solicit donations or sell holiday gifts to raise money. For example, Ramadan is a perfect time of year to ask the faithful to fulfill Zakat, one of the Five Pillars of Islam, by donating to the needy. Similarly, Christmas is a good time for monetary gifts to charities. In the United States, Giving Tuesday is held right before Thanksgiving. Diwali, the Hindu festival of lights, is also a time for giving. Be sure to notify potential donors well in advance of the holiday, so you are not competing directly with other causes.

					Sell handicrafts. Many hemophilia families are expert handcrafters. People love to buy handicrafts, especially for a good cause. Sell crafts at souvenir shops or local bazaars. Bring them to international events that attract many visitors. 

					Sell useful items. The HFI Calcutta Youth Group commissioned a set of four cards with original artwork donated by a talented artist. The HFI logo and contact information is printed on the back, and the inside of each card is blank for messages. The cards are useful, beautiful, and easy to transport, ship, and distribute. The receiver of the card knows that the sender is sup-porting a good cause.

			

		

		
			[image: ]
		

		
			
				HFI Calcutta’s card
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					Sell items that promote your organization. Sell T-shirts, key chains, bumper stickers with your logo—anything that attracts buyers and promotes your organization. Sell items at hemophilia or medical conferences, or at business fairs. Hold public sales. FAHEM held a bazaar in a centrally located public park to sell a variety of donated items, from a computer to baby clothes and toys. Families with hemophilia acted as salespeople, and the organization raised $1,000 US.

					Remember those who have passed. The passing of a loved one with hemophilia is often a time when people seek ways to give meaning to their loss. Perhaps a member of the grieving family could consider asking family and friends to give to the national organization in memory of their loved one. 

					Hold raffles. These fundraisers can be profitable because the cost is so low—just the printing of tickets. Raffles require major volunteer commitment to sell tickets. Donated goods and services can be offered through ticket sales at an event, a store, or even at the HTC. 

					Write grants. Grants are available through various sources: US Agency for International Development (USAID), WFH, NNHF, some pharmaceutical companies, and hundreds of others. Rotary International and the Lions Club are wonderful grant sources. To apply for a grant, you must answer a questionnaire and write an essay about how you will use the money and how many people will benefit. Once you start applying for grants, you can use the same information and essays repeatedly.

					Sell advertising. Print pharmaceutical company logos in your newsletter for a fee. Or ask these companies or local businesses to sponsor your newsletter. Then provide advertising for your sponsors in your brochure, on your website—anywhere you can.

					Launch a direct mail campaign. Create a special one-page flyer, postcard, or note card to mail. If you mail a letter in an envelope, include your NGO’s brochure. Request funds directly from the recipient. Send your direct mail piece to everyone on your mailing list.2 You can save money by doing an eblast—sending your donation request to a group of people via email.

					No matter which fundraising methods you choose, people won’t give if they don’t know who you are. That’s why branding, marketing, and public education are so strongly and effectively linked to your fundraising.

				
					No matter which fundraising methods you choose, people won’t give if they don’t know who you are. That’s why branding, marketing, and public education, are so strongly and effectively linked to your fundraising.
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				Focus Your Fundraising

				If you tell people that you’re raising funds to support your organization, you may not get far. People wonder how their money will be used. If you tell potential donors that funds will be dedicated specifically to supporting a child with hemophilia so he can attend school, you’re more likely to succeed. Your donors will see the concrete result of their donation and feel a sense of ownership. Ownership is an important psychological ingredient in building good donor relationships. Instead of telling family or colleagues that they donated to a hemophilia organization, donors can say, “I sponsored five children with hemophilia to attend school.” See the difference?

					First, focus your fundraising: think about the projects that need funding. Next, think about the people or groups that might benefit or be most interested. Then, when you approach the public, individuals, or businesses, be as specific as possible about how the money will be used. This technique requires you to match a prospective donor with your NGO’s program or need. 

					From a marketing point of view, what can you offer to benefit your donor? In other words, don’t ask a local business to sponsor your foreign trip to a WFH Congress in a differ-ent country. How could that benefit the donor? Don’t ask a multinational pharmaceutical company to sponsor your local holiday party—instead, ask a local business. Do you need funds to publish your newsletter? Approach local businesses or pharmaceutical companies, offering them advertising space. Do you need funds for camp? Ask local or national food and beverage companies to provide in-kind donations of food and drinks, or money in exchange for recognition. Think strategically, and target donors with opportunities that will benefit them uniquely while they support your programs.

				Plan Special Events

				A special event is normally a yearly fundraising activity that requires much planning, but is always memorable. Special events are fun. They bring in donations and build a strong relation-ship between the NGO and donors. Here are some special events for your NGO to consider:

					•	Themed dances, including traditional cultural dances or movie themes

					•	Holiday parties held at times of national festivity or religious celebration

					•	Entertainment galas featuring volunteer celebrity dancers, singers, and performers

				 •	Auctions of donated goods and services

				 •	World Hemophilia Day (April 17)

					•	Anniversaries (the first, fifth, tenth) of your organization

					•	Cricket, football, or baseball featuring celebrities or local personalities
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					What kinds of special events can your NGO realistically hold? This depends on staff availability, amount of funds to be raised, and amount of funds required to produce the event. Don’t set a profit goal that exceeds the amount that you can reasonably expect to make—this will lower the morale of your volunteers and staff. Don’t select an event that requires more staffing than you can provide. And never plan an event that will cost so much that you end up losing money! Above all, do it well. In return for their money, guests will expect a memorable and fun-filled event.

					Once you’ve chosen a special event, your team must make detailed plans. Establish an event committee. Determine the amount of money you want to raise. You’ll need to make more money than you spend. Estimate a budget for the event, and price tickets to produce a profit. Select a committee chairperson to be responsible for organizing the event. Gather volunteers and assign tasks such as promotion, volunteer supervision, setup, and cleanup.

				Work with Media to Promote Fundraising Events

				You’re about to hold a special event to raise funds, and you need lots of people to buy tickets and attend. How do you attract them? Do people have to care about hemophilia to want to come? Not if you’ve chosen the right event, one that will appeal to the general public. Once you’ve attracted the public, then you can educate them about hemophilia and urge them to join your cause. And you can attract them through promotion.

					Promotion means telling as many people as possible about your special fundraising event. You can do simple promotional work like hanging posters around town, in shops, or on street corners, buildings, and doors. You can do written promotion, like providing news releases for the media. You can also do personal promotion, such as holding press confer-ences or being interviewed for TV or radio community service spots. You can create an event on Facebook, or invite through social media mobile phone apps. You can do an eblast of the invitation and ask your members to share it with family and friends.

					For each event you plan to promote, identify your target audience and clarify your pur-pose. For example, if you want to hold a blood drive, who is most likely to donate? Probably university students: so target TV or radio shows at times when students are likely to tune in. If you want to make an appeal during a religious holiday, target people attending worship services by displaying your materials at places of worship, or present your organization at a religious meeting. Every time you gain media attention, you are promoting your NGO.

					When an event appeals to human compassion or highlights a medical or social issue, the media take notice. Because you’re competing with many other individuals and organiza-tions for media attention—and for donations from the public—you must make your story attractive and distinctive. What makes your fundraising event different from others? Use hemophilia to educate and impassion people. Mention its rarity, describe the devastating 
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				consequences of repeated untreated bleeds, and explain the plight of one family. Focus on the specific need behind your fundraising efforts—children with hemophilia, their families, or those also suffering with HIV.

					One media forum that can work especially to your advantage is the editorial. Newspapers, magazines, radio, and TV all provide opportunities for citizens to be heard through letters to the editor or public opinion spots. Write a letter to the editor of your local newspaper about the scarcity of safe blood or lack of modern treatment. Lawmakers read their local newspapers to learn about issues confronting their constituents. An op-ed piece is an editorial essay written by an expert in a particular field. Ask a physician on your team, a respected hemo-philia expert, to write an op-ed piece focusing on an issue in hemophilia care. 

				Write News Releases

				Reporters learn about your upcoming fundraising events through your news releases. Here are some basic tips for writing and distributing news releases: 

					Make it legible, brief, accurate. Always edit for clarity, grammar, and spelling. Make it brief, with no extra information. Distill your message into short sound bites that reporters can use easily.

					Grab and hold the reader’s attention. The first two paragraphs of your news release should tell the reader who, what, why, where, and when. Always begin with an interesting “hook” to grab attention. Brief but powerful statements make an impact: “Hemophilia is not a Royal Disease.” Stories hook the reader: “Sasha is confined to a bleak hospital room for three hours every week while he receives plasma.”

					Develop a good mailing list. Assign a member of your team to keep an up-to-date list of all local and national media contacts—print, TV, and radio. Familiarize yourself with local papers and radio/TV stations; you’ll soon get a sense of the best contacts. For example, many local radio and TV stations present free community service announcements. 

					Timing is everything. If your news release arrives too early, it will be ignored or lost. In general, a news release should arrive three to five days before an event. Check with your media outlets and note their deadlines.

					Always follow up. Follow your news release with a phone call. Briefly remind your contact of the upcoming event, adding any last-minute information or changes. Be polite—don’t beg or pester.

					I use PRWeb.com and send my news releases out to many online venues. It costs money to do this, but you can reap huge benefits. Many powerful people in the global hemophilia community get daily newswires about hemophilia, condensed by Google; and when you choose this method, your news release will be seen by influential community members. Hemophilia Federation (India) is incredibly successful at using the media to promote 
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				hemophilia and the need for treatment in India. Almost every week, through the free news alerts on Google, you can read about HFI and hemophilia in India.3

				Tell the Audience Where to Give

				Your efforts to raise public awareness of hemophilia will be useless if you don’t let your audience know what you want them to do. Consciously or subconsciously, all audiences wonder, “Why is the author writing this?” or “Why should I listen to this information?” In every public message you create, clearly state the action you want people to take. Usually, this will be donating funds. But it may also be donating blood, or giving in-kind gifts: wheelchairs, crutches, raffle or auction items. You might ask people simply to donate their time by volunteering.

					When you conclude your news release, radio/TV spot, or newspaper article, always end with your contact information. Include your NGO name, address, phone and email address, and a website if appropriate: “For more information or to make a donation, contact [your NGO website].”

					Communicating what to do and how to do it is a skill that all Hemophilia Leaders must develop to make promotion and fundraising work together.

				Good Recordkeeping Pays

				Remember that leadership means influencing people to act, and influence begins with trust. Trust involves accountability, because potential donors and repeat donors want to know that their money will be used effectively and ethically.

					Demonstrate accountability to your donors and supporters. Always give a prompt receipt to each person and organization making a donation. Always record the amount raised and who donated. Your accounting system should ensure that your donations are never ques-tioned. Don’t forget to include a tax-deduction statement with your receipt, if appropriate, for your recordkeeping and to increase value for your donors. Good recordkeeping pays off by expanding your network, too. If you record each donor’s contact information, you’ll be assembling a donor database that you can use for many future events.

					Finally, remember to thank all donors. Send a thank-you note to every person who donates, for every donation of any amount. There is no exception to this basic rule. It’s worth-while to have thank-you notes printed with your NGO logo and address to use for every contribution, every interview granted, every volunteer who helps. Think of creative ways to thank donors. Camp Ray of Hope in Romania had all the campers take a morning to create handmade, oversized thank-you cards, with the signatures of all the campers and photos of the children during their activities. A card was made for each donor—that’s incredibly smart and shows gratitude. 
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					Never show an attitude of entitlement. The Hemophilia Leader who consistently and sincerely thanks contributors builds trust and demonstrates respect. Of all the things that humans crave, appreciation is one of the most highly valued. Contributors are glad to help children with hemophilia—but they need to feel appreciated. As Hemophilia Leader, live with an attitude of gratitude.

				
					Leadership in Action! 

					“Reality Clicks,” a powerful public awareness campaign, was unveiled at a kick-off event in December 2017. This art exhibition was held at a prestigious gallery in Lahore, Pakistan, and showcased photographs by Bilal Malik, brother of HFP Lahore Chapter president Masood Fareed Malik, who has hemophilia. The photos revealed hemophilia patients’ pain and suffering, treatment, and promises for a better future. The media were invited, and the entire event was managed by the Youth and Women’s Groups. Cleverly, the Lahore Chapter asked me to initiate the ribbon-cutting ceremony, which was cap-tured by a national TV station; the media are always interested in foreigners who visit. Doctors, patients, and donors were all interviewed.

						The event was hugely successful in creating public awareness of hemophilia. The photos, and accompanying stories of the people photographed, were published in a gift book also called Reality Clicks. The project was funded by Novo Nordisk Haemophilia Foundation.
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				Youth leaders in Lahore, Pakistan, generated greater public awareness of hemophilia with “Reality Clicks”
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				15

				Communicating Through Media

				The effectiveness of communication is not defined by the communication, but by the response. 

				—Milton Erickson

				As Hemophilia Leader, you need to reach out to patients, families, government, and the public to educate them about hemophilia, update them on coming events and news in the community, introduce your organization, attract donors, and generally keep everyone’s attention. This takes consistent and effective communication. Two great ways to do this are through print media and social media. 

				Your NGO Newsletter

				With one newsletter, you may be able to influence more people than with any single meeting or workshop. When produced well and used effectively, a newsletter can achieve these results:

					•	Educate patients, families, and the public about hemophilia.

					•	Register new patients.

					•	Present information about upcoming events.

					•	Communicate vision and mission.

					•	Publicize government policies and issues affecting hemophilia.

					•	Offer news items on hemophilia-related topics.

				 •	Provide a forum where readers can express opinions.

				 •	Attract volunteers.

				 •	Market to prospective donors and supporters.

					The last item on this list—marketing—is one of the primary goals of your newsletter. When you describe your successful events, activities, and programs, you show prospective donors, supporters, and volunteers how effectively you’ve used funds. This may lead to more or new sponsorship, funding, and volunteers.
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				Tailor Your Newsletter to Your Audience

				Once you’ve established the purpose of your newsletter, ask: Who are you trying most to reach? What topics do they most need to understand? 

					Most hemophilia NGO newsletters target patients and families, but you can also send yours to medical staff, government, and the public. Because the majority of your readers will be patients, try to match the reading level of your articles to that of families. Many may not have extensive education. Visuals can help educate. Some of your constituents may speak various languages, depending on where they live. India has a population of over 1 billion, and 22 official languages! HFI publishes a national hemophilia newsletter in several national languages. But because India has over 150 languages, some chapters of HFI publish their own newsletters in their own regional languages. When you write articles, use a casual, simple style so most families can understand.

				Select Content, Start Writing!

				Many readers want to learn about treatment news and factor availability, updates on your or-ganization, family programs and events, and local medical care. Select several basic topics to appear regularly in your newsletter. You might choose medical news, parenting and patient concerns, fundraising efforts, question and answer, or an events calendar. 

					Practice. Writing to influence others to act takes practice. You may find good writers either within your organization or through your contacts in the hemophilia community. Look for people with experience in writing professionally, the ability to research information, or solid knowledge of hemophilia. You may ask doctors who are dedicated to your commu-nity to contribute articles.

					Reprint. Copy articles from other newsletters to save time. Always ask for permission to reprint an article. Most newsletters will allow reprints with correct citation. Include the author’s name, name of publication, page number, year and issue number. Never plagiarize. 

					Ensure accuracy. Errors in grammar and content affect your credibility, and credibility is key to leadership. You don’t want your constituents to read inaccurate medical informa-tion about hemophilia. For example, when explaining genetic transmission, one African hemophilia newsletter author mistakenly wrote, “With females who are carriers, one of her daughters will have hemophilia.” Imagine a shocked parent reading that sentence, believing that one of her daughters must have hemophilia!

					Use an editor. Ensure accuracy by using editors. Are grammar, spelling, and punctua-tion correct? Are extra words and sentences removed? Is the language gender-sensitive, and politically inoffensive? Is the writing clear, concise, and medically accurate? You need to edit for content (what you write) and for copy (correct grammar, spelling, punctuation, sentence 
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				structure).1 You also need to edit the layout (how the newsletter looks in the design format) to ensure that articles are not cut off, and things are in their proper place. Hire a professional editor or find a skilled volunteer. This isn’t a luxury—it’s a necessity! No author, no matter how skilled, should be the sole editor of his or her own work. 

					Maintain a dependable schedule. Credibility is built on consistency. You must publish your newsletter on a consistent schedule. Set a publication schedule—monthly, quarterly, or semiannually—and stick to it. It’s better to publish consistently once a year than try to publish monthly but miss your deadlines. Readers are confused when an organization sends its newsletter once, then a second issue eight months later—and the newsletter is called The Hemophilia Monthly!

				Create a Simple Design 

				Select an achievable design and layout to use consistently. Within this basic format, your layout elements and information will change, but you’ll present the same “face” in every issue to create instant recognition. What are components of a good design?

					Name. Your newsletter’s name should be the best feature on that face you present. The name you choose should reflect your organization’s unique personality and focus. The National Hemophilia Society Newsletter is bland. New Zealand’s Bloodline is short, creative, and relevant.

					Design. Microsoft and many other application templates make it easy to design news-letters. Simple usually works best. Choose from three basic newsletter formats: one-column, two-column, and three-column. Your choice will depend on your content, length, and production method. A two- or three-column format creates more white space on the page, making text easier to read. But if your resources and readership are limited, a one-column format may work better.

					Typography. As we discussed in Chapter 7, typeface refers to the name of the type style you choose, like Helvetica, Times, or Arial. Font refers to variations within a typeface, like italic or bold. Decorative, fancy typefaces generally work best only for headlines and titles, to spark interest. Script typefaces can be hard to read. Use simple, readable typefaces like Times New Roman for the text of your newsletter.2 

					Graphics. People are visual learners, so always include photos and graphics. Select photos with life and movement—children are always captivating—and with varying camera angles. Avoid long-distance shots. Place photos in several locations on the page, or angled to create interest. Don’t overdo it! Graphics can be fun, but may clutter the page. Keep them to a minimum so your readers can easily absorb your information.
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				Make Wise Production Choices

				Creating, printing, and mailing a newsletter requires funds for software, printing, and post-age. Printing costs vary depending on paper and ink choice, graphics, number of pages, and number of copies. Postage costs depend on postal regulations and the size of your mailing list. 

					Consider funding your newsletter through sponsorship, or with paid advertisements from local businesses whose products might interest your readers. Pharmaceutical companies often promote themselves in hemophilia newsletters. In exchange for their financial support, you can publish their company logo and contact information.

					You can easily make a PDF of your newsletter to distribute electronically. This is the fastest, cheapest way to promote your hemophilia organization and educate others. Post your newsletter on social media and on your website. But no matter how you send out your newsletter—email or regular post—you’ll need a top-notch mailing list.

				Your Mailing List

				Your mailing list, called circulation, should include your hemophilia community: patients, families, medical staff, government officials, and pharmaceutical representatives. Also mail to local universities where you might find student volunteers; political officials who will help raise public awareness; and the media to publicize your programs and progress.

					Your mailing list is your marketing tool. Develop it constantly—everyone you meet is a possible member, sponsor, donor, or volunteer. Always record name, address, email address, telephone, titles, affiliations, and relationship to your NGO. This comes in handy when you want to sort your mailing list for a targeted mailing to government officials, for example. Your mailing list could grow into the hundreds, so from the start, do it right! Record contact information completely, and keep it current.

					The mailing list differs from your patient registry, although the two will overlap because you’ll include patients on your mailing list.

				Social Media: A Double-Edged Sword

				Social media—Facebook, Twitter, WhatsApp, Instagram, LinkedIn—has revolutionized communication. From personal communication to marketing to fundraising, social media lets everyone connect more easily. 

					Anyone with internet access can search “hemophilia” and instantly find professional websites with information on symptoms, coping with the diagnosis, treatment options, HTC listings, and more. Facebook provides hemophilia community support. Within minutes, 
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				parents in one part of the world can connect with hundreds of other parents of children with hemophilia in another part to find comfort, advice, ideas, resources, and new friends. This is both empowering and challenging. Being active on social media requires a different set of rules and skills for Hemophilia Leaders, and comes with serious responsibilities. What are the benefits and drawbacks of using social media?

				Leadership Benefits of Social Media

				Social media will immediately improve your role as Hemophilia Leader. Here are some of the many benefits:

					•	Get educated faster about hemophilia.

					•	Search for humanitarian organizations that can help you.

					•	Request factor by locating manufacturers and charitable organizations.

					•	Apply for grants. 

					•	Connect with other Hemophilia Leaders in other countries.

					•	Identify families with hemophilia in your country.

					•	Connect with constituents you might not normally meet.

					•	Get instant feedback, make instant contact, and communicate in real time.

					•	Make a Facebook page for your NGO.

					•	Announce events and invite people to attend.

					•	Create a fundraising page, like GoFundMe.com, to request funds.

					•	Promote your accomplishments on your social media page.

					•	Save money by posting your newsletter on Facebook.

				Leadership Drawbacks of Social Media

				The best thing about social media is also the worst thing: instant communication. You don’t have to give much thought to firing off an opinion, a photo, a link. But Hemophilia Leaders need to be thoughtful, strategic, and cautious, especially in their communications. You must exercise restraint, and think before you click. You need to ask: How will my post affect my readers? How will people perceive me, the leader? 

					Here are some drawbacks to social media:

					•	Something posted on social media cannot be withdrawn once it is shared.
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					•	Your posts can go viral, to thousands of people.

					•	You may be obsessed with checking Facebook constantly.

					•	You might be pulled away from other, more important work.

					•	You can damage your NGO’s reputation with one negative post.

					•	You may view your NGO’s social media as a personal platform.

					•	You may appear more self-absorbed and less focused on the mission.

				This last drawback is a serious one. As Hemophilia Leader, you’re in a position of power and privilege. It’s easy to abuse both. Social media is notorious for encouraging narcissistic tendencies. It’s tempting to want to post photos of yourself. Friends and colleagues will enjoy occasional photos of you and your family, on vacation or at a personal event. People like to get to know the real you after leadership hours!

					But when you post about yourself, are you promoting yourself or your NGO? There’s a huge difference between posting several photos of yourself at a hemophilia event with members, and posting close-up photos of yourself in a new dress or suit, from every angle. One set of photos looks professional, the other unprofessional. In 2017, one youth leader was invited to a professional leadership training conference in a developed country, and afterwards he received negative comments on Facebook from his constituents. Why? All his photos showed only the fun he was having outside the meetings—but not the meetings! Always keep in mind how readers will react when they see your posts.

					Use social media professionally, cautiously, as a way to improve your hemophilia organization. Remember, the internet is a double-edged sword. Avoid overusing it to fulfill a personal need for attention. Some leaders have organization Facebook pages, and also personal pages. But your constituents may not distinguish much between the two. You represent your organization at all times, and your conduct needs to be irreproachable. 
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				Two Organizations Too Many? 

				What should you do when you’re dissatisfied with your country’s current national hemophilia organization? Perhaps it’s mismanaged or misguided. Worse, it may be corrupt. The same people may be in charge, year after year, with no hope of election or change. You see flagrant disregard for principles of leadership—poor communication, no credibility, exclusion, lack of character, a disheartened team. The international community has either walked away from the organization or ignores its obvious flaws. Or a hemophilia society might exist on paper only, to serve the few who run it—people who keep all monetary and factor donations for their children and themselves.

					You and other patients and parents may feel angry right now, when watching hemophilia patients—espcially children—suffer needlessly. You have two options: (1) promote change within your existing hemophilia organization, or (2) create a second national organization. You’ll find benefits and drawbacks in either direction. Your job as Hemophilia Leader is to determine the best path.

				Warning Signs of Trouble

				Your national organization must try to meet the needs of its patients. Is yours making progress according to our table model in Chapter 2? Here’s a list of 11 warning signs indicating that change may be necessary:

					1. Lack of patient representation. An effective hemophilia organization must represent the people it serves. Parents and patients should have active participation on the governing board, or official roles with clear responsibilities. 

					2. Lack of medical representation. Your NGO’s team must include a dedicated, credible, properly trained physician. This doctor doesn’t have to be a hematologist, but might be a deeply committed physician who is willing to receive training in hemophilia.

					3. Lack of progress in treatment. Are the NGO’s board members actively lobbying the government for factor purchases? Seeking factor donations? Some physicians and patients who are members of national organizations travel worldwide to attend hemophilia symposia. Are patients better off as a result of this travel, or are these trips merely junkets or perks? 
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					4. Lack of accountability. A national organization must keep accurate accounting records. Be concerned, even alarmed, when these records are not accessible to the hemophilia community—or worse, not kept at all. 

					5. No elections. When board members and executive staff are appointed, not elected, constituents are denied a voice in forming and running the NGO. Is the person who created your organization still in charge after many years? Did someone seize control during a crisis? When was the last election held? All NGOs need regular opportunities for new leadership. 

					6. No board meetings. A hemophilia organization needs regular board meetings. Without them, the leader makes every decision autocratically. Daily administrative decisions may be made by executive staff—but policies, action plans, and goals require input from a governing board.

					7. Nepotism. A hemophilia organization that allows family members to dominate key positions should be frequently evaluated. Why? Misuse of funds, voting as a family block, and personal agendas can dictate the NGO’s direction. Because hemophilia is rare, and volunteers are hard to find, family members commonly hold executive positions. But it’s best if parent-child, husband-wife, and brother-sister pairs do not serve in high-ranking positions at the same time.

					8. Authoritarian leadership. The greatest threat to a national organization is the individual who uses the group as a personal vehicle for ego or power. Such a structure may become a self-perpetuating career for the leader; his or her desires come first, and constituents’ needs come last. A power-hungry leader makes all decisions, directly or indirectly, and rules by fear.

					9. Lack of written goals. Too many NGOs operate with no sense of direction and no way to measure progress. All successful leaders have written goals, making progress concrete and measurable. Goals should be developed with board members, so the team feels owner-ship and direct responsibility for meeting those goals.

					10. No leadership development or succession plan. When an organization has no plan to develop new leaders who can replace existing leaders, it cannot grow and improve. Potential leaders are shut out of decision making. What happens when the current leadership steps down or disappears? New leadership must be welcomed and nurtured. 

					11. Lack of communication with stakeholders. An NGO’s lifeline is its supporters: individuals, groups, companies, and organizations. A Hemophilia Leader must engage these stakeholders in an active relationship, informing them of progress, inviting them to events, and showing them attention. With little or no communication, the relationship dies out. 

					Hemophilia organizations are in trouble when one or more of these warning signs appear. When I first visited Nicaragua in 1998, the Nicaragua Hemophilia Association was run by an elderly, compassionate woman who held holiday parties for children with hemophilia 
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				and raised some money for basic needs. She operated the group as a charity. But this wasn’t enough. Medical care for hemophilia was poor, and patients and some medical personnel weren’t educated about the disorder. No progress had been made for years. Incredibly, 9 of the 11 warning signs just outlined existed in this NGO. Patients were angry and suffering, but unwilling to share their thoughts and feelings. Together with some Nicaraguan advocates who knew about hemophilia, we encouraged patients to speak up. We reassured them that they had the power to voice their concerns and take action. The patients gathered as a group, listed their concerns, made a resolution, and approached the president to regain control of the organization.

					After several months of struggle, the constitution and government registration papers were surrendered. These documents came with large outstanding fines because the NGO had not filed the required government papers on time. The organization now came into the hands of the patients, and a bright, motivated person with hemophilia became the new president. A happy ending? No. After a brief stint, the new president resigned in frustration and a successor took his place. The subsequent president, father of a child with hemophilia, also resigned. The greater the number of warning signs evident in the NGO, the harder the task of repairing and rebuilding trust.

				Investigate the Current Organization

				Do you detect any of the 11 warning signs of poor leadership in your country’s current organization? Are you and other patients and parents frustrated, and seeking change? Before you decide to start a new organization, do some evaluating.

					The best immediate action is to form an independent task force to evaluate the mission, accomplishments, and problems of the current NGO. A task force can be a self-appointed group of concerned people—parents, patients, medical personnel, and social advocates. 

					First, your task force gathers information to evaluate your national NGO. Second, it notes problem areas that need attention. Third, it recommends steps to correct problems. The task force may interview past members of the organization and find current members who are unhappy. It may collect comments from families with hemophilia about their involvement and level of care. The task force identifies some of the 11 warning signs in a hemophilia organization, and builds its case with real-life testimonies.

				Work Together

				Next, your task force should bring together a group of interested constituents—parents and patients, medical personnel, and anyone committed to change. In a formal meeting with recorded minutes, your task force should present its findings to the group. Ask for feedback 
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				and review everyone’s concerns. Use the table model in Chapter 2 to identify the leg or legs that are weak, and discuss the cause of the weakness. For example, if you’re concerned about the blood-banking leg, list your reasons: Is there no factor in your country because the NGO is not working to obtain it? Is organization money being used to purchase factor for a few favored patients? 

					Now draft your combined and revised list of concerns into a working paper that the entire group (task force and constituents) can sign. This paper will be submitted to the NGO from your independent task force, backed by the signatures of all who attended your constituent meeting. Express your concerns in writing, but emphasize your commitment to work with the current NGO to make the changes that so many members desire. Ideally, as representatives of your community, board members are obliged to hear your concerns—and act on them. But keep trying, if necessary enlisting help from outside sources in the interna-tional hemophilia community, such as the WFH.

					Arrange a date to meet formally with your national hemophilia organization to voice your concerns in person. If possible, enlist a volunteer social advocate, lawyer, or other professional who understands nonprofit regulations and operations. This person will give you credibility and help you speak the right language to the executive committee and governing board. At your meeting, obtain the NGO’s commitment to honor your concerns and to make changes.

				When the Poor and Underprivileged Speak Out

				In theory, creating a task force and confronting the current leadership seems straightforward. But in reality, patients and parents in developing countries may be too scared to raise their voices against those running the organization. They fear the loss of benefits like medical care or factor. This may be especially true when the leader under scrutiny is a doctor or caretaker of people with hemophilia.

					The problem is compounded when the patient speaking out is from a low socioeconomic level and has no formal education. In many countries, the poor and undereducated are given no opportunity to express their concerns or complaints—even when complaints are justified and when change would lead to improved healthcare. The patient may feel intimidated and uncomfortable requesting accountability from someone with more money, more education, more power—more anything.

					In some countries, a culture of respect for authority and education creates barriers for patients. Patients often feel that anyone with academic credentials, or a title in front of his or her name, cannot be challenged. 

					How can the underprivileged get involved, create change—even challenge the current 
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				organization? They can invite an outside hemophilia organization or consulting agency to assist: first, by assessing and making professional recommendations; then, by coaching and supporting patients and parents as long as necessary. Or, as mentioned earlier, patients can find a spokesperson or advocate, such as a social worker, lawyer, or politician, who is willing to mediate between patients and the organization.

				The poor are precisely the ones who better understand human dignity. If they have a problem, it is not lack of money, but the fact that their right to be treated humanely and with tenderness is not recognized. 

				—Mother Teresa

				Roadblocks to Change

				When you try to change an existing NGO, don’t be surprised if you encounter roadblocks set up by the official hemophilia organization itself, or by international organizations. Any proposal for change from outside the official NGO, or even from its own constituents, may be seen as a threat to the organization—a threat to power, stability, or scarce resources. This is especially true where the role of president or executive director may be prized for its pres-tige, travel opportunities, and in some cases, income.

					The official organization may not respond to your request for a meeting, may postpone the meeting indefinitely, or may even become hostile. Expect some resistance. Keep copies of all correspondence. Record the date and content of all phone calls and personal meetings. Proceed carefully, professionally, and diplomatically, with a spirit of cooperation.

					You may also face roadblocks from your government. Whether you petition for change now, or try to represent yourself as an alternative organization later, the governments of most countries prefer only one national organization, and may not wish to hear complaints from a new group. You may be told to return to the national NGO and work it out. But how does this narrow policy affect people with hemophilia?

					Haydée de García of the Dominican Republic learned the answer. For 18 years, the Dominican Hemophilia Society existed as the official national hemophilia organization, a professional group run only by two doctors. It flashed 8 of the 11 warning signs. Patients weren’t included in decision making. There was no current registry of patients. There were no meetings, no elections, and no family programs. Parents were completely uneducated about the disorder. The doctors had no time to lobby the government for factor purchases, and no time to address the psychosocial or educational needs of patients. They did have time to travel around the world, all expenses paid.
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					Haydée decided to form a second, patient-based organization, FAHEM.1 Her new organization first held elections and board meetings, emphasizing patient representation and family programs. Next, they registered as a nonprofit. Then Haydée followed the correct channels to seek official accreditation from the WFH. Initially, she met opposition from the existing national NGO. She also faced skepticism from other nonprofits, including the WFH, and even followed their advice: “Go back and work it out” with the official organization. But that didn’t work.

				A Second Hemophilia Organization

				If, after presenting your task force’s findings and trying to work out an agreement with your NGO, you realize that nothing will change, the task force and its followers may decide to develop into an alternative organization.

					One way to proceed now is to form a governing board, gather volunteers, draft a constitution, and apply for registration with the government.2 However, although your group may be granted nonprofit status, the government and some medical professionals may not view you as the official voice of patients. Still, your nonprofit status will allow tax exemption and may attract financial donors. 

					Haydée’s alternative group, FAHEM, was already a registered nonprofit. It provided monthly educational patient workshops and established a successful family camp. But Haydée knew that better opportunities awaited—if FAHEM could become the official voice of its people. So FAHEM appealed formally to the WFH, demonstrating patient involvement, written goals, and concrete patient-based programs. FAHEM was soon recognized as the official hemophilia NGO of the Dominican Republic; the original group run by the doctors was disqualified.

					Today, FAHEM actively includes patient participation and enjoys a close relationship with a new group of hematologists. Its staff and patients have attended world symposia on hemophilia, and have forged extensive contacts with other international hemophilia NGOs in neighboring countries. Patients are better educated and better represented. Public awareness of hemophilia has increased through education campaigns. And best of all, the Dominican government has bought factor.

					Forming a second hemophilia organization isn’t always easy. Patient representation, while positive, does not lead to immediate improvements in care. Old challenges may continue, such as convincing your government to purchase factor. As Hemophilia Leader, you must prepare for a long and often stressful journey. You’ll have critics, and you won’t be able to please everyone.

					One of your main concerns is to avoid the pitfalls of your predecessors. Regularly evaluate your new organization’s goals and track its progress. Listen to disenchanted 
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				patients, and respect their differing opinions. Hold elections and welcome new leadership. Work closely with the medical community to explore ways to improve education and treatment. Most of all, build a relationship with your country’s MOH, to secure the purchase of factor concentrate.

				Advantages of Alternative Organizations

				A second hemophilia organization doesn’t have to be an officially recognized national organization or NMO of the WFH, seizing the role of the primary organization. Your new group could become a “watchdog” or advocacy group—a second voice for the people. This happened in the Philippines, after I visited in 2008. Using the table model, I quickly assessed that the official organization, HAPLOS, had no plans to request factor from the government; meanwhile, the Philippines had become Project SHARE’s biggest recipient of factor donations. Dependency was a problem.

					Eventually, a Filipino woman with von Willebrand disease, Andrea Trinidad Echeverria, who had excellent contacts in the government, tried to convince HAPLOS to introduce a bill to Congress. After years of effort, Andrea decided to form her own group, Hemophilia Advocates, to start lobbying the government. A bill requesting funding for hemophilia treat-ment, and for the establishment of HTCs, was drafted and sent to the government. Lobbying was underway. In February 2017, Senator Joel Villanueva agreed to introduce the bill in the Senate. A month later, a counterpart bill was filed in the House of Representatives by Rep. Alfred Vargas. 

					A new group might become an inde-pendent regional group, serving outside the influence of the national NGO. In many poorer countries, patients fall off the table if they live outside the main urban centers or belong to minority ethnic groups. Secondary organizations can be smaller in scope, serving patients regionally. They can complement, not compete with, the national organization. In Mexico, Juan Carlos Flores López, a person with hemophilia, founded Hemofília Siglo XXI to serve and support indigenous Indians with hemophilia in Mexico. In Lahore, Pakistan, Imran Zia, a young man with hemophilia, started a second organization, Hemophilia Care for Pakistan, to help those who live too far 
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				Senator Joel Villanueva of the Philippines

			

		

	
		
			
				134 | Ch 16 Two Organizations Too Many?

			

		

		
			
				from this ancient city to travel for factor infusions. Imran has raised money and factor to visit these patients—not easy in such a vast country. 

					Consider your mission as a new hemophilia organization. Does your hemophilia community have specific needs that can be addressed by a secondary organization? By focusing your efforts and sharing the work, it’s possible to create an alternative hemophilia organization that can coexist with and complement your national NGO in the spirit of cooperation. 
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				Imran Zia (with scarf) founded Hemophilia Care of Pakistan in 2002 to help those with bleeding disorders who live far from HTCs
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				Disadvantages of Alternative Organizations

				Coexisting with the national hemophilia NGO can have three main drawbacks.

					First, you may overlap certain tasks, such as lobbying the government for factor. It may be confusing for your government to hear two voices speaking for such a rare disorder. 

					Second, patients may feel the need to take sides if the two organizations are not friendly. This may be intimidating or uncomfortable for families. One Hemophilia Leader may act unprofessionally, and attempt to influence patients and families by discrediting new leaders. Patients’ loyalties may be split.

					Third, alternative organizations may risk the unequal distribution of resources. Limited funding and factor donations can be stretched thin when there are multiple national agendas, and dual funding requests for patient parties, family gatherings, and symposia trips.
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				Coexisting Peacefully

				You cannot shake hands with a clenched fist. —Golda Meir

				National hemophilia organizations and their leaders may initially feel threatened by alterna-tive organizations. But it’s unwise for leaders to ignore or discredit alternative groups that have the backing of many constituents. Instead, Hemophilia Leaders should strive for a unified community that admits the need for a second group, and cooperates.

					The official NGO can demonstrate cooperation in many ways. Ideally, it should try to learn why the alternative group has formed, welcoming discussion and the chance to collabo-rate. If an alternative group is created with a defined scope of activities that doesn’t interfere with the NGO’s operation, the NGO should try to find a place for it to exist. This is a spirit of cooperation.

					The official NGO should be open to change. It can call a general assembly to hear everyone’s concerns. It can appoint a patient representative to the board who will speak for disenchanted constituents. At the very least, the NGO can open communication channels, encourage regular dialogue, and listen.

					The leaders of the national NGO should be wary, however, if a single individual from an alternative group is leading the charge alone. At times, individual hemophilia patients seek attention or special benefits, such as privileged access to donated factor. These people may believe that the best way to get what they personally want is to discredit the official organiza-tion. They may establish a second organization as a vehicle for personal gain.

				How Many Organizations Are Needed?

				Here in America we are descended in blood and in spirit from revolutionists and rebels—men and women who dare to dissent from accepted doctrine. —President Dwight D. Eisenhower

				Look at your country realistically to assess the need for alternative organizations. Does your country need a single, well-run national organization? Or does it need several alternative groups to fill niches or broaden services over a large geographic area? In large countries such as Russia, Mexico, or the United States, multiple groups can coexist. But in smaller coun-tries, it may seem absurd to have multiple groups. 

					One question will determine whether a new organization is needed: How effectively is the current organization helping its people? If even one child dies due to lack of factor because procuring factor isn’t in the organization’s strategic plan; if one surgery is botched because leading doctors aren’t trained, then something is very wrong. Something must change. 
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				Hemophilia Leaders are investigators, proactive advocates, and agents of change. They must initiate change—and follow through to ensure that change is permanent.
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				17

				Your Role in the World Community

				In time, as your organization grows, you will enter the world hemophilia arena and meet other Hemophilia Leaders. You can learn a tremendous amount from mature leaders, many of whom have shared the same struggles and challenges you now face. It’s a privilege to par-ticipate in world hemophilia events.

					You enter the international realm as an ambassador, representing your people with hemophilia. Your conduct and message will be noted by other leaders and by people in a position to help you—pharmaceutical company representatives, consultants, and other nonprofits. They will decide whether you, as a leader, are worth their time and money. Make the best use of your own time and money: prepare in advance; conduct yourself efficiently, learning from other leaders; and conduct yourself ethically, rising to your highest level of leadership as a person with credibility, compassion, and commitment. 

				Attending International Conferences

				One of your first ventures in the international hemophilia community will probably be an invitation to attend a national, regional, or international conference. 

					A national conference is a gathering of members from one organization, or of multiple organizations, to share information and produce outcomes pertaining to one country. For example, your NGO may hold an AGM, a national hemophilia celebration, or a seminar for hemophilia medical personnel. Hemophilia visitors from outside your country may attend to perform a site assessment, participate in or hold an educational workshop, or get acquainted and offer assistance. The WFH may hold a workshop in your capital, the NNHF may fund a leadership training or diagnostic camp, or a foreign partner hospital or NGO may offer a training course.1 National conferences may last from one day to one week.

					A regional conference occurs in your country’s geographical area. For example, the European Hemophilia Consortium (EHC) is a committee of hemophilia NGO representa-tives from many European countries that meets annually to discuss hemophilia, treatment, 
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				and policies and challenges unique to Europe. Regional conferences offer a great opportunity to meet many Hemophilia Leaders and medical treaters at one time with minimal travel. Usually, you’ll be able to secure corporate or NGO sponsorship.2 Regional conferences last about three days.

					An international conference normally assembles thousands of physicians, nurses, medical personnel, pharmaceutical company representatives, and NGO leaders and teams from over 120 countries. The most relevant international conference you should attend is the WFH Congress, held every two years, which offers diverse presentations on medical treatment and on running a hemophilia organization. If your organization is an official NMO of the WFH, you’ll be invited to the general assembly on the last day of the congress, where you can vote on WFH issues as a country representative. The WFH often sponsors partial or full airfare and accommodations for NMO representatives.3 The WFH Congress lasts about one week.4 

					Attending a regional or international event requires serious preparation. You’ll need funding, a passport, and perhaps a visa (official permission from the host country to visit for a specified period). Apply for your passport and visa at least three months before the trip. To apply for a visa, meet with or write to the consulate or embassy of the country you plan to visit. Consulates are often located in the capital city. The consulate may require an official letter of invitation from the organization hosting the event. Many visas can be obtained online.

					You’ll need luggage and appropriate clothing. Though you’re welcome to wear clothing from your country—for example, an Indian sari—you may want to bring some casual Western business attire. 

					If you have hemophilia and joint problems, inquire about bringing crutches or a wheel-chair: Will the airline accommodate you? Does your hotel have ramps or a first-floor room? Will you bring factor? Does the country you’re visiting have policies regarding travelers who are HIV positive? Do you have travel and health insurance to cover unexpected costs?

					Finally, do you speak English? It’s difficult, but not impossible, to make good use of international events without some command of this international business language. The WFH and other organizations hosting congresses provide excellent translation for large-group sessions; but you’re on your own when meeting people individually, at meals, and in the exhibit halls. Because building relationships is essential to your work, you may choose to send a team member who can speak English.

				Building Relationships

				One of the primary reasons for traveling to international conferences is to forge and main-tain personal relationships with other Hemophilia Leaders, NGOs, medical personnel, and potential sources of help. Although email, Skype, Facebook, and letters are excellent ways to 
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				communicate, nothing can take the place of an in-person meeting.

					Building relationships begins with respect. In an international setting, you’ll see a variety of people. Open your mind and heart to this new experience, and learn from its fascinating diversity. Remind yourself that we are all united in a common purpose: to alleviate the suffering caused by hemophilia. 

					Gain confidence by reading about how to work with different cultures. Respecting and understanding people’s customs is a great way to start a relationship. Develop your own unique methods for building relationships at international conferences. Here are some techniques you might try: 

					Take photos. Photos of key people will help you remember them at future meetings. Send copies as souvenirs to the people you’ve photographed. Always ask permission before taking photos, as some cultures discourage this.

					Create a visual identity for yourself. Adopt a consistent, distinctive style of dress or even hairstyle, so people may find it easier to recall your name, country, and organization. This is especially true if you see your international hemophilia colleagues only every two years at WFH meetings.

					Bring small, unbreakable gifts that reflect your country. Small pieces of artwork, inexpensive handmade jewelry, carved handicrafts, masks, tourist booklets, even postcards—these are all good mementos and icebreakers.

					Bring hundreds of business cards. When you make a new contact, it should take you no longer than 30 seconds to present your business card. It should be printed in English, and possibly in your native language on the reverse. 

					Collect business cards. Never leave a new contact without obtaining a card. Make sure it has all the information you need about the other person: name and complete address, including email. When you receive someone else’s card, treat it with respect when with the person who gave it to you—don’t bend it, write on it, or stick it in your pants pocket. 

					Conduct an interview with a fellow leader. Profile this leader for your national hemophilia newsletter. It’s a great way to get acquainted and initiate a long-term relation-ship. When you return home, follow up with a thank-you note, publish the interview, and send copies to your new colleague.

					Never sit with your own team. Mingle, network, and meet people. When you cluster with your team at dinners and social events, you limit your chances of meeting new people, new leaders, new sources of help. A true Hemophilia Leader is bold enough to sit with new people and discover new opportunities.

					Learn to say “hello” in several languages. Learn what’s acceptable in greeting someone from a different culture. For example, it’s common to greet men or women from Latin America with a light kiss on the cheek, but this is inappropriate in Muslim cultures. 
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					Send thank-you notes after the conference. Send to anyone with whom you had a productive or encouraging meeting, to the WFH or host organization, and to corporate sponsors who provided funding. Add these people and organizations to your mailing list. 

					Remember that leadership is influence, and influence depends on forging strong relationships. Use all conferences and meetings as opportunities to develop relationships. 

				Create Results

				All great leaders keep results first in their thoughts. Before attending a conference, meet with your team to discuss your desired outcomes. What do you wish to accomplish for your NGO?

					The key point: Don’t go without a strategy. This isn’t a pleasure trip. Make sure your international conference strategy fits with your organizational strategy. Clearly define the role of every person from your country who attends the conference. No one should passively sit and watch the conference or just attend seminars. Each person should be able to demonstrate tangible results.

				Find a Partner

				One goal for an international conference might be to find a partner from a strong, successful NGO. Partnership programs, for example WFH’s Twinning Program, can link you with another agency, hospital, or NGO with the aim of developing a mentoring relationship.5 When you seek contacts, ask yourself: Who might partner with us to help us over the next five years?

					Unfortunately, both formal and informal partnership programs can suffer from lack of follow-up, commitment, and action. At international conferences, everyone connects, feels positive, and promises help. Yet when people return home, emotions wane and promises fade. Wait for the emotional dust to settle, and see how sincere people really are. Ask yourself: Once the conference ends, how realistic is this partnership?

				Conduct Yourself Like a Leader

				International travel presents obvious temptations. After all, you’re far from home and may feel suddenly free. If you come from a struggling country or conservative culture, you may see tremendous amounts of money spent on event production and entertainment. You may think, This is the way to live! 

					You may feel tempted to use your trip for personal gain, such as securing factor donations for personal use, making contacts who can later help you emigrate, or seeking employment with pharmaceutical companies. I recall one international conference where a new leader I 
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				knew attended. It was his first international congress, and he was thrilled to attend, thanks to the considerable expense and effort of a corporate donor. At the end of the conference, this young leader disappeared into Canada as an illegal alien, wasting the funds of his corporate sponsor, leaving his wife, abusing the trust of his constituents, and mocking his leadership position.

					You may feel tempted to avoid your responsibilities as NGO representative. You may relax and take a day off to tour the country, when you are expected instead, on the last day of the WFH Congress, to vote in the WFH general assembly. 

					As a leader, you must maintain a higher level of conduct than anyone around you. Attending an international event is not a reward for your hard work. Attending a conference is a privilege that you must take seriously.

				The Trip Home

				When you return from an international trip, you will have opened new pathways in your climb to better hemophilia care. You may feel elated by new contacts and opportunities, exhausted by nonstop meetings—perhaps even anxious, as you realize how much work is still needed to reach your vision. These are normal feelings. Share your trip in a written report to your team and corporate sponsor. Create a presentation from your photos and notes. Use this as a fundraising talk, or to inspire new families to join your organization. Share stories that demonstrate the possibilities, and show others what can be. Explain how your international contacts have successfully overcome challenges. Remember that you, as a leader, are the giver of hope.
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				Congresses offer excellent venues to meet other Hemophilia Leaders
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					Be proud of yourself. You have returned home to the families who depend on you. You bring home new ideas and contacts. By making even one international trip, you’ve opened the door to a worldwide network of help. 
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				Stages of Growth

				We must all obey the great law of change. It is the most powerful law of nature. 

				—Edmund Burke

				All of your accomplishments and hard work to date have focused on creating a concrete hemophilia organization, but also on creating massive, permanent change. You are not just a Hemophilia Leader. You are a transformational leader who wants to improve the systems that run the world, and eliminate rigid or harmful beliefs behind those systems. You dream of improved care, reduced suffering, and empowered living. You want to inspire hope in the hopeless so that they, too, can believe in your dream. All change starts with this dream.

					How will you keep the dream alive, especially with significant obstacles in your way? Life can be difficult, frustrating, and unpredictable; change may occur overnight, or it may take a lifetime. But change does happen—embrace it, and make it work for you. 

				
					Change does happen—embrace it, and make it work for you.

				

				Welcome Competition

				A major source of change is the arrival of a competitor. In Chapter 16, we discussed what can happen when a second national hemophilia organization develops. You may view this new entity as a competitor because it provides the same products and services you provide, and serves the same population you serve—patients and families with hemophilia. It may attract funding that you would rather see awarded to your NGO. How can competition possibly be good?1

					That depends on how you view competition. How will you react to another hemophilia group? Will you act unprofessionally and try to discredit it? Will you force patients to take sides? Will you make assumptions about the new group without getting the facts? It’s easy to assume that this new group has formed in opposition to you—and wants to take your place. Don’t let assumptions impair your ability to think logically and see clearly. Actions based on 
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				incorrect assumptions may harm the community or damage your credibility as a leader.

					Approach competition as an opportunity to learn. Who are these people? Why did they form another group? Meet them, talk to them, and keep an open mind. Actively seek ways to work together. Ask for their perceptions and listen intently. You may discover a weakness to be addressed in your organization. A true Hemophilia Leader always welcomes feedback, and competitors often give the most helpful feedback.

					One of the greatest fears about competition is loss of money. Don’t assume that another hemophilia group will drain scarce resources. Perhaps your competitor will attract even more money into the nationwide pool of funds for hemophilia. 

					Competition is useful when it eliminates complacency and increases effectiveness. The opposite of a competitive environment is a monopoly. If the single existing hemophilia orga-nization is bureaucratic, overconfident, and unchallenged, this situation is far more harmful than a healthy competitive environment with more than one organization. 

					Competition is destructive when it divides communities, leads to unethical behavior, and causes organizations to stop communicating. Competition can hurt you or help you, depending on how you view it. 

				Beware Tribal Thinking

				You have enemies? Good. That means you’ve stood up for something, sometime in your life. —Winston Churchill

				If competition and change can catapult your NGO into greater efficiency and growth, what happens when you don’t welcome them? You don’t grow as an organization. You miss oppor-tunities to become more effective. You stagnate and weaken. Many people think that “surviv-al of the fittest” simply means that the strong outlast the weak. In reality, Charles Darwin’s theory of evolution by natural selection states that biological species survive when they are able to adapt to and evolve with environmental changes. It’s not the biggest, strongest species that succeeds; it’s the one that copes with change by adapting.

					Organizations that fear competition may become locked into a way of thinking that pre-vents change and growth. Their members fear change, so they stop investigating legitimate concerns about their leadership. They react with defensiveness when challenged. They stop venturing out to meet new people and groups. They ignore questions about the effectiveness of their programs, the appropriate use of funds, or the salaries of executive staff. Instead of growing and expanding through trust, honesty, and confidence, they become secretive and protective. They no longer focus on effectively meeting their constituents’ needs. You don’t want your hemophilia organization to harden this way.
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				Four Stages of Organizational Growth

				Your NGO is like a growing child, experiencing stages of physical, emotional, and mental development. For a child or an organization, growth can be pleasurable as well as pain-ful. Growth can happen in response to external stimuli—like competition, new sources of funding, or a changing political environment. Growth can also happen in response to internal stimuli—like promising new leaders, or new ideas from members and constituents. Encourage both internal and external growth by responding to these stimuli instead of squelching them.

					When you understand your organization’s stages of growth, you can prepare for the ar-rival of each stage. And when your organization gets stuck in one stage for a long time, you’ll recognize that this may signal a leadership problem. Your organization will experience four basic growth stages: forming, storming, norming, and performing.2

				Stage 1: Forming

				This is where it all begins. A visionary—a Hemophilia Leader—decides to create a hemo-philia organization. Stage 1 is characterized by energy, enthusiasm, few rules, quick decisions, and one primary leader. It’s an entrepreneurial stage, a pre-NGO stage, when the personal dream of the leader is shaped. Nothing seems impossible! The passionate, dedicated leader looks for people to help—family members, business acquaintances, medical staff. A commit-ted group forms and meets. This is the founding board. 

					It’s important now to establish your model for hemophilia care. The model will attract other people to the dream quickly and clearly. The NGO’s mission and vision is created.

					Challenges in Stage 1? Because this may be the first hemophilia organization in your country, there are no previous role models for success—or failure. So the leader moves ahead, perhaps not thinking through every action. Mistakes are made. For example, the new organization may not be correctly registered with the government, or may lack certain docu-mentation. Perhaps a good accounting system is not yet established. 

					In Stage 1, the founding board performs a needs assessment and outlines the practical issues involved in becoming an official NGO. The decision to proceed is made, and a national hemophilia organization is created. The South Pacific island nation of Fiji has one of the newest hemophilia NGOs at this writing: it’s in Stage 1. Right now, leadership is probably autocratic—one leader makes most of the decisions and accepts all of the risks. This is an immense first step.
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				Stage 2: Storming

				This is the practical stage of becoming an established NGO. The founding board evolves into a governing board. Its members create a name for the new organization and begin branding an identity. The visionary Hemophilia Leader typically becomes the positional leader—executive director or president—who runs the organization.

					There is more disciplined decision making and focused passion. New board members offer increased expertise and knowledge. The team writes a formal vision and mission statement, and develops a constitution that includes guidelines of conduct for the organization. The new NGO registers with the government as an official national hemophilia organization. 

					Members conduct themselves professionally, respecting rules, policies, and a hierarchy of command. Bureaucracy begins. Members must write reports, keep minutes, and file papers with the government. An accounting system is created. Currently, Jamaica represents a country in Stage 2: leadership is still autocratic, but benevolent and nurturing. The Hemophilia Leader’s job is to make everyone feel welcome and needed, but not overworked. Now is the time to celebrate the NGO’s inauguration! 

				Stage 3: Norming

				In this stage, the NGO comes alive with activities that directly benefit the hemophilia community. The team develops a strategic plan that examines strengths, weaknesses, opportunities, and challenges. Based on the NGO’s abilities and resources, the team creates programs that directly meet constituents’ needs. Goals and deadlines are set. Separate teams form to establish programs in five areas: organization, medical, communication, advocacy, and family programs. A patient registry is constructed, and a MAC is formed. 

					Fundraising begins in earnest, and along with it, promotion of the NGO. With some accomplishments achieved and patient programs initiated, the NGO is now comfortable promoting itself. In Stage 3, factor availability becomes paramount. The Hemophilia Leader ensures that the NGO’s strategic plan is balanced, so that all areas receive attention and progress is made on all fronts. The team is cohesive, enjoying healthy disagreement and debate. Leadership is more democratic, and the board votes on decisions with either majority rule or through consensus. As committees and programs grow, leadership becomes less autocratic and more delegated.

					Stage 3 is adventurous. But in its rush to try new things and actively help people, the team may be tempted to accept projects or opportunities outside its stated mission. While offering friendly advice and help, hemophilia organizations from other countries may persuade the NGO to become involved in programs that it simply isn’t ready for.
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					At this stage, the new NGO wins the attention of donors and the media, and may become the darling of the worldwide hemophilia community. Nigeria represents a country whose NGO is currently in Stage 3. So much is expected and so much is praised, but expectations may be too high. When things inevitably go wrong, team members may be discouraged. Donors may be disappointed. They may turn inward and blame each other, causing rifts in the board. The NGO still has a long road to maturity.

					Stage 3 may last for years. Team members will come and go, policies will be refined and reshaped, programs will succeed or fail, and stormy times may disrupt the team. To regain momentum and control, the Hemophilia Leader may be tempted to revert to an earlier autocratic style, but the NGO should try to build consensus even through major challenges. 

				Stage 4: Performing

				In this stage, the hemophilia NGO creates consistent visibility through regular promo-tion, and becomes a common name in the national nonprofit world. The organization has achieved a level of stability in fundraising and programming, and can now expand to other areas of the country through chapter affiliates. It can also partner with foreign hemophilia organizations.

					Advocacy should be a well-established program by now. Factor, if not purchased by the government, can at least be purchased occasionally or obtained from donations. The NGO may have expanded to partner with a coalition of other NGOs in the bleeding disorder or viral infection field, such as thalassemia or HIV. This gives it broader recognition, greater resources, and new ideas.

					The NGO is now included in the world community. The Hemophilia Leader, whose dream created this organization, can learn from and share expertise with others around the world. The NGO’s focus is less on the organization, as in Stages 1 and 2, and more on continuing to meet patients’ needs. Argentina, India, and Russia all represent countries currently in Stage 4.

					Leadership now emphasizes development. The NGO’s leaders examine themselves, honing and improving their personal leadership skills. Most important, they select emerging leaders for future roles in the organization. Hemophilia Leaders know that all leaders need constant training and development through reading, networking, workshops, and critical self-examination. 

			

		

	
		
			
				148 | Ch 18 Stages of Growth

			

		

		
			
				
					Stages of Growth of a Hemophilia Organization

					Stage 1: Forming (pre-NGO)

						•	Hemophilia Leader desires improved hemophilia care

						•	The desire becomes vision of the future

						•	Leader has strong personal attachment to vision

						•	Volunteers attracted to vision by leader

						•	Founding board created

						•	Model established (table model)

						•	Volunteers and potential volunteers motivated by leader

						•	Vision and mission statements drafted

						•	Desired results and outcomes brainstormed by board

						•	Autocratic leadership style employed

					Stage 2: Storming (established NGO)

						•	Office, address, communication equipment obtained

						•	NGO named

						•	Vision and mission formalized

						•	Board of directors developed

						•	Executive director/general secretary identified

						•	Board diversified with additional roles

						•	Constitution written

						•	Accounting system designed

						•	Identity branded

						•	Conflicts of interest disclosed by board members

						•	NGO registered officially with government

						•	Autocratic leadership style used, with increased power sharing

					Stage 3: Norming (active NGO)

						•	Patient registry built

						•	MAC appointed

						•	Family programs developed

						•	Master strategy created

						•	Goals set

						•	Fundraising projects initiated

						•	Policies developed

						•	Programs, strategy, goals evaluated

						•	NGO reaches out to patients

						•	Donated factor secured

						•	Consensus or collaborative leadership style used 
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					Stage 4: Performing (nurturing NGO)

						•	Visibility created through promotion

						•	Fundraising programs well established

						•	Chapter affiliates created

						•	Conflicts with rival groups may develop

						•	NGO partners with foreign hemophilia organizations

						•	National community involved in cause

						•	NGO lobbies government

						•	Government holds national tender for factor

						•	NGO attends global hemophilia events

						•	Future leaders identified and developed

						•	Leaders focus on introspection and self-development

						•	Hemophilia healthcare system changed permanently

						•	Mentoring leadership style operates

				

				Beware Success

				There is nothing so weak, for working purposes, as this enormous importance attached to immediate victory. There is nothing that fails like success. 

				—G. K. Chesterton

				Over time, as an organization experiences success after success in funding or programming, creative and expansive thinking may be replaced by stagnant, rigid thinking: We’ve always done things this way, and it has worked well. Risk taking may be reduced: Why take the chance? Things are going well enough. Organizational arrogance may develop, as leaders discount new ideas and build barriers to keep challengers away. Repeated success can produce fear of change. Mature organizations may become complacent: No one is complaining, people show up for events, money is coming in regularly—why work so hard? We deserve a rest.

					Organizations that fear risk may lose the ability to critically assess themselves. They may consistently overvalue their successes, describing every program, every event as a “great suc-cess.” But leadership means embracing risk—risking failure with the hope of learning some-thing new and eventually achieving something great. When you take a risk, you may fail. When you fail, it’s painful. But pain can teach you something about yourself, your environ-ment, and your organization. When you learn something new, you grow, adapt, and survive. Extraordinary Hemophilia Leaders choose to see failure not as defeat, but as opportunity.
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					Just as failure can enlighten us, success can blind us. How do you define success? Hemophilia Leaders define success cautiously. Success is not measured in simple terms: for example, high patient attendance at an event, or no logistical glitches. Instead, teams should measure and test the knowledge gained by attendees. The first, simple definition of success is short-term gratification—a big crowd came, and this looks good to corporate sponsors and the public. But the second, more complex definition is far more valuable. Testing people’s knowledge after the workshop will reveal to you which presentation, training, or techniques really helped increase knowledge. This way of defining success has long-term impact on pa-tients and their NGO. 

					Hemophilia Leaders are not seduced by immediate success. They know it can take months or even years to see the real fruits of their labor.

				The Leadership Plateau: Know When to Step Aside 

				One of the greatest temptations of success is the desire to stay in power even after it’s time to step down. Often, no one challenges the NGO’s leadership, even when the Hemophilia Leader’s charisma has faded, ideas have run dry, and energy is drained. Some leaders outlive their usefulness quickly, perhaps after five years in power. Some leaders identify too intensely with their position; their personal need is to be leader and savior. The leader’s personality, instead of the vision, brands the organization.

					It takes an extraordinary individual to stay in power indefinitely yet maintain the continuous self-analysis and adaptability required to lead effectively. There are few such leaders in history—or in hemophilia. Effective Hemophilia Leaders recognize when they have reached the limits of their abilities. They are wary of being too successful, too powerful, or too adored by their constituents. They constantly question their ability to lead, and they monitor their effectiveness over time. They plan mainly for the future of the organization—not mainly for their own livelihood or retirement. They embrace change, even when positive change requires them to step down to prevent mediocrity.3 

				Your Legacy as Leader

				As Hemophilia Leader, you’ve done something outstanding: You’ve created a hemophilia organization or rejuvenated an existing one. You’ve sacrificed time and personal opportu-nities to help a group of people who have suffered. You have brought better care to your people. Children with hemophilia, not yet born, will benefit from your efforts.

					But you’ve accomplished more than developing programs. You’ve done something that all great leaders do: You’ve challenged the status quo. When you said, “The current situation is not acceptable,” you created a revolution. This is the essence of transformational change. But the revolution must continue, despite new obstacles in the path toward your vision: 
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				economic downturns, political upheavals, changes in healthcare policies, natural disasters. The revolution must continue to take advantage of new opportunities: new hemophilia treatments, the greatest of which will be a cure for hemophilia.

					Change will continue, but your term as leader may not. Prepare for change by thinking of future generations now. Know that clinging to a leadership position may harm your ultimate vision. Identify and carefully nurture emerging leaders, sharing your abundant knowledge of leadership. This is your final duty. When you have trained—and believe in—future leaders, then you must let go. 

					As your organization matures, identify and groom new transformational leaders in everything from character development to practical organizational skills, from blood safety to government relationships. All leaders leave a legacy. Make your legacy the survival of your vision—it must outlive you. 

					Positional leaders are finished when their positions are filled by others. Situational leaders are finished when the current crisis has passed. But transformational leaders live on, in strong new leaders and their visions. Bring new leaders to stand with you on the summit of improved hemophilia healthcare—new Hemophilia Leaders who are healthy in body and spirit, ready to guide the next generation on the amazing journey of leadership.

				If your actions inspire others to dream more, learn more, do more, and become more, you are a leader. 

				—attributed to John Quincy Adams
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				Notes

				Chapter 1 Why Create a Hemophilia Organization?

				1. This estimate is from National Hemophilia Foundation (US). 

				2. Factor concentrate is often called “antihemophilic factor” or AHF in developing countries. Technically, AHF refers only to factor VIII, though many Hemophilia Leaders use this term to cover all factor. 

				3. This estimate is from the World Federation of Hemophilia. 

				4. The WFH Humanitarian Aid Program was founded in 1996. Project SHARE was founded in 2002 and is now operated by Save One Life, Inc. See www.wfh.org and www.SaveOneLife.net for more information. 

				5. When a national organization does not reach all people, or is delinquent or negligent, some patients may think that forming a new organization in opposition is the only solution. Alternative solutions are discussed in depth in Chapter 16.

				Chapter 2 A Simple Model

				1. Clotting factor concentrate, factor concentrate, and factor all refer to either factor VIII (the missing protein in hemophilia A) or factor IX (the missing protein in hemophilia B). Factor VIII is also called antihemophilic factor concentrate or AHF. In this book, we use “factor” or “factor concentrate” to denote all concentrates. 

				2. A nongovernmental organization can be defined in many ways, but basically it’s a nonprofit organization that is independent from state, national, or international governmental groups or organizations. An NGO’s mission is to advocate for and provide services and benefits to a group of people or a cause. 

				3. A. Mehrabian, Silent Messages: Implicit Communication of Emotions and Attitudes (Belmont, CA: Wadsworth, 1981).

				Chapter 3 First Steps

				1. Before they make a donation, some organizations will first want you to be a registered NGO. See Chapter 5 on how to do this. 

				2. To influence others to join you, you need a strong vision and mission statement. See Chapter 4 on developing these with your team. 

				Chapter 4 Vision and Mission

				1. https://www.mindbodygreen.com/0-317/Olympic-Q-A-Lindsey-Vonn-USA-Alpine-Skiing.html (accessed Jan. 1, 2018).2. Please note that although every patient, every organization, and every country wants and needs factor, procuring factor can be a long-term process. See Chapter 12. 3. Using vision to create urgency may work best within your immediate hemophilia community. One Hemophilia Leader noted that “urgency” with government officials can sometimes result in less cooperation, even in hostility. Use urgency wisely, with judgment and with respect for your audience. 4. A mission statement is operational, but should not consist of day-to-day tasks. Chapter 8 discusses action plans and strategy in depth, but for now, think in terms of time and responsibilities: vision is long term; mission is mid-term; action plans are short term. Action plans are monitored constantly by the executive director, while the mission statement is evaluated annually by the Hemophilia Leader and the board.

				Chapter 5 Organizational Structure

				1. First check with the WFH to see if there is already an official hemophilia organization in your country (see Chapter 16). 2. Very few countries allow tax-deductible donations. 3. In China, most people are not allowed to organize as a patient NGO. One alternative is to start a patient group under a currently existing relevant and registered medical NGO, like a national society of hematologists. 4. “Federation” is often used for large national or multinational organizations to denote an entity with many parts. India, Mexico, and Brazil, large countries with enormous populations, use Federation in their titles because they are somewhat decentralized due to their expansive geography and multiple chapters. Similarly, the WFH is a large international umbrella organization representing many independent organizations worldwide. 5. Policies are written guidelines that govern your operations. For example, you need a policy on distributing donated factor to patients. Who decides how the factor is used? How is it logged and tracked? Do you charge patients for factor, or give it away for free? Policies make operating an organization easier because they spell out in advance how to make decisions. 6. See www.kelleycom.com for sample job descriptions to adapt for your own organization. 7. See Chapter 4 for vision and mission creation. 8. See Chapter 8 on creating goals and a strategy. 9. In some cultures, the president may be called the chairperson or chair. 10. Many countries, particularly in Asia and Africa, operate on consensus, not majority rule. Majority rule is highly valued in individualistic, not communal societies. 11. Most modern NGO constitutions limit the president/chair’s tenure to a fixed number of years, usually six to ten. 12. Conflict of interest means that your decision or vote may be biased because you have two or more competing interests at stake. A politician who must vote on a federal law that raises the legal age of smoking may have a conflict of interest if many tobacco companies contributed money to her election campaign. Her constituents—civilians from the region she represents in the national government—may want her to vote to raise the age, thereby limiting the number of people who can legally smoke. But for the good of her corporate contributors, she may want to vote to lower the age, to increase the number of legal smokers in the country and provide more revenue for tobacco companies. 13. Hemophilia Federation (India) has a policy that helps avoid the most common cause of conflict of interest: salary. Any person paid by HFI cannot serve on the executive board. 14. A general secretary is also known as a chief executive officer (CEO). The term general secretary is often used in the developing world, although in some countries such as Nicaragua, general secretary is used only for government titles. 15. In some countries, being a registered nonprofit may offer you some legal protection from liability. In other countries, such as India and Nica-ragua, some or all members of the board are liable. This is often why it’s so difficult to get people to join or, once they join, to take responsibility. 16. In India, Pakistan, and Bangladesh, this agency is known as Registrar of Societies. In Nicaragua, an NGO registers with the Ministry of Governance. 
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				17. Founded in 1989, New Mission Systems International (NMSI) is a Christian organization that works with churches globally to transform communities and break the cycle of ignorance, poverty, and disease. See www.nmsi.org. 18. Minutes are a legal document in some countries, and legal proof of the existence and proper functioning of your organization. For example, Nicaragua requires that minutes be recorded by hand in a special book given to the NGO by the Ministry of Governance. Each page is sealed and numbered so that no changes or alterations can be made. Failure to record minutes can mean dissolution of the organization. Government auditors can request the book at any time. 19. See www.kelleycom.com for sample minutes. 20. In some countries, accounts must be recorded by hand. In Nicaragua, the Ministry of Governance requires that financial records be supplied once a year, even if no financial activity was registered. Accounts can be typed and must be certified, signed, and sealed (the NGO is required to have a seal) by the president and treasurer of the board. 21. Read The Road to Hell, by Michael Maren (New York: Free Press, 1997).

				Chapter 6 Medical Advisory Committee

				1. The MAC is also called the medical advisory board (MAB) in some countries. It’s known as the Medical and Scientific Advisory Council (MA-SAC) in the United States (as part of NHF) and Canada, and medical advisory panel (MAP) in the United Kingdom.

				2. Some countries forbid home treatment, and some simply cannot allow home treatment due to shortage of factor. In other countries, patients are allowed to store and infuse factor or cryo at home.

				Chapter 7 Branding

				1. In the United States, the word “brand” originated with cattle ranchers who scorched their initials or ranch symbol onto their cattle’s skin. Escaped cattle could then be identified with their owner. 

				2. The WFH logo is copyrighted, and is the legal symbol representing the WFH. It can be used as part of another hemophilia organization’s logo only with WFH permission. 

				3. These are emotional associations with color in North America and Europe. Latin American, Asian, African, and Middle Eastern cultures may have different associations. In some cultures, for example, white is associated with death.

				Chapter 8 Strategy

				1. The word “strategy” has its roots in the military. It’s derived from the classical Greek word strategos, meaning “general of an army.” In the military, strategy refers to planning and directing large armies and artillery to defeat an enemy. 

				2. A reagent is a substance used to produce a chemical reaction that allows researchers to detect, measure, produce, or change other substances. 

				3. The more positive word “challenge” implies obstacles to overcome, instead of dangers to avoid. 

				4. See Chapter 17 for more on working globally. 

				5. One doctor, who was vice president of the national hemophilia organization, suggested establishing a research goal to learn the cause of the higher-than-normal proportion of factor IX deficient patients in the country. Yet his entire country was without factor, and people suffered terribly. His goals were not tied to the organization’s mission, which was to alleviate the suffering of people with hemophilia. His teammates wisely didn’t accept their vice president’s goal. 

				6. Even if team members don’t perform and don’t accomplish their objectives, all results come back to the Hemophilia Leader. You are the leader, and your team’s performance reflects on you. 

				7. Please assess individual strengths and weaknesses with empathy and fairness. Your NGO will probably be all-volunteer, and any criticism can harm individual and group morale. The Hemophilia Leader should feel free to speak carefully, gently, and privately to team members about any lack of performance. At the same time, the leader should know that most people don’t easily accept criticism, no matter how constructive.

				Chapter 9 Programs

				1. Correct diagnosis of hemophilia A or B is essential, especially before any surgery. Even national blood banks that claim to have the capability to diagnose can be wrong.

				2. University hospitals may offer access to a coagulation testing laboratory because they appreciate the teaching opportunity for their students. But don’t despair if your hospital is initially cautious about accepting patients. Hospital administrators must be able to ensure coverage of costs, and may want to proceed with a small number of patients first.

				3. Obligate carriers are females known to carry the hemophilia gene, even in the absence of genetic testing. A daughter born to a man with hemophilia is without question a carrier. In this case, the affected X chromosome is necessarily passed on to the daughter. A female is also an obligate carrier if she gives birth to two sons with hemophilia.

				Chapter 10 Outreach

				1. Visit www.nnhf.org for more information.

				2. See WFH’s Guide to Developing a National Patient Registry, www.wfh.org.

				Chapter 11 Hemophilia Camp

				1. See Chapter 12 to learn how to secure factor concentrate.

				2. Visit www.wfh.org and www.kelleycom.com.

				Chapter 12 Factor Procurement

				1. You also may face a national or local situation in which even FFP and cryo are in short supply or unavailable. Your first task as leader might be to ensure adequate supplies of these medicines. But be careful: your success in securing more FFP and cryo may lead to government complacency. It’s a good strategy to always maintain talks with the MOH about factor concentrate purchase, stressing that FFP and cryo are necessary but not optimal treatment, and do not represent a long-term solution.

				2. Project SHARE is a humanitarian program of of Save One Life, Inc. See www.SaveOneLife.net for a downloadable Factor Donation Form.

				3. Trust can be restored and maintained by correctly and promptly reporting to the donor about your factor usage. This also helps maintain trust within your own organization. Many NGO members become suspicious when one person handles all factor donations. Build trust with detailed, shared reporting that shows how factor is used.
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				4. In one case, a Bangladeshi patient emailed a desperate request to a US hospital with no international experience. The patient wanted a trip to the United States for knee surgery. Well-meaning hospital staff made plans to bring him to the States, and asked Project SHARE to donate factor. After contacting the Hemophilia Society of Bangladesh, we learned that the young man had a treatable knee bleed, did not need surgery, and was not even registered with the society. Society staff were able to meet his needs.

				5. See Chapter 14 for more information on fundraising.

				6. The NOC from a country’s drug controller is an approval given to a manufacturer of a medically related product, authorized by the government agencies of the manufacturing country.

				7. The Paul Ehrlich Institute in Frankfurt, Germany, performs the licensing and release of certain medicinal products, and provides expert support for inspections. See www.pei.de for more information.

				Chapter 13 Advocacy

				1. https://www.state.gov/r/pa/ei/bgn/1982.htm (accessed Jan. 1, 2018). Also, “In the past three decades, globalization and democratization, especially in developing countries, have brought about many unexpected changes in the assumed role of governments. Part of this has been the role and rise of NGOs that have grown in number and power to fill services that governments are either unable or unwilling to provide.” G. Lehman, “The Accountability of NGOs in Civil Society and Its Public Spheres,” Critical Perspectives on Accounting 18, no. 6 (2007): 645–69.

				2. The word “lobbyist” was coined to refer to people who waited in the lobby, or entrance hall, of the US House or Senate chambers to try to influence legislators going in to vote.

				3. Essential medicines are selected with regard to disease prevalence, evidence of efficacy and safety, and comparative cost-effectiveness. World Health Organization, www.who.int/medicines.

				4. This situation is covered in greater detail in Chapter 16.

				Chapter 14 Fundraising and Public Awareness

				1. Hollywood legend Paul Newman, who was not related to anyone in the hemophilia community, supported children with hemophilia through donations from his food company sales. He also created world-class camps in the United States and overseas that support children with blood disorders and diseases.

				2. This strategy may work only in countries with adequate, trustworthy mail systems. In some countries, theft, late delivery, and loss of mail are common.

				3. Sign up for news releases through Google. Under Personalize Your Google, add “hemophilia,” “haemophilia,” and any name or item you want to track daily.

				Chapter 15 Communicating Through Media

				1. Guides to correct usage, grammar, and punctuation are available for most languages, both in print and online. In English, examples include The Associated Press Guide to Punctuation, Fowler’s Modern English Usage, and The Chicago Manual of Style. 

				2. Arabic, Chinese, and Urdu use script or pictorial language. If your newsletter is printed in one of these languages, keep things readable and simple, and consult local editors for tips pertinent to your culture.

				Chapter 16 Two Organizations Too Many?

				1. FAHEM was founded originally to provide educational services to patients, not to become the official national organization. But when FAHEM saw financial resources and training going to the national organization that could be better used in an organization with direct patient involve-ment, it petitioned the WFH to become the official NGO.

				2. See Chapters 3 and 4.

				Chapter 17 Your Role in the World Community

				1. The excitement of hosting foreign visitors creates momentum, producing an energy boost for your NGO. But it’s time-consuming to host visitors. You may be asked to handle logistics like hotels, transportation, and itinerary. You may need to schedule meetings with MOH officials or doctors. Clearly establish who is responsible for paying expenses: your NGO or the visitors? If you don’t have the financial resources to host international visitors, ask visitors to fund their own travel. 

				2. See Chapter 14 on fundraising. 

				3. Please write or email the WFH at wfh@wfh.org for its policies regarding NMO attendance. 

				4. For a schedule of upcoming congresses, see the WFH website at www.wfh.org. 5. Both the WHO and the WFH call these Twinning Programs. 

				Chapter 18 Stages of Growth

				1. The word “competition” comes from the Latin word competere. Roughly translated, it means to meet, to seek, to come together, to be influenced by. 

				2. Adapted in part from B. W. Tuckman and M. A. Jensen, “Stages of Small Group Development Revisited,” Group and Organization Studies 2, no. 4 (1977): 419–27. 

				3. In the book Extraordinary Minds, author Howard Gardner writes, “Both Thomas Jefferson and Mao Zedong called for a revolution every genera-tion—presumably because they feared that satisfaction with the status quo would mask a loss of ardor or spur a regression to the mediocre mean.” Extraordinary Minds: Portraits Of Four Exceptional Individuals and an Examination of Our Own Extraordinariness (Basic Books, 1997), 122–23.
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				Acronyms

				AGM . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . annual general meeting

				AHF . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .antihemophilic factor concentrate

				AIDS . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . acquired immune deficiency syndrome

				BHS . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Belize Hemophilia Society

				CEO . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . chief executive officer

				DR . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Dominican Republic

				EHC  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .European Haemophilia Consortium

				EU . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .European Union

				FAHEM . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . Fundación Apoyo al Hemofílico

				FDA . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Food and Drug Administration

				FFP . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . fresh frozen plasma

				GMP . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . good manufacturing practices

				HFI . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . Hemophilia Federation (India)

				HFNZ . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . Haemophilia Foundation of New Zealand

				HFP . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Hemophilia Foundation-Pakistan

				HHS . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Honduran Hemophilia Society

				HIV . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . human immunodeficiency virus

				HTC . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . hemophilia treatment center

				IU . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . international unit

				MAC . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . medical advisory committee

				MASAC . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Medical and Scientific Advisory Council

				MOH . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . Ministry of Health

				NGO . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . nongovernmental organization

				NHF . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .National Hemophilia Foundation (US)

				NNHF . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Novo Nordisk Haemophilia Foundation

				NMO . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .national member organization

				NOC . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . no objection certificate

				PAHO . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Pan American Health Organization

				PHPWS . . . . . . . . . . . . . . . . . . . . . . . . . . . . . Pakistan Hemophilia Patients Welfare Society

				RHA . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Romanian Hemophilia Association

				RHS . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . Russian Hemophilia Society

				SHARE . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Supplying Hemophilia Aid and Relief

				USAID . . . . . . . . . . . . . . . . . . . . . . . . . . United States Agency for International Development

				VWD . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . von Willebrand disease

				VWF . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .von Willebrand factor

				WFH . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . World Federation of Hemophilia

				WHO . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . World Health Organization

				ZHA . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Zimbabwe Haemophilia Association
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				What could be more painful than watching a child suffer from untreated bleeds? What could be harder than trying to make your voice heard on behalf of a rare and expensive bleeding disorder? What could be more challenging than trying to change the healthcare system in countries preoccupied with epidemics, poor infrastructure, or economic hardship? What can overcome these roadblocks to improved hemophilia care?

				 Leadership. Without leadership, hemophilia patients and families have little hope for permanent change. Without leadership, no one hears the cries for help. Without leadership, every person acts alone—and everyone loses eventually.

				 Effective leadership makes the difference between passively accepting an uncertain future and achieving reliable, safe, accessible hemophilia treatment. Leadership is an art that can be learned. Success as a Hemophilia Leader not only encourages people with hemophilia to become leaders, it shows them how to do it.

				 In this first book of its kind, you’ll learn how to . . .

				 • Develop a vision for your people

				 • Form a board of directors

				 • Create a medical advisory committee

				 • Publish a newsletter

				 • Set goals and objectives

			

		

		
			
				About the Author

				Laureen A. Kelley is president of LA Kelley Communications, Inc., a worldwide provider of educational resources and leadership training for the bleeding disorder community. She is the author of ten books, including Raising a Child with Hemophilia and A Guide to Living with von Willebrand Disease. She is founder and editor of the Parent Empowerment Newsletter. Her company founded Project SHARE, a humanitarian program that donates millions of dollars worth of blood-clotting medicine annually to the developing world. Laurie is also founder and president of Save One Life, Inc., a nonprofit child sponsorship agency for children with bleeding disorders in developing countries.

				 Laurie holds a bachelor’s degree in child psychology from Regis College, and a master’s degree in international economics and business from the Fletcher School of Law and Diplomacy. She lives in the Boston area, and is the mother of an adult son with hemophilia. Laurie can be reached at laurie@kelleycom.com.

			

		

		
			
				Success as a Hemophilia Leader is a must-read for anyone setting up a national nonprofit organization for healthcare. Its scope and usefulness go far beyond the hemophilia community. I recommend it for anyone starting an NGO or resurrecting a dysfunctional organization, especially in the developing world.

					—Phil Hudson, Past President

				New Mission Systems International

				© 2018 LA Kelley Communications, Inc. All rights reserved.
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				• Procure medicine

				• Hold a children’s camp

				• Work with government

				• Become an international player 

				• Develop a strategy

			

		

		
			
				Laureen A. Kelley shows you that no matter who you are—male or female, patient or physician, rich or poor—you can become a Hemophilia Leader and produce lasting change.
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