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Что такое ВФГ?
• Международная 

некоммерческая 
организация, основанная в 1963
году

• Признана Всемирной 
организацией здравоохранения
(ВОЗ) в 1969 году

• 113 Национальных членских 
организаций по гемофилии

• Широкая сеть волонтёров-
медиков и неспециалистов

• Главное управление находится 
в Монреале, Канада (персонал -
26 человек)

• Выборный исполнительный 
комитет (15 членов)



1963

Первая встреча аккредитованных НОЧ ВФГ
Северная и южная Америка
Восточное средиземноморье и Африка
Юго-восточная Азия и запад Тихого океана
Европа

Presenter
Presentation Notes
What began with a meeting of representatives from 12 countries in Copenhagen in 1963 has grown to become a truly global organization. Let’s look at the growth of our global family over the years.



45 лет - 2008

Первая встреча аккредитованных НОЧ ВФГ
Северная и южная Америка
Восточное средиземноморье и Африка
Юго-восточная Азия и запад Тихого океана
Европа

Presenter
Presentation Notes
45 years later we now have 113 member nations spanning every continent.For 45 years, the ВФГ has been committed to achieving Treatment for All, regardless of where one might live in the world. The ВФГ realizes this vision through our many development programs…..



Положение дел в настоящем

• 70% не диагностировано

• 75% не получают лечению

• Многие умрут в молодости 
или будут серьёзно 
травмированы



Наша цель

ВФГ стремится к налаживанию и улучшению 
заботы о больных гемофилией и связанных с 

ней заболеваний крови по всему миру



Лечение 

для всех

Стремление 
к улучшению

Presenter
Presentation Notes
The ВФГ is well-positioned to meet the challenges ahead. There are certainly vast unmet needs, however, our vision is clear and there is good reason for optimism. Join with us. I invite you to stop by the ВФГ booth and get your own wristband.  (hold up arm)It is my hope, that when we leave this Congress that we are united around our vision of Treatment for All.Thank you. 



Наше мнение

Лечение для всех
• Означает безопасные и эффективные лекарства, 

доступные для всех пациентов с наследственными 
заболеваниями крови.  

• Означает правильный диагноз, лечение и уход, 
обеспеченные командой обученных специалистов в 
различных областях.  

• Означает расширение услуг вне рамок гемофилии, 
для пациентов с болезнью фон Виллебранда, 
редкими дефицитами фактора и наследственными 
заболеваниями тромбоцитов.



Программы развития в области 
здравоохранения

• Учебные материалы/ Веб-сайт

• Общественная политика

• Данные и демография

• Международный конгресс

• Сбор средств

Наша деятельность



Модель развития ВФГ

1. Обеспечение 
правильного диагноза

2. Создание успешной 
коалиции

3. Продвижение
разностороннего 
лечения

4. Повышение 
доступности 
лекарственных средств

5. Поддержка пациентов

Presenter
Presentation Notes
The five elements of The ВФГ Development Model are integrated and interdependent: The importance of обнаружение and registration based on accurate laboratory diagnosis, Building a winning coalition which includes achieving government support for a national program, Promoting comprehensive care by improving the care delivery system and medical expertise, Increasing the availability of treatment products, and Empowering patients by building a strong national patient organization. I will discuss each of these elements and provide examples of proven and documented outcomes.



1. Значение учёта пациентов

Обеспечение точного лабораторного 
диагноза

Создание национальных регистров 
пациентов

Выявление

Presenter
Presentation Notes
Our 1st element – The importance of being counted.As a rare disease group, it is especially true that there is strength in numbers. обнаружение, development of a national patient registry and accurate diagnosis are essential first steps to improving treatment. 



Точый лабораторный диагноз

Presenter
Presentation Notes
Closely related to the development of a national patient registry is ensuring accurate laboratory diagnosis. The ВФГ laboratory manual published in 2000 is the essential training and lab reference guide utilized to enhance diagnostic accuracy. 



Всемирное обозрение ВФГ

Presenter
Presentation Notes
Using data from the ВФГ Global Survey, we can demonstrate the quantifiable and significant impact of the ВФГ development programs over the past years.  To achieve optimal results, decision-making processes for healthcare planning require information on the needs of the patient population, the necessary resources, and the expected results if resources are applied.   To meet this information need, in 1998, the ВФГ conducted the first global survey to track progress on key indicators of the level of care and treatment. As we look at some of the numbers and challenges, I will share a little bit about the way we work….



Национальные регистры пациентов
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Источник:  Всемирное обозрение ВФГ за 1999-2006; 2007 г.

Страны, предоставляющие 
данные в национальные 
регистры
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Registries are beneficial for patients and their quality of life, to doctors and nurses for the identification of changing care needs, and to the public health authorities for a better management of care requirements and resources. Due to the work of the ВФГ, since this guide was published in 2005, the number of countries adopting a registry has increased to nearly 60% of reporting countries. The increased number of countries reporting data from a national registry has led to a continual and significant improvement in the data quality of the annual ВФГ Global Survey.



Выявление
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Источник:  Всемирное обозрение ВФГ за 1999-2006; 2007 г.

Мексика – зарегистрированные случаи PWH
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For example, there was no national patient registry when GAP started in Mexico . The Hemophilia Federation of the Republic of Mexico developed a national registry and organized regional обнаружение projects to identify and register patients. обнаружение projects in Mexico City and Mexico State were especially successful, identifying over 400 new people with hemophilia in only 1 year. Now, the patient registry includes over 3,600 people with hemophilia. The registry served as a catalyst to organize care, establish a national network and now provides an important planning resource.



Увеличение количества 
пациентов, обнаруженных по всему миру 

Source:  ВФГ Global Survey 1999-2006; 2007 est.
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Presenter
Presentation Notes
Since 1998, the year we began collecting data, the number of people identified with hemophilia and other disorders worldwide has increased from 103,000 in 65 countries to 219,000 in 101 countries, representing 89% of the world’s population. As part of the enhanced mission of the ВФГ, in 2004 the survey was expanded to incorporate patients with rare factor deficiencies.In 2006, inherited platelet disorders were incorporated.In our most recent survey, for the first time we also began collecting global data on the number of patients with a clinically significant inhibitor.  With 51 countries reporting  data over 4,100 patients are identified. Also, in our upcoming survey report, for the first time we will report a breakdown by gender.



2. Создание успешной 
коалиции

Обеспечение для национальной 
программы поддержки правительства

Presenter
Presentation Notes
Our 2nd essential element is formation of a national coalition.Experience has shown that a coalition under the umbrella of the ВФГ is the optimal pathway to achieve sustainable treatment improvements. 



Коалиция победы

Медицинские работники

Пациенты и семьи

Правительства

Совместная 
деятельность
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Essential to success is the formation of a coalition made up of:patients and their families, healthcare professionals, and the Ministry of Health – working in harmony with industry and other stakeholders – to  develop and strengthen a national healthcare program for patients with bleeding disorders. Optimally, the coalition is formalized through a written agreement between the Ministry of Health and the ВФГ….



Правительственные соглашения

• Армения
• Азербайджан
• Доминиканская 

республика
• Эквадор
• Египет
• Грузия
• Иордания
• Ливан
• Перу
• Сирия
• Таиланд
• Тунис

Тунис, подписание ГАП
февраль 2008 года

Presenter
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Here you see the diverse list of countries with which the ВФГ has formal  agreements to develop a national program.  The most recent agreement was signed in Tunisia this past February with the Ministry of Health as part of the GAP project.With the establishment of such agreements, major breakthroughs have also been achieved in many countries to increase the level of government support. One example of the outcomes of such a formal collaboration is in Jordan ….



Правительственные 
соглашения

• Министерство здравоохранения
– Создание национальной 

программы
– Создание ЦЛГ
– Увеличение закупок 

лекарственных средств
– Создание национального 

регистра

• ВФГ
– Обучение команды 

медперсонала
– Перевод учебных материалов
– Лаборатории МСВОК
– Усиление организации 

пациентов

Presenter
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In such an agreement, a Ministry of Health would typically agree to: establish a national program, establish an HTC, establish a national patient registry, and increase the purchase of clotting factor concentrates. In exchange, the ВФГ would agree to implement a tailored development plan supporting the Ministry’s goals by providing: training for a multidisciplinary team of healthcare professionals,  translating educational materials, enrolling a local diagnostic laboratory into МСВОК, and building the capacity of the national patient organization.Based on our experience with the GAP program we’ve now also executed such agreements in other countries as well… 



3. Развитие разностороннего 
лечения

Совершенствование системы 
предоставления лечения

Presenter
Presentation Notes
Our third element is the promotion of comprehensive care.The collective vision of Treatment for All is not based solely on achieving improved access to clotting factor concentrates. While such access is the first thought for many, treatment means so much more.Treatment for All also means proper diagnosis, management, and care by a multidisciplinary team of trained specialists within a comprehensive care setting.



Команда разностороннего лечения

Patient

Hematologist

Physical 
Therapists

Nurses

DentistsSocial 
Workers

Laboratory 
Technicians

Orthopedists

Гематологи

Физиотерапевты

Медсёстры

Стоматологи
Социальные 
работники

Лаборанты

Ортопеды

Пациент
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Comprehensive care requires a broad range of healthcare providers and support systems working together as a team. The improved outcomes in morbidity and mortality with a comprehensive care setting are well established. Trained physical therapists, nurses, dentists, social workers, laboratory technicians and orthopedists  serve as the backbone of the care team.Each year, the ВФГ conducts more than a dozen national and regional multi-disciplinary workshops.Training all members of the comprehensive care team is a central feature of GAP.  Within GAP, 2,500 medical professionals have received specialized training and education.  For example …



Семинары по различным дисциплинам

• Сестринская 
служба

• Лаборатории

• Физиотерапия

• Ортопедия

• Стоматология



Лаборатории – обучающий семинар



Обучение различным дисциплинам

Обучение обучающим 
программам

Физиотерапия

Упражнения для 
больных гемофилией
Кейти Малдер
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In recent years, the ВФГ has focused on the importance of exercise, physical therapy and rehabilitation to improve the quality of life for patients. In Egypt during 2006, healthcare providers, the Egyptian Hemophilia Society, and the University of Cairo organized a training workshop for physical therapists. In 2007, the ВФГ and the University of Cairo held a Train-the-Trainer workshop to teach physical therapists from around the country how to train other physical therapists on exercises and proper techniques. Today, Egypt is poised to go one step further and organize Train the Trainer workshops for physical therapists throughout the Middle Eastern region. Also, the ВФГ recently published an exercise guide as a supplement to the training curriculum.



Международные учебные центры гемофилии

В долгосрочной перспективе 
более 70% прошедших 

обучение остаются работать 
в  области борьбы с 

гемофилией

Основаны в 1969 году
345 человек из 74 стран 

прошли обучение в
31 МУЦГ

Presenter
Presentation Notes
In addition, the ВФГ International Hemophilia Training Center (МУЦГ) fellowship program has been providing intensive specialized training to members of the multidisciplinary team since its inception in 1969. The immense competition among applicants to earn a fellowship is a testament to the prestige and quality of the training. Since the beginning of the program, 345 individuals from 74 countries covering all medical disciplines have been awarded 6 to 8 week fellowships to train at one of the 31 recognized training centers. In 2006, a long-term evaluation of the impact of the МУЦГ program found over 70% of the fellows have remained associated with hemophilia care since completing their training.



Твиннинг центров лечения гемофилии

• Официальное 
двухдневное 
сотрудничество 
действующего и 
создающегося центров 
лечения гемофилии

• Твиннинг действует как 
катализатор

• В мире проведено более 
60 программ твиннинга

Presenter
Presentation Notes
More extensive training occurs through the ВФГ HTC твиннинг program. твиннинг is a formal, two-way collaboration between emerging and established HTCs over 3 years. Approximately 30 twins are involved in collaborations each year. твиннинг often serves as the catalyst for development of a national program. For example, since 1997, 3 твиннинг partnerships have been formed in China. These three твиннингs led to the establishment of the China Hemophilia Treatment Center Collaborative Network and more recently the launch of the GAP program in China..



Обмен знаниями и усиление через обмен 
информацией и обучение

За последние три года ВФГ расширила обучение 
медицинских работников

– Помимо международной программы обучения и
программы твиннинга, мы сделали нижеследующее:

– Организовали 91 междисциплинарный семинар, в 
которых участвовали 32 страны

– Создали более 45 новых источников информации и 
публикаций



Боле 100 монографий, руководств и 
программ обучения по лечению на 

различных языках

Обучение и образовательные ресурсы ВФГ 

Presenter
Presentation Notes
To facilitate and supplement the training.The ВФГ has a rich multilingual library of publications to support educational, training and development needs. Over 100 treatment monographs, guidebooks, web-based training modules, and capacity-building tools are available.For example, Hemophilia in Pictures is a visual and web based tool to educate patients about hemophilia.in 2005, the ВФГ published Guidelines for the Management of Hemophilia which have been adapted and translated as the standard for many national programs.



Официальный журнал ВФГ



Всемирный день гемофилии

• 17 апреля 2009 года

• 20-летний юбилей

• Упор на преимущества 
разностороннего 
лечения



Болезнь фон Виллебранда 

• Информационная брошюра

• Расширенный веб-сайт

• Семинары по обнаружению 
пациенток

• Пилотный проект обнаружения
болезни ФВД

0
10 000
20 000
30 000
40 000
50 000
60 000 Diagnosed with VWD

Что такое болезнь 
фон Виллебранда?

Выявленные случаи ФВД
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Of course, comprehensive care is import to all segments of our global family.  Our new strategic plan expanded our work for those with фон ВиллебрандаDisease. During this Congress we held the first global workshop on обнаружение for women with bleeding disorders, We’ve published our first patient education brochure, Expanded our web resources, and  We will soon initiate the first pilot обнаружение project to identify patients with ФВДSince we began collecting data in 1999, we’ve achieved a 100% increase in the number of patients diagnosed with ФВД, now totaling more than 52,000 worldwide.



Редкие дефициты фактора

• Расширенный веб-
сайт

• Новые ресурсы

• Обучение пациентов
FI 9,64%

FII 1,39%

FV 8,44%

FV+FVIII 
2,93%

FVII 
32,18%FX 8,17%

FXI 31,43%

FXIII 5,81%

Distribution of Rare Factor 
Deficiencies

Источник:  Всемирный обзор ВФГ за 1999-2006; 2007 г.
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Also, as part of the enhanced mission of the ВФГ, in 2004 the survey was expanded to incorporate patients with rare factor deficiencies.Today, more than 20,000 patients with rare factor deficiencies have been identified. The pie chart on the right shows the distribution of diagnosed patients within our global survey.  To better serve those with rare deficiencies, we are expanding our website and patient educational offerings.  Later this summer, we will launch a new web-based resource room with monographs on each of the rare disorders courtesy of a collaboration with the National Hemophilia Foundation and Haemophilia Journal.  This will be the first time a comprehensive compendium of monographs for those with rare disorders has been published.



4. Усиление доступности 
лекарственных средств

Повышение доступности безопасного и 
усовершенствованного лечения

Presenter
Presentation Notes
Another measurement to track the impact of ВФГ development programs is the increase in availability of clotting factor concentrates. 



ВОЗ Образец списка жизненно важных лекарств
«Жизненно важные лекарства –
это те, которые удовлетворяют 
первостепенным медицинским 
нуждам населения”

Source:  ВОЗ – What Are Essential medicines?

Presenter
Presentation Notes
For thirty years, the World Health Organization has published a list of essential medicines that are necessary to meet the health priorities of the world’s population. In 2005, faced with strong opposition from around the world, the ВОЗ rejected a proposal to remove Factors VIII and IX from the list. �Moreover, in 2007, the ВОЗ published the first list of essential medicines for children.  Factor concentrates are also included on this list. ��Clearly, we have established the supreme importance of factor concentrates.The challenge is how we can achieve greater access to safe treatment…



Безопасность и поставка лекарственных средств

Presenter
Presentation Notes
To help educate government officials, patients and healthcare professionals, the ВФГ has published two guides that together, provide a foundation for the selection and purchase of treatment products based first and foremost on product safety and efficacy.In addition, the ВФГ conducts regional workshops held jointly with the ВОЗ to train public health officials in the use of these guides.  By the end of this year, we will have held workshops in every region of the world.Also, this past fall the ВФГ held the 5th in a series of global forums to discuss the leading treatment safety and supply issues.Today, based on our leadership and expertise in this area, the ВФГ is consistently called upon by governments to provide guidance on ways a country can optimize their system for evaluation and purchase.  
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The ВФГ has established that one international unit (IU) of FVIII clotting factor concentrate per capita should be the target minimum for countries wishing to achieve optimal survival for the hemophilia population.  –  Higher levels are required to achieve a quality of life  equivalent to a person without hemophilia.The 2001 ВФГ Global  Survey first reported data on the usage of factor concentrates. Since then, the availability of FVIII clotting factor concentrates in countries with a GDP < 2,000 has increased to 0.024 IU per capita. Still low, but a significant 100% increase.In countries with a GDP between 2 and 10,000, the IU per capita has steadily increased to almost 1 IU. Not shown on this chart, developed countries with an IU per capita of > 10,000 have increased from 3.3–4.8 IU per capita over a similar period. And, Worldwide, the global per capita consumption is now above 1.25 IU. 



Программа гуманитарной помощи

• Существует с1996 года

• Ежегодно сотни больных 
гемофилией получают помощь 
через программу гуманитарной 
помощи

• Распределение основано на 
обоснованных запросах, ВФГ 
обеспечивает доставку 
бесплатной продукции в:

- Зарегистрированные 
центры лечения 
гемофилии

- Национальные 
организации-члены (НОЧ)



Программа гуманитарной помощи

• Было распределено более 132 
миллиона единиц стоимостью
>$100 миллионов долларов 
США

• Досталось 25,000 пациентам и 
семьям в 69 странах



5. Поддержка пациентов

Создание сильной национальной 
организации пациентов

Presenter
Presentation Notes
Our 5th element is the importance of the patient's voice as part of the winning coalition. Without the involvement of a strong patient organization to promote care development and to educate patients and their families, success is unlikely. Today, across nations, patient organizations have firmly established their role in decision making at the highest levels of government. Success in many countries has been achieved by integrating patient organizations within: The national programs, Public health oversight committees, and In the selection of treatment products.Here are some examples ….



Усиление и обучение

Инициативы региональной 
поддержки

– Западная Европа
(февраль ‘06)

– Центральная Европа
(март ‘07)

– Восточная Европа
(Ноябрь ‘07)

– Ближний Восток
(ноябрь ‘08)

– Африка (Июнь ‘09)
– Латинская Америка

(ноябрь ‘09)
– Азия (февраль ‘10)

Presenter
Presentation Notes
Empowering patients means building a strong national patient organization. The ВФГ conducts local, national and global training workshops to share knowledge and build the capacity of our national members.In 2007, the ВФГ launched a global advocacy training initiative.  Regional workshops have been held in west, central and eastern Europe.  Over the next two years we will hold similar workshops in Asia, the Middle East, Africa, an Latin America.To compete in a changing and challenging health care environment we have devoted increased resources and training to ensure that treatment gains will continue long after a country development project concludes.Another program example is the Hemophilia Organization твиннинг Program …



Поддержка и развитие НОЧ



• Национальные организации-члены

• Члены комитета ВФГ и волонтёры

• Медицинские работники

• Представители органов 

здравоохранения

• Партнёры в промышленности

• Доноры

• Сотрудники ВФГ 

• Исполнительный комитет ВФГ

Объединение ради достижения лечения для всех

Presenter
Presentation Notes
As a global family, we share a common bond and are each dedicated to the same vision – Treatment for all … Our national organizations, ВФГ volunteers and staff, Health care professionals  Governments committed to building national hemophilia programs, and  Our corporate partners and donorsThank you to each one of you.
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