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Introduction

* Hemophilia treatment in Brazil is largely performed in blood banks. In 2011/2012, with the
implementation of primary (PP) and secondary (PS) prophylaxis programs and immune tolerance
induction (ITl), patients needed more clotting factor infusions, however requiring support of
Primary Care Health System to perform treatment. Knowledge of protocol programs, PP, PS and IT
by the Family Health team help on adhesion of and monitoring those patients. This project was
developed in partnership with Novo Nordisk Foundation and the Brazilian Federation of
Hemophilia. 1234
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Objectives

* To train health professionals, active in Primary Care Health System, to care for patients with
hereditary bleeding disorders;

* To educate patients and parents on topics relevant to treatment of coagulation disorders.
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* The project was designed to last nearly 2 years. Acctions where iniciated in August of 2013, after
approval by the Novo Nordisk Foundation, the funding of the project. A multidisciplinary team of
HEMOES applied the training in larger cities. The contemplateded cities were Linhares, Vitoria, Sao
Mateus, Cachoeiro do Itapemirim and Colatina, from North to South of Espirito Santo state, Brazil.
Six trainings were scheduled for healthcare professionals and 3 for patients/parents per years (18
training/two years). A previous survey was performed to find out the number of hemophilia
patients by region. The training consisted of a theoretical part (first phase), addressing the most
relevant issues in hemophilia: 1- What is hemophilia ?; 2- Home treatment; 3- The distribution of
concentrate factors and other drugs related to a haemostasis service; 4- Dental Care in patients
with coagulopathies; 5- Primary and secondary prophylaxis in hemophilia; 6- Psychosocial care in
hemophilia patients. 7- Emergencies in hemophilia patients. The second phase was a practical part,
based on study of clinical cases. Several support materials were developed to be used in training:
Treatment Handbook for Primary Care, Guidance Handbook for Patients, Emergencies in
Hemophilia Posters, Infusion Diary and another guidance to health professionals who visit their
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Results

* 741 health professionals and 250 patients were trained. With regard to health professionals, 78%
were college graduates and 22% high school graduates. A questionnaire was applied by phone on
20% of trained health professionals (168), to evaluate training impact. Only 52 (31%) of the
professionals interviewed had previous knowledge of hemophilia. 98 (58.4%) professionals
reported they had no confidence in patient care. After training, 153 (91%) professionals reported

having improved knowledge and safety in patient care.
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Impact of training of primary health care professionals and patients with hereditary bleeding

disorders on quality of treatment.
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!Blood Bank of Espirito Santo — HEMOES, Brazil.

CARTILHA

CARTILHA

7= Y e A )
3 L) ~ A

Hemofilia
para pacientes

A HEMOFILIA

NAS EMERGENCIAS

' GQUE E HEMOFILIA?
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QUAN DO SUSPEITAR DE HEMGFILIA”'
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SANGRAMENTOS COM RISCO DE VIDA
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® Sangramento digestivo

Coagulopatias

Saber mais € o primeiro
passo para o diagnostico -
precoce e o tratamento

adequado.

Hemofilia

O que eu preciso saber?

qualquer exame para cessar osan gramento

TRATAMENTO DAS HEMARTROSES (70/80% DOS SANGRAMENTOS)

@ Analgesia (o paciente NAD pode tomar
aspirina, AAS ou antiinflamatdrios nio
esteroidais).

& Reposicao de Fabor:
Hemnofilia Ac 15-25 UEG por 1-3 dias;

Hemofilia B: 30-50 UIKG por 1-3dias.

l Er D paciente apresentar hr- atorma volumoso
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® Hematoma de m. leopsoas:
Hemofilla Az 25-40 UI/Ke por 1-2 dias | 15-30 UWVKg Pode confundir com apendicte se o sangramento for do lado

por 3-5 dias
Padente esertar Flecdo da posicao antaighca),
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Didrio de
infusdo

O que vocé deve saber?
mo mag
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rofilada secunddria,

Para as demals manifestactes hemormragicas olhar no didrio do padiente para orientagdes de tratamento.

QUANDO SUSPEITAR DO INIBIDOR:

# Paciente sem controle do tratamento apesar da reposicio de fator.
@ Entrar em contato imediatamente com o Hemooentro para orientacio do tratamento.
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Ficure 1 — Support materials developed to be used in training

Conclusion

* There was a reduction in the time spent for being assisted, with better support in mantaining
the adherence to the prophylaxis and immune tolerance induction programs.

* Unfortunately, the constant changes of primary care professionals in the Primary Care System
does not allow fostering the work, demanding frequent trainings.

 With better knowledge of hemophilia, there was an improvement in quality and better
adherence to treatment. Moreover, early treatment of hemorrhagic complications reduces the

\number of joint sequelae and improves patients’ quality of life. y
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