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NAME 0f th€ PROJECT

NF Summer Camp

DETAILS 0f Th€ APPLICANT ORGANIZATIONS

Name of the organization: Fundacién La Hora Violeta

CIF/NIF. G-8822789/

State Register of Foundations. Deed n® 2.946

Registered office: C/Narvaez 59, 3°B. Madrid 28009

Website: https://www.lahoravioleta.org/

Instagram: https://instagram.com/lahoravioletanf

Person in charge: Paula de Castro Pardeiro | DNI: 50.129.668H
Contact phone: 627 79 75 51 | Email: paula lhv@lahoravioleta.org

Name of the organization: Asociacion Espafiola de Neurofibromatosis (AESNF)

CIF/NIF: G-16712564

Register of Associations in the General Technical Secretariat of the Ministry of the Interior:
623744

Registered office: C/Marqués de Urquijo 47, 42 izq., Madrid 28008

Website: https://www.aesnf.com/

Facebook: https://www .facebook.com/aesnt | Twitter: https://twitter.com/AesnfA

Person in charge: Jos¢ Manuel Martinez Pérez | DNI. 05.2/5.840P

Contact phone: 640 81 91 35 | Email: contacto@aesnf.com




ABOUT The ENtities

La Fundacién La Hora Violeta is a non-profit organization, officially constituted, and before a
notary, on 25 October 2018.

The foundation’s primary aims are to support research into Neurofibromatosis (and other
related diseases), to provide help in cases of disability, and to work for inclusion.

In order to achieve these foundational goals, we create alliances with different companies
with which to develop activities to spread awareness of Neurofibbromatosis, and to raise
awareness of inclusion,

We are also open to private individuals who wish to get involved in our

project, becoming accomplices of La Hora Violeta Foundation. Not forgetting the help we can
offer to all those families who live day by day with a disability.

The Asociacién Espafola de Neurofibromatosis (AESNF) is a non-profit organization that
was officially founded on 31 August 202 1. The main purpose of the association is to care for
people affected by neurofibromatosis and/or their families, as well as to raise awareness
of the disease and promote scientific research.

The organization was created by a group of people affected, directly or indirectly, by
Neurofibromatosis who decided to join together with the aim of improving the quality of
life of people diagnosed with this disease. Its scope of action is national, with the presence of
beneficiaries in various autonomous communities of Spain.

The profile served are people with neurofibromatosis and/or their families, and AESNF
provides them with psychological support, social counselling and medical guidance.

The Spanish Neurofibromatosis Association is constantly developing new projects and working
in synergy with other entities to meet the objectives for which the association was founded.




SUMMARY 0f Th€ PROJECT. PURPOSE

The aim of the NF Summer Camp social project is the social participation of children,
adolescents and young people with Neurofibromatosis and their siblings, through a summer
camp. These age groups are some of the most exposed to suffer a higher degree of
discrimination due to the disability caused by Neurofioromatosis and, therefore, to present more
problems to access their rights with equal opportunities.

As a result, this population presents social, symptomatological
physical and/or psychological origin.
In order to break with these symptoms, they organize an
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JUStIfiCATION 0f Th€ PROBLEM

Neurofibromatosis are a group of diseases characterized by café-au-lait spots, dermal
neurofibromas, and tumors of the central and peripheral nervous system.

People diagnosed with Neuroflbromatosis present with skin, nervous system, eye, bone and
endocrine system disorders; and with a wide spectrum of hamartomas, benign/malignant tumors
and congenital disorders.

A striking, and worrying, feature for people diagnosed with neurofioromatosis is the
uncontrolled growth of tissue along the nerves. This growth can put pressure on the affected
nerves, causing pain, severe nerve damage and loss of function in the area stimulated by the
nerve. When this growth occurs on the skin, there can be significant cosmetic problems, as part
of the affected areas can become deformed.

Neurofibromatosis is also related to attention deficit hyperactivity disorder, growth problems,
epilepsy, deafness, blindness; as well as deficits in some cognitive functions such as attention and

memory...




ThesE TYPES 0f CONDITIONS CAN LEAD 10 DiSABILITY iN Th€ PERSON

Living with a disability in childhood, adolescence and/or young adulthood becomes
complicated, as one is more likely to experience situations of social exclusion. This group faces
daily, in educational centers, negative attitudes, stigma and violence from their peers, generating
enormous discomfort in their physical, mental and social health.

Children, adolescents and young people with Neurofioromatosis, and their families, face a
daily barrier that limits the exercise of their rights....
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BENESICIARY POPULATION

DIRECT BENEFICIARIES

This project is aimed at 30 children, adolescents and young people, including their siblings,
between 6 and 19 years of age, residing in Spain.

group 1 Children with Neurofibromatosis aged between 6 and 11 years 10
group 2 Teenagers with Neurofibromatosis aged between 12 and 15 years 10
group 3 Young people with Neurofibromatosis aged between 16 and 19 years 10

INDIRECT BENEFICIARIES

The family, and the staff and volunteers who attend to the direct beneficiaries of the project.




GENERAL GOAL

To improve the quality of life of children, adolescents and young people with
Neurofibromatosis.

SPECIFIC GOALS

« Promote healthy lifestyle habits: balanced diet, sleep hygiene, physical exercise and
pleasant activities.

o To favour mental, physical and social development

o Reduce stress and anxiety levels

« Improve emotion regulation and increase frustration tolerance.

« Strengthen self-esteem and improve self-concept

o Encourage goal-setting and reworking of personal goals, striving to achieve them

« Stimulate autonomy, personal motivation and the desire to excel.

« To avoid loneliness and the negative effects it produces.

o To promote assertiveness by working on respect for oneself and for others.

o To create a space for coexistence

o Promote inclusive leisure

SCOPE Of ACtiON

This project is aimed at children, adolescents and young people with Neuroflboromatosis and
their siblings living in Spain.

The place where the activity will take place is La Granja, farm school and Ability Training
Center, located at Finca Granja Escuela - Dehesa de la Alarilla s/n, 2859/ Fuentiduefia de
Tajo (Madrid).

Website: https://madrid.lagranjatc.com




ActiViti€s. ME€th0DOLOGY AND DESCRIPTION

The NF Summer Camp includes accommodation, full board with healthy home-cooked meals,
and a programme of activities on Social and Emotional Skills provided by La Granja Escuela
Ability Training Center.

The selection of participants will be made in order of registration, and it will be necessary
to collect information about the medical and psychological conditions of people affected by
Neurofibromatosis, to ensure a safe and comfortable stay during the camp.

The methodology of the NF Summer Camp will be very dynamic, flexible and participative,
and will be adapted to the needs of each group.

RECEPTION AND fAMILY iINTERVIEWS

We welcome you to La Granja - Madrid and, while you familiarize yourself with the
surroundings and the facilities, we also conduct personalized interviews with each family. This
way we can make the most of your stay at La Granja and work on emotional self-management
tools to continue applying them once the camp is over.

GROUPS. iINTRODUCTORY ACTiViti€s

In order to get to know each other and get to know a little more about how we will spend
these days, we carry out activities for groups and educators.

These activities are led by emotional educators, and adapted at all times to individual and
group needs. All this, under the La Granja method and with the experience of the NF1 summer
camps successfully carried out for years, for the children and their families.

LA GRANJA METhOD ACtiViti€s

The activities of the La Granja Method are scientifically proven and registered by

the Psych pedagogical Guidance Research Group of the University of Barcelona (GROP
UB). They work on emotional competences, emotional literacy and emotional self-regulation,
providing participants with tools for emotional intelligence and to manage situations of low self-
esteem, bullying, sadness, frustration, among others.

Most of these activities take place in the middle of nature and with animals. All of them are
supervised by emotional educators so that the processes are carried out at their own pace and
with the expected result. Always through play and challenges without pressure.




In addition, we work on competences such as social skills, communication skills and anger
management, among others.

ACUATIC ACTIVITIES

Playful activities with the purpose of enjoying the game in the water, with an emotional
purpose. These include boats, where we work on different types of leadership, cohesion, and
positive communication, among others habilities.

TRADITIONAL GAMES

The importance of traditional games is sfill alive today. With them we recover the magic of
fraditions, legends and culture, as well as promoting creativity and imagination.

GYMKhANA

The gymkhana is a must in any camp. With it we work on team and individual games, through
the senses and challenges such as time and the importance of being connected with oneself.

At the end of all the activities there will always be a feedback from the participants, led by
the emotional educator, to anchor the learning and enhance the strengths of each one, thus
reinforcing self-esteem and high performance environments.

fOMILY COEXiSTENCE

We know from our own experience that, when there is a family member with NF1, their
closest nucleus - the family - also needs tools for emotional management. For this reason, this
stay is aimed not only at patients, but also at caregivers, so that they have the ability to self-
regulate: to take care of themselves in order to be able to take care of others.

The aim is to strengthen skills such as frustration tolerance, calmness for intelligent decision-
making, active and passive listening and, above all, self-protection. The emotional educators
will be in contact with you at all times to help you with situations and daily patterns that repeat

themselves.




fiNAL ASSEMBLY

As its name suggests, af the end of the camp, a Final Assembly is held to share experiences
lived during these days and to create phrases of “what | take away’; as well as personal and
final conclusions to be able to anchor this knowledge and to be able to help us in the self-
management of emotions for the rest of the year.

In this way we are a big family with a big closure.
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The NF Summer Camp will take place during the summer holidays.




EXPECHED OUTCOMES

Contact all AESNF members with
children between 6 and 19 years of
age diagnosed with
Neurofibromatosis and offer them
the Summer Camp project

To achieve the participation of
children, adolescents and young
people with Neurofibromatosis

To obtain the participation of siblings

To obtain the collaboration of
volunteers

Improvement of the personal
well-being of the direct beneficiaries

To achieve a positive evaluation at
the end of the project by the
volunteer staff, labor staff and direct
beneficiaries

200 members

At least 20 children, adolescents and
young adults with Neurofibromatosis

At least 10 siblings

At least 2 volunteers

Improved Pre-Post scores on the
scales administered

Evaluation by means of a satisfaction
questionnaire




RiSKS AND SOLUTIONS

Not finding enough children, Enrollment would be open to children,
adolescents and young people to adolescents and young people with other
carry out the activity types of disabilities and/or rare diseases

1. A fundraising campaign would be
launched specifically to carry out this
project

Lack of financin
s 2.Search for new partners

3.Search for new sponsoring companies

EVALUATION 0f th€ PROJECT

The evaluation of the project will be carried out during its development and after its
completion.

The following tools will be used to find out the opinions and level of satisfaction of the
participants in the NF Summer Camp:

o Complaints and suggestions mailbox

o Input from the staff and volunteers who are in direct contact with the beneficiaries
« Satisfaction questionnaires on the activity carried out

DISSEMINATION 0f th€ PROJECT

The dissemination of the Project will be carried out in the following way:
+  Website and social networks of the promoting social entities

o By telephone, by WhatsApp and by email

« Posters in hospitals and educational centres




RESOURCES

HUMAN RESOURCES

« One person to coordinate the project

o 1 nursing staff

o 2 volunteers

«  Monitors and other staff from La Granja Ability training Center

MATERIAL RESOURCES

« Space to carry out the activities of the NF Summer Camp

o Consumables: cardboard, markers, paper, scissors, coloured pencils, coloured markers,
pens, pencils, pencils, erasers, erasers, pens, pencils, pencils, pens, pencils, pencils , erasers,
pencil sharpeners, glue, adhesive tape, tempera, paintbrushes; among others.

CIVIL LIABILITY AND ACCIDENT INSURANCE AND VOLUNTEER INSURANCE
o Civil Liability Insurance
« Volunteer insurance

DETAILED BUDGET REAUESHED

Possible sources of funding are considered:

o Public subsidies at local and regional level.

o Subsidies from private companies

« Private contributions and/or donations of material

o Other sources of funding: collections, sale of solidarity products, concerts, etc.




CONCEPt AMOUNT  UNit PRICE  T0tAL

hWUMAN RE€SOURCES NURSING STAFF

VOLUNTEERS 2 160 € 320

MATERIAL RESOURCES et 30 350 10500 €

ESCUELA (5 DAYS)

€CONOMIC RESOUR(CES VOLUNTEERS INSURANCE 95 € 95 €

POSTERS AND
fURThER EXPENSES DISSEMINATION MATERIAL GBS 572€
TRAVEL AND DIETS 1,690 € 1690 €

T0TAL BUDGET 15.500 €

*This budget may vary
**For AESNF members there will be a 50€discount on the camp registration fee. it will only be applicable to the NF
affected and not to the sibling. TOTAL CONTRIBUTION: 1.500€
**¥IMPORTANT: Budget for the | NF Summer Camp. In future editions these prices may vary depending on the companies contracted, as well as the
increase in rates for each of the contracted services
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