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QUR GOALS

This document contains links to websites, videos, and documents of Spanish medical
genetics resources for patients. These media sources have been vetted by members of
the MGPN Hispanic/Latinx subgroup. These members include genetic counselors,
genetic counseling students, and prospective students. To celebrate Hispanic Heritage
month we felt inclined to give back to our community by compiling and looking over
Spanish resources to share among the genetics community. In sharing these resources
with the public we hope to reduce the obstacles that exist in communicating complex
medical genetic information to Spanish-speaking patients, which is crucial to providing
appropriate healthcare.

DISCLAIMER

These patient educational resources do not belong to MGPN. The links were working as
of September 2020; however, we are unable to ensure their service will remain in the
future. Furthermore, the content in this document is not intended to be a substitute for
professional medical advice, diagnosis, or treatment. Always seek the advice of a
physician or other qualified health provider with any questions you may have. Sharing
these resources does not constitute endorsement of the information provided. The
resources have not been fully vetted for content.
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emailing us at LatinxMGPN@gmail.com.




GENERAL

Medline plus in Spanish: large resource of genetic conditions for patients (documents, images)

Multilingual Toolkit: various languages including Spanish, Arabic, American Sign Language, Chinese and more.
Lexigene: vocabulary of genetic terms in Spanish

Genetic Counseling Glossary: common phrases and conditions in Spanish

Talking Glossary of Genetic Terms: NIH vocabulary with read aloud capability and images

Wheel of feelings (document)

NSGC Genetic Counselor Awareness Day 2019 graphics (document)

Prenatal Genetic Tests - Merck (website) CVS (video)

- Test available and procedures Hydrocephalus (document)
Prenatal Genetic Tests - Medline (website) Prenatal Ultrasounds (video)
Prenatal Genetic Counseling (website & video) Cell-free DNA (video)

- For patients that consider genetic testing
Deciding to have Prenatal Testing Questions (document)

Assisted reproductive technology (document)

Amniocentesis (video)

CARDIOGENETICS

HCM (website) Long QT syndrome (website)
Dilated Cardiomyopathy (website) Atrial fibrillation (document)
Brugada syndrome - Mayo Clinic (website) Familial hypercholesterolaemia (website)

Brugada syndrome - Texas Heart Institute (website)


https://medlineplus.gov/spanish/
https://www.geneticcounselingtoolkit.com/multilingual_resources.htm
https://www.lexigene.com/es/
https://www.geneticcounselingtoolkit.com/pdf_files/GC%20Glossary.pdf
https://www.genome.gov/es/genetics-glossary
https://i0.wp.com/adriansilisque.com/wp-content/uploads/2016/11/Rueda_de_emociones_y_sentimientos.png?ssl=1
https://www.aboutgeneticcounselors.org/Genetic-Counselor-Awareness-Day
https://www.merckmanuals.com/es-us/hogar/salud-femenina/detecci%C3%B3n-de-trastornos-gen%C3%A9ticos/pruebas-de-diagn%C3%B3stico-prenatal#v11625239_es
https://medlineplus.gov/spanish/ency/patientinstructions/000510.htm
https://nacersano.marchofdimes.org/embarazo/asesoramiento-en-genetica.aspx
https://www.merckmanuals.com/es-us/hogar/salud-femenina/esterilidad/t%C3%A9cnicas-de-reproducci%C3%B3n-asistida#v807334_es
https://www.youtube.com/watch?time_continue=1&v=4YpmVTkRCfQ&feature=emb_title
https://www.youtube.com/watch?v=Y9CfvPgeLDU
https://www.seattlechildrens.org/globalassets/documents/for-patients-and-families/pfe/pe2482s.pdf
https://www.youtube.com/watch?v=0dgdIUrhdu0
https://www.youtube.com/watch?v=V2d-Z53TtpE
https://www.geneticsupportfoundation.org/wp-content/uploads/2016/10/HowtoDecide-Spanish.pdf
https://www.texasheart.org/heart-health/heart-information-center/topics/cardiomiopatia-hipertrofica/
https://www.texasheart.org/heart-health/heart-information-center/topics/cardiomiopatia-dilatada/
https://www.mayoclinic.org/es-es/diseases-conditions/brugada-syndrome/symptoms-causes/syc-20370489
https://www.texasheart.org/heart-health/heart-information-center/topics/sindrome-de-brugada/
https://fundaciondelcorazon.com/informacion-para-pacientes/enfermedades-cardiovasculares/cardiopatias-familiares-y-genetica/sindrome-de-qt-largo.html
https://www.heart.org/-/media/data-import/downloadables/8/a/c/abh_whatisafib-ucm_480465.pdf?la=en
https://www.colesterolfamiliar.org/hipercolesterolemia-familiar/que-es-la-hipercolesterolemia-familiar/

PEDIATRIC GENETICS

Hemophilia (website & document) Albinism (website)

Ichthyosis (website) Deaf and Blindness (website)

i< (vi « Other patient resources (documen
Tuberous sclerosis (video & documents) Other pati u (

Prader-Willi Syndrome (website) CHARGE syndrome (document)

ital A I H lasi i
Noonan Syndrome (website) Congenital Adrenal Hyperplasia (website

Marfan Syndrome (website) Craniosynostosis (website)
+ Apert Syndrome

Kabuki Syndrome (website) . Crouzon Syndrome

Neurofibromatosis (website & documents) - Pfeiffer Syndrome

+ Saethre-Chotzen Syndrome
Angelman Syndrome (website)
+ Muenke syndrome

Osteogenesis Imperfecta (website)
Carpenter syndrome (website & video)

Down syndrome (documents)
Skeletal Dysplasias (documents)
+ Overview of what is down syndrome
+ Achondroplasia
« What causes down syndrome
o « Campomelic dysplasia
« How it is diagnosed
) ) ) + Hypochondroplasia
« Signs to pay attention to when aging
) « Morquio Syndrome
+ Guide for future parents
) ) + Pseudoachondroplasia
Fragile X syndrome (website)
+ Multiple epiphyseal dysplasia

Cystic Fibrosis |(website)

BIOCHEMICAL GENETICS

PKU (website) Fabry disease (website)

Lysosomal storage disease (website) Mucopolysaccharidoses (website)
+ Gaucher Disease
« Tay-Sachs

- Niemann-Pick


https://www.albinism.org/information-bulletins/
https://www.apascide.org/index.php/sordoceguera/causas/salud?showall=1&limitstart=
https://www.sfsu.edu/~cadbs/HojadeDatos.html
https://www.apascide.org/documentos/charge_.pdf
https://www.dshs.state.tx.us/newborn/hand_sp.shtm
http://www.ansapert.org/index.php/sindrome-de-apert
https://sindrome.review/sindrome-de-carpenter/
https://www.lpaonline.org/informaci-n-en-espa-ol
https://www.niams.nih.gov/es/informacion-de-salud/osteogenesis-imperfecta
https://www.ndss.org/about-down-syndrome/publications/
https://nacersano.marchofdimes.org/centro/9388_10050.asp
https://rarediseases.info.nih.gov/espanol/12714/sindrome-de-angelman
https://www.aanf.org.ar/
https://kabukisyndrome.com/es/content/cause
http://www.marfan.es/
https://www.mayoclinic.org/es-es/diseases-conditions/noonan-syndrome/symptoms-causes/syc-20354422
https://rarediseases.info.nih.gov/espanol/12004/sindrome-de-prader-willi
https://www.tsalliance.org/en-espanol/
http://www.firstskinfoundation.org/en-espanol-informacion-para-la-gestion-de-la-ictiosis
https://stepsforliving.hemophilia.org/es/informacion-basica-sobre-trastornos-hemorragicos/tipos-de-trastornos-hemorragicos
https://nacersano.marchofdimes.org/centro/9388_9977.asp
https://www.cancercarewny.com/content.aspx?chunkiid=629495
https://fundaciondelcorazon.com/informacion-para-pacientes/enfermedades-cardiovasculares/cardiopatias-familiares-y-genetica/enfermedad-de-fabry.html
https://espanol.ninds.nih.gov/trastornos/las_mucopolisacaridosis.htm
http://fipan.org.ar/fibrosis-quistica/

NEUROGENETICS

Huntington'’s Disease (documents)
+ Juvenile Huntington’s Disease

« Guide for predictive testing

« Information on long term care

+ Nutrition and Therapy guide

M lar Dystrophies (d t
uscular Dystrophies (documents) Neurogenetic conditions (website)

« Amyotrophic Lateral Sclerosis . Creutzfeldt-Jakob disease

« Charcot-Marie-Tooth & Related Diseases
‘ + Duchenne & Becker Muscular Dystrophies (DMD and BMD)

+ Guillain Barre syndrome

+ Rett syndrome

Facioscapulohumeral Muscular Dystrophy (FSHD)
Friedreich's Ataxia (FA)

- Batten Disease

« Febrile Seizure
Facts About Genetics and Neuromuscular Diseases

Seizures (website)

Inflammatory Myopathies (Myositis)

Limb-Girdle Muscular Dystrophies (LGMD) Amyotrophic lateral sclerosis -ALS (website)

Myotonic Muscular Dystrophy (DM, or MMD)
Spinal Muscular Atrophy (SMA)

Alzheimer’s disease (website)

LABORATORY AND BILLING

Buccal swab collection instructions (document)

Insurance authorization instructions (document)

RARE CONDITIONS

Guide for patients with rare conditions (website)

Advice for families not diagnosed (website)



https://hdsa.org/shop/publications/foreign-language-publications/
https://www.mda.org/care/facts-about-disease-booklets
https://espanol.ninds.nih.gov/trastornos/indice.htm
https://www.epilepsy.com/living-epilepsy/toolbox/seizure-forms
https://espanol.ninds.nih.gov/trastornos/esclerosis_lateral_amiotrofica.htm
https://www.nia.nih.gov/espanol/alzheimer
https://www.genedx.com/wp-content/uploads/2020/05/Buccal-Kit-Illustrated-Instructions-SPANISH-04.2020.pdf
https://www.seattlechildrens.org/globalassets/documents/for-patients-and-families/pfe/pe2051s.pdf
https://rarediseases.info.nih.gov/espanol/pages/100/guias-de-informacion
https://rarediseases.info.nih.gov/espanol/pages/71/consejos-para-una-condicion-no-diagnosticada

CANCER GENETICS

UTSW Hereditary Cancer Syndromes (documents) St. Judes Hereditary Cancer List (website)
« APC - Ataxia-Telangiectasia
« ATM « Beckwith-Wiedemann Spectrum
« AXIN2 - associated cancers « Constitutional Mismatch Repair Deficiency Syndrome
« BAP1 - associated cancers - Diamond Blackfan Anemia (DBA)
« Birt Hogg Dube Syndrome « DICER1 Syndrome
- BRIP1 - associated cancers - Familial Adenomatous Polyposis
« CHEK?2 - associated cancers « Familial Hemophagocytic Lymphohistiocytosis
- Constitutional Mismatch Repair Deficiency « Hereditary Leiomyomatosis
« Cowden Syndrome « Hereditary Neuroblastoma
« DICER1-Associated Cancer « Hereditary Paraganglioma-Pheochromocytoma
« Familial Adenomatous Polyposis « Hereditary Retinoblastoma
- Familial Atypical Mole and Malignant Melanoma « Juvenile Polyposis Syndrome
« Fanconia Anemia « Li-Fraumeni Syndrome
« Gorlin Syndrome/Nevoid basal cell carcinoma « Multiple Endocrine Neoplasia Type 1
« GREMT1 - associated cancers « Multiple Endocrine Neoplasia Type 2
« Hereditary breast and ovarian cancer « Neurofibromatosis Type 1
« Hereditary leiomyomatosis and renal cell cancer + Neurofibromatosis Type 2
« Hereditary leukemia + Nevoid Basal Cell Carcinoma Syndrome
« Hereditary papillary renal cell cancer « Noonan Syndrome
« Hereditary pheochomocytoma/paranglioma « Peutz-Jeghers Syndrome
« Hereditary retinoblastoma « PTEN Hamartoma Tumor Syndrome
- HOXB13-Associated cancers  Rhabdoid Tumor Predisposition Syndrome
« Juvenile Polyposis syndrome « Von Hippel Lindau Syndrome
KIT-Associated cancers « WT1-Related Syndromes
« Li-Fraumeni syndrome « X-linked Lymphoproliferative Syndrome
Lynch Syndrome

BRCA1/2 - NIH (website)
BRCA1/2 - Basser (website)
Lynch syndrome (document)

+ Von Hippel Lindau Li-Fraumeni syndrome (website)

« Tuberous sclerosis Cowden syndrome (website)

- Rhabdoid tumor predisposition type 2 Familial adenomatous polyposis syndrome (website)

« MC1R- associated cancers

- MRE11A-associated cancers


https://www.stjude.org/es/cuidado-tratamiento/enfermedades-que-tratamos/sindromes-geneticos.html
https://utswmed.org/conditions-treatments/genetics-and-hereditary-cancers/hereditary-cancer-syndromes/
https://www.cancer.gov/espanol/cancer/causas-prevencion/genetica/hoja-informativa-brca
https://www.basser.org/latinxbrca
https://cdn.prod-carehubs.net/n2/71b34990bba71dfd/uploads/2013/07/LynchSyndrome-SPANISH-1.pdf
https://www.stjude.org/es/cuidado-tratamiento/enfermedades-que-tratamos/sindrome-de-li-fraumeni.html
https://medlineplus.gov/spanish/pruebas-de-laboratorio/prueba-genetica-del-pten/
https://www.wkhs.com/health-resources/health-library/article?chunkid=22579&lang=Spanish&db=hls



