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A. Core competences in genetics for generalist healthcare
professionals

This group includes all healthcare professionals who work in general settings,
such as general practitioners, district nurses, physicians in general medicine
or surgery, nurses working in general acute settings, general midwives and
dentists.

1. Medical doctor — generalist practitioner

* Professional background

Medically qualified doctors trained in general practice.

» Setting for practice

Doctors who are working within a primary care setting, as a general
practitioner or within a community or hospital setting in a non-specialist role.

Competence Some Proposed Learning Outcomes

1.1 Knows how to take and interprets a family history.
1. Identify

individuals who
may have or may
carry a genetic
condition.

1.2 Understands the relevant inheritance patterns and
mechanisms by which genetic disease may occur.

1.3 Uses a family history and knowledge of inheritance
patterns to identify those patients in the practice
population with, or at risk of, a genetic condition.

1.4 Demonstrates awareness that the make up of the local
population may affect the prevalence of genetic conditions
and attitudes towards genetic disease.

1.5 Demonstrates an understanding of heterogeneity in
genetic diseases and the principles of assessing genetic
risk.

1.6 Demonstrates awareness that reassurance is the
appropriate action for patients who have been assessed
as being at population risk.

1.7 Advises patients about relevant screening programs
as appropriate.




2. Communicate
information about
genetics in an
understandable,
comprehensible
and sensitive
way, helping
patients to make
informed
decisions and
choices about
their care.

2.1 Demonstrates awareness that genetic information may
have ethical, legal and social implications.

2.2 Demonstrates awareness that genetic information
impacts not only on the patient but also on their immediate
and extended family.

2.3 Uses appropriate communication skills and
demonstrates awareness of the need for confidentiality
and a non-directive approach.

24 Considers the patient’'s cultural and religious
background and beliefs concerning inheritance when
providing care for people with, or at risk of, genetic
conditions.

3. Manage
patients with
genetic
conditions, using
accepted
guidelines.

3.1 Demonstrates an awareness of the different uses of
genetic tests (diagnostic, predictive, carrier testing) and
their limitations.

3.2 Demonstrates an awareness of the need to ensure
that systems are in place to follow-up patients who have,
or are at risk of, a genetic condition and have chosen to
undergo regular surveillance.

3.3 Demonstrates an awareness that preventative
measures exist for some genetic conditions and advises
patients of these.

3.4 Describes the reproductive options available to those
with a known genetic condition, (including: having no
children; adoption; gamete donation; pre-natal diagnosis).

3.5 Demonstrates an awareness of antenatal and other
screening programmes for genetic conditions and know
where to obtain information on these programmes for
themselves and for patients.

3.6 Understands and uses the national guidelines that
influence healthcare provision for those with genetic
conditions.

4. Obtain
specialist help
and advice on
inherited
conditions.

4.1 Understands the limits of his or her own genetics
expertise and know when and where to seek advice.

4.2 Understands the organisation of genetics services in
his or her region or country.

4.3 Makes appropriate referrals to genetics services.




5.1 Demonstrates awareness that, because genetic

5. Co-ordinate conditons  are  often  multi-system  disorders,
care with other | comprehensive patient management is likely to involve
primary care liaison with other healthcare professionals.

professionals,
geneticists and
other appropriate

specialists.

6.1 Demonstrates an awareness of the emotional impact
6. Offer of a genetic diagnosis on a patient and their family.
appropriate
psychological 6.2 Discusses with the patient the range of support
and social services available, both professional and lay.
support to

6.3 Demonstrates an awareness of the importance of the
social and psychological impact of a genetic condition on
the patient and their family, dependants and employer.

patients and
families affected
by a genetic
condition.
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2. Nurse/midwife/allied health professional

* Professional background
Nurses and allied health professionals.

» Setting for practice
Practitioners who are working in a general setting, e.g. primary care, acute
medical or surgical ward or in the community.

Competence

Some proposed learning outcomes

1. Identify
individuals who
might benefit
from genetic
information and
services.

1.1 Explores significant family history to assess potential
genetic risk of altered health states.

1.2 Obtains relevant genetic information resources
necessary for practice.

1.3 Understands and informs individuals about the role of
the specialist genetics services and the referral pathway
for appropriate individuals.

1.4 Understands the basic inheritance patterns and
mechanisms by which genetic disease may occur.

2. Tailor genetic
information and
services to the

2.1 Demonstrates the use of appropriate communication
skills in relation to the individual’s level of understanding of
genetics issues.

individual's

culture, 2.2 Appreciates the impact of culture, ethnicity and religion
knowledge and on a individual’'s potential use of genetic information and
language. services.

3. Uphold the 3.1 Explores how personal values and beliefs in relation to
rights of all ethical, cultural, religious and ethnic issues could impact
individuals to on client care.

informed

decision making
and voluntary
action.

3.2 Facilitates the individual’s rights to self determination
through ensuring informed decision making and voluntary
action.

3.3 Ensures that the particular needs of those unable to
give informed consent in relation to accessing genetic
information are addressed.

3.4 |s aware of situations where autonomous choice may
have an adverse impact on the health of the individual or
others may be adversely affected.




4. Demonstrate
knowledge of the
role of genetic
and other factors
in health and
disease.

4.1 Explores the role of genetic factors in disease,
including the common inherited conditions.

4.2 Understands how disease expression throughout the
lifecycle may be influenced by genetic and environmental
factors.

4.3 Appreciates how family genetic history may influence
health education for both individuals and populations.

5. Demonstrate
a knowledge and
understanding of
the utility and
limitations of
genetic testing
and information.

5.1 Demonstrates confidentiality and maintains privacy
when discussing and recording genetic information.

5.2 Has an awareness of the potential risks, benefits and
limitations of genetic testing and access to genetic
information.

5.3 Has an awareness of the ethical, legal and social
implications of genetic information for individuals and
families.

5.4 Responds appropriately to enquiries about genetic
concerns.

6. Recognise the

6.1 Explains how specialist genetic services and other

limitation of agencies provide appropriate patient/client care.

one's own

genetic 6.2 Develops a collaborative approach to patient/client

expertise. care in relation to genetics, with other statutory and
voluntary organisations.

7. Obtain and 7.1 Incorporates current genetic knowledge from reputable

communicate
credible current
information
about genetics
for self, clients
and colleagues.

sources into practice.

7.2 Utilises reliable genetic evidence when communicating
with patient/clients.

References

Barr O, McConkey R. (2006) Health visitors' perceived priority needs in relation to their
genetics education. Nurse Educ Today. Jul 8; [Epub ahead of print]

Jenkins JF, Prows C, Dimond E, Monsen R, Williams J. (2001) Recommendations for
educating nurses in genetics. J Prof Nurs. 17(6):283-90.

Kirk M, McDonald K, Longley M, Anstey S et al (2003) Fit for Practice in the Genetics Era:
Defining what nurses, midwives and health visitors should know and be able to do in relation
to genetics. Pontypridd: University of Glamorgan

Lewis JA, Calzone KM, Jenkins J. (2006) Essential nursing competencies and curricula
guidelines for genetics and genomics. MCN Am J Matern Child Nurs. 31(3):146-53.




National Coalition for Health Professional Education in Genetics. Core competencies in
genetics essential for all health professionals.
[http://www.nchpeg.org/core/Corecomps2005.pdf] Accessed 09.01.2008



B. Core competences for health professionals who are
specialists in fields other than genetics

This group includes practitioners who specialise in one area of healthcare
(other than general practice) and who require specific genetics education to
enable them to provide care to the specialised group of patients. Practitioners
in this group would include colorectal or breast surgeons, haematologists,
fetal medicine midwives, obstetricians, sickle cell disease nurses, and
specialist dentists.

1. Medical doctor

* Professional background
The medical specialist has undertaken additional training in a particular
speciality after completing basic medical training.

» Setting for practice
Medical specialists generally may work in public institutions, private
institutions or in private practice.

Competence Some Proposed Learning Outcomes

1.1 Knows how to take and interpret a family history.
1. Identify

individuals with
or atrisk of a
genetic condition.

1.2 Is able to draw a family tree.

1.3 Uses a family history and knowledge of inheritance
patterns to identify those patients in the practice
population with, or at risk of, a genetic condition.

1.4 Understands the relevant inheritance patterns and
mechanisms by which genetic disease may occur.

1.5 Demonstrates an understanding of heterogeneity in
genetic diseases and the principles of assessing genetic
risk.

1.6 Demonstrates expertise in diagnosis of genetic
conditions related to own speciality.

1.7 Demonstrates awareness that patients may present
with a genetic condition of which there is no family history.
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2. Communicate
information about
genetics in an
understandable,
comprehensible
and sensitive
way, helping
patients to make
informed
decisions and
choices about
their care.

2.1 Demonstrates awareness that genetic information may
have ethical, legal and social implications.

2.2 Demonstrates awareness that genetic information
impacts not only on the patient but also on their immediate
and extended family.

2.3 Uses appropriate communication skills and
demonstrates awareness of the need for confidentiality
and a non-directive approach.

2.4 Is able to explain potential options for treatment or
prophylaxis of conditions within own speciality.

2.5 Demonstrates an awareness that a patient’s cultural
and religious background and Dbeliefs concerning
inheritance are important to consider in providing care for
people with, or at risk of, genetic conditions.

3. Be familiar
with the uses and
limitations of
genetic testing
and be able to

3.1 Knows the differences and similarities between
diagnostic, predictive and carrier genetic testing.

3.2 Understands the limitations of genetic
particularly in relation to his or her own specialty.

tests,

use genetic S . .
testing 3.3 Knows the clinical indications for ordering genetic tests
appropriately
3.4 Knows how to organise genetic testing, including how
to access help via the local clinical genetics service.
3.5 Is aware of the ethical issues involved in genetic
testing, such as confidentiality, testing children, and pre-
symptomatic testing.
3.6 Is able to understand and interpret the laboratory
report in the context of the care of the patient and family.
4.1 Ensures that systems are in place to manage and
4. Manage follow-up patients and family members who have, or are at
patients with risk of, a genetic condition related to his or her specialty.
genetic
conditions, using | 4 5 pemonstrates an awareness of preventative measures
acpepfted for genetic conditions related to his or her specialty.
guidelines.

4.3 Practises within the national guidelines that influence
healthcare provision for those with genetic conditions
related to his or her specialty.
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5. Obtain
specialist help
and advice on
inherited
conditions, as
appropriate.

5.1 Understands the limits of his or her own genetics
expertise and know when and where to seek advice.

5.2 Understands the organisation of genetics services in
his or her region or country.

5.3 Recognises the need to offer appropriate referral for
comprehensive genetic counselling.

5.4 Makes appropriate referrals to genetics services.

6. Co-ordinate
care with primary
care
professionals,
geneticists and
other appropriate

6.1 Liaises appropriately with other healthcare
professionals.

6.2 Acts as a specialist resource to other health
professionals (including the genetics team) in relation to
genetic conditions related to his or her specialty.

specialists.

7.1 Demonstrates an awareness of the emotional impact
7. Offer of a genetic diagnosis on a patient and their family.
appropriate
psychological 7.2 Demonstrates awareness of the range of support
and social services available, both professional and lay.
support to

patients and
families affected

7.3 Demonstrates an awareness of the importance of the
social and psychological impact of a genetic condition on
the patient and their family, dependants and employer.

by a genetic

condition. .
7.4 Makes appropriate referrals to lay and other support
groups.
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2. Midwife or nurse working in a specialist field

* Professional background

Nurses and midwives may develop specialist expertise with one client group
(e.g. children, pregnant women) or in one area of health care (e.g. cancer
care, neurology). Specialist nurses and midwives generally have post —
registration or post graduate education in their field of specialisation.

» Setting for practice

Specialist nurses and midwives practice in both acute and community health
services that may be publicly or privately funded. Exceptionally, specialist
nurses or midwives may be self-employed.

Competence

Some proposed learning outcomes

1. Identify
individuals who
might benefit
from genetic
information and
services.

1.1 Explores significant family history to assess potential
risk of genetic conditions, especially in relation to own area
of specialisation.

1.2 Obtains relevant genetic information resources
necessary for specialist practice.

1.3 Understands and informs individuals concerning the
roles of the specialist genetics services and the referral
pathway for appropriate individuals.

1.4 Understands the relevant inheritance patterns and
mechanisms by which genetic disease may occur.

2. Tailor genetic
information and
services to the

2.1 Demonstrates the use of appropriate communication
skills in relation to the individual’s level of understanding of
genetics issues.

individual's

culture, 2.2 Appreciates the impact of culture, ethnicity and religion
knowledge and on an individual’'s potential use of genetic information and
language. services.

3. Uphold the 3.1 Explores how personal values and beliefs in relation to
rights of all ethical, cultural, religious and ethnic issues could impact
individuals to on client care.

informed

decision making
and voluntary
action.

3.2 Facilitates the individual’s rights to self determination
through ensuring informed decision making and voluntary
action, including obtaining informed consent for testing.

3. 3 Ensures that the particular needs of those unable to
give informed consent (for example children) in relation to
accessing genetic information are addressed.

3.4 Be aware of situations where autonomous choice may
have an adverse impact on the health of the individual or
others may be adversely affected.
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4. Demonstrate
knowledge of the
role of genetic
and other factors
in health and
disease.

4.1. Explores the role of genetic factors in health and
disease, especially in relation to own area of
specialisation.

4.2 Educates other health professionals in relation to
genetics and his or her own speciality.

4.3 Acts as a specialist resource to other health
professionals (including the genetics team) in relation to
genetic conditions related to his or her specialty.

4.4 Demonstrates an awareness of preventative measures
for genetic conditions related to his or her specialty.

5. Demonstrate
a knowledge and
understanding of
the utility and
limitations of
genetic testing
and information.

5.1 Demonstrates confidentiality and maintain privacy
when discussing and recording genetic information.

5.2 Has an awareness of the potential risks, benefits and
limitations of genetic testing and access to genetic
information for the patient, the family and others.

5.3 Responds appropriately to enquiries about genetic
concerns.

6. Recognise the

6.1 Explores own strengths and weaknesses in genetic

limitation of knowledge and practice.

one's own

genetic 6.2 Works collaboratively with other statutory and
expertise. voluntary organisations.

7. Obtain and 7.1 Employs a range of appropriate genetic information

communicate
credible current
information
about genetics
for self, clients
and colleagues.

resources to inform practice.

7.2 Incorporates current genetic knowledge from reputable
sources into practice.

7.3 Utilises reliable genetic evidence when communicating
with patient/clients.

7.4 Engages in continuing professional education.
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3. Specialist Dentist

* Professional background

The dental specialist has undertaken additional training in a particular
speciality after completing basic dental training (paediatric dentist, special
needs dentist, periodontologists, orthodontists). As dentists are not trained as
medical practitioners, specialist dentists are included here in a specific
section.

» Setting for practice
Dental specialists generally may work in public institutions, private institutions
or in private practice.

Competence Some Proposed Learning Outcomes
1.1 Takes and interprets a family, medical and dental
1. Identify history.

patients with a

genetic condition. 1.2 Uses a family history and knowledge of inheritance

patterns to identify those patients in the practice
population with, or at risk of, a genetic condition.

1.3 Demonstrates awareness that the make up of the local
population may affect the prevalence of genetic conditions
and attitudes towards genetic disease.

1.4 Demonstrates an understanding of heterogeneity in
genetic diseases and the principles of assessing genetic
risk.

1.5 Recognises dental/orofacial anomalies and their
genetic basis.

1.6 Recognises that the dental problem may be part of or
a trigger sign for a general genetic disease.

2.1 Demonstrates awareness that genetic information may
2. Communicate
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information about
genetics in an
understandable,
comprehensible
and sensitive
way, helping
patients to make
informed
decisions and
choices about
their care.

have ethical, legal and social implications.

2.2 Demonstrates awareness that genetic information
impacts not only on the patient but also on their immediate
and extended family.

2.3 Uses appropriate communication skills and
demonstrates awareness of the need for confidentiality
and a non-directive approach.

2.4 Explains potential options for treatment or prophylaxis
of conditions within own speciality.

2.5 Demonstrates an awareness that a patient’s cultural
and religious background and beliefs concerning
inheritance are important to consider in providing care for
people with, or at risk of, genetic conditions.

2.6 Demonstrates an awareness of the importance of the
social and psychological impact of a genetic condition on
the patient and their family, dependants and employer.

3. Manage
patients with
genetic
conditions, using
accepted
guidelines.

3.1 Appropriately uses a range of genetic tests in
collaboration with the geneticist.

3.2 Understand the limitations of genetic tests, particularly
in relation to his or her own specialty.

3.3 Ensures that systems are in place to follow-up patients
who have, or are at risk of, a genetic condition related to
his or her area of specialisation.

3.4 Make the appropriate diagnosis through differential
diagnosis.

3.5 Explains the dental/orofacial component of the disease
to the patient as well as treatment options.

3.6 Practises within the national guidelines that influence
healthcare provision for those with genetic conditions
related to his or her specialty.

4. Obtain

4.1 Understands the organisation of genetics services and
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specialist help
and advice on
inherited
conditions, as
appropriate.

reference centres in his or her region or country.

4.2 Makes appropriate referrals to genetics services and
reference centres.

5. Co-ordinate
care with primary
care
professionals,
geneticists and
other appropriate

5.1 Liaises appropriately with other healthcare
professionals.

5.2 Acts as a specialist resource to other health
professionals (including the genetics team) in relation to
genetic conditions related to his or her specialty.

specialists.

6.1 Demonstrates an awareness of the emotional impact
6. Offer of a genetic diagnosis on a patient and their family.
appropriate
psychological 6.2 Demonstrates awareness of the range of support
and social services available, both professional and lay.
support to

patients and
families affected
by a genetic
condition.

References

Dudlicek LL, Gettig EA, Etzel KR, Hart TC. (2004) Status of genetics education in U.S.
dental schools. J Dent Educ. 2004 Aug;68(8):809-18.

Gettig E, Hart TC. (2003) Genetics in dental practice: social and ethical issues surrounding
genetic testing. J Dent Educ. 2003 May;67(5):549-62.

National Coalition for Health Professional Education in Genetics. Core competencies in
genetics essential for all health professionals.
[http://www.nchpeg.org/core/Corecomps2005.pdf] Accessed 09.01.2008




19

References

Barr O, McConkey R. (2006) Health visitors' perceived priority needs in
relation to their genetics education. Nurse Educ Today. Jul 8; [Epub ahead of
print]

British Society of Human Genetics and Joint Committee on Medical Genetics
(2003) ‘Teaching Medical Genetics to Undergraduate Medical Students’.
Available at http://www.bshg.org.uk/documents/official docs/Undergrad.doc
Accessed 18 February, 2007

Burke S et al. (2005a) Genetic Education for non-genetics SpRs: a needs
analysis, University of Birmingham and the Centre for Education in Medical
Genetics. Available at:
[http://www.geneticseducation.nhs.uk/teaching/non_genetics_sprs.asp].
Accessed 22.11.2006.

Burke S et al. (2005b) Genetics Education for GP Registrars, University of
Birmingham and the Centre for Education in Medical Genetics. Available at:
[http://www.geneticseducation.nhs.uk/teaching/GP%20GENE%20final%20rep
ort.pdf]

Calzone KA, Jenkins J, Masny A (2002) Core competencies in cancer
genetics for advanced practice oncology nurses. Oncol Nurs Forum.
29(9):1327-33.

Dudlicek LL, Gettig EA, Etzel KR, Hart TC. (2004) Status of genetics
education in U.S. dental schools. J Dent Educ 68(8):809-18.

Farndon P, Martyn M, Stone A, Burke S, Bennett C (2006) Genetics in
Primary Care. Royal College of General Practitioners Curriculum Statement 6
Available at :
[http://www.rcgp.org.uk/pdf/educ_curr6%20Genetics%20in%20Primary%20C
are%20Jan%2006.pdf] Accessed 20.11.2006.

Gettig E, Hart TC. (2003) Genetics in dental practice: social and ethical
issues surrounding genetic testing. J Dent Educ. 67(5):549-62.

Greco K, Prows CA, Skirton H, Williams J, Jones S, Middelton L, Lewis J,
Bickford C, Humes YD, Seiler M, Carson-Smith M. (2006) Genetics/Genomics
Nursing: Scope and Standards of Practice International Society of Nurses in
Genetics and American Nurses Association

ISBN- 13: 978-1-55810-234-7.

Harris et al. (1990). Teaching Genetics to Medical Students: a survey and
recommendations. Journal of the Royal College of Physicians of London,
24(2):80-4



20

Jenkins JF, Prows C, Dimond E, Monsen R, Williams J. (2001)
Recommendations for educating nurses in genetics. J Prof Nurs. 17(6):283-
90.

Kirk M, McDonald K, Longley M, Anstey S et al (2003) Fit for Practice in the
Genetics Era: Defining what nurses, midwives and health visitors should know
and be able to do in relation to genetics. Pontypridd: University of
GlamorganLewis JA, Calzone KM, Jenkins J. (2006) Essential nursing
competencies and curricula guidelines for genetics and genomics. MCN Am J
Matern Child Nurs. 31(3):146-53.

Ludlam CA, Pasi KJ, Bolton-Maggs P, Collins PW, Cumming AM, Dolan G,
Fryer A, Harrington C, Hill FG, Peake IR, Perry DJ, Skirton H, Smith M; UK
Haemophilia Centre Doctors' Organisation. (2005) A framework for genetic
service provision for haemophilia and other inherited bleeding disorders.
Haemophilia. 11(2):145-63.

National Coalition for Health Professional Education in Genetics. Core
competencies in genetics essential for all health professionals.
[http://www.nchpeg.org/core/Corecomps2005.pdf] Accessed 09.01.2008

NHS National Genetics Education and Development Centre ‘A Consultation
on Proposed Core Learning Outcomes in Genetics for Non-Genetics
Specialist Registrars’
http://www.geneticseducation.nhs.uk/teaching/non_genetics_sprs.asp#core

Royal College of General Practitioners (2006) Curriculum Statement 6 —
Genetics in Primary Care. Available at :
[http://www.rcgp.org.uk/pdf/educ_curr6%20Genetics%20in%20Primary%20C
are%20Jan%2006.pdf] Accessed 20.11.2006.

Acknowledgements:

The authors wish to thank all members of the Unit 6 Experts Group who
contributed at workshops in Porto, Portugal in 2006 and Milan, Italy in 2007.
We are also grateful for all comments received from members of the
European Society for Human Genetics and the Eurogentest project teams.



