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Telegenetics guidelines: Genetic Counsellors in South Africa 

 

Definitions 

 

Telehealth 

“Telehealth” is synonymous with “Telemedicine” and encompasses the use of information and 
communications technology to deliver healthcare services and information over a distance. 
Telecommunication technology includes the utilisation of technological platforms that allow two-way 
transmission of voice, visual and written information and communication via various technological platforms. 
It allows for practitioner-patient interactions without a prior established relationship.  

Telegenetics 

The provision of genetic testing and counselling services through the adoption of telehealth technology. 

 

1. Introduction 

Genetic counsellors are health professionals with specialised education, training and experience in medical 

genetics and counselling, who help people understand and adapt to the implications of genetic contributions 

to disease. Genetic counsellors are independent professional practitioners with a unique knowledge base and 

skills set who work on referral from and in consultation with medical practitioners. Genetic counsellors are 

registered as medical scientists who perform an auxiliary and supportive service to medicine and do not 

diagnose and/or treat patients for a medical condition.  

             Telehealth is widely used to provide patients access to healthcare. It includes the transmission of voice, visual 
and written information and communication via technological platforms to deliver healthcare services to 
patients in remote locations; or those who are unable to meet for a face-to-face consultation. In genetic 
counselling, telehealth focuses on providing comprehensive genetic counselling to individuals when 
geographical barriers, and/or limited proximity to genetic professionals interferes with access. In this way 
communication, information exchange, education, and psychosocial support can be offered to patients in 
instances where a physical examination is not required. The utilisation of telehealth within genetic counselling 
or genetic services is referred to as telegenetics. 

In South Africa, the enhancement and availability of genetic knowledge and testing has increased the demand 

for genetic services. However, only a small number of qualified genetic counsellors provide services in mostly 

urban areas. Utilisation of telecommunication technology may facilitate equal access to genetic counselling 

services for more individuals, including those in remote areas. Furthermore, it may reduce travel time, costs, 

and pressures on current direct consultation services that may have long appointment waiting periods. 

A unique challenge to genetic counselling through telehealth platforms is the lack of international expert 

guidelines which would advise on privacy of health information, patient confidentiality and standards of care. 

The Health professions Council of South Africa (HPCSA) has published guidelines on good practice in 

telemedicine (Booklet 10: General Ethical Guidelines for Good Practice in Telemedicine) which provides 

guidance to all healthcare professionals offering telemedicine services. The current document aims to provide 

guidelines specifically to telehealth or telemedicine applied to genetic counselling services. These guidelines 

apply to individual genetic counsellors or group practices where there are telehealth interactions between 

patients and genetic counsellors for the purpose of genetic service delivery.  
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2. Purpose 

2.1. To provide guidelines on the clinical, administrative and technical issues pertaining to communication 
between genetic counsellors and their patients when using telephonic and/or internet-based video-
conferencing technologies in the context of the ethical and professional rules of the HPCSA. 

2.2. To establish guidelines for telegenetics services to improve clinical outcomes. 

2.3. To maintain the integrity of care that is provided by genetic counsellors to their patients.  

 

3. Clinical Guidelines 

Genetic counsellors providing telegenetics services should adhere to the Standards and Scope of Practice for 

Genetic Counsellors in South Africa (May 2013) and are held to the same standards as genetic counsellors who 

conduct face-to-face consultations.  

 

3.1.  Competence, registration and authorisation 

3.1.1. Genetic counsellors should have a MSc (Med) degree in Genetic Counselling and have completed 
2 years of internship. 

3.1.2. They should be registered with the Health Professions Council of South Africa (HPCSA) as 
independent practitioners.  

3.1.3. They should have specialised education, training and experience in medical genetics and 
counselling to help people understand and adapt to the implications of genetic contributions to 
disease (NSGC, 2006) and should: 

a) Practice client-centered and non-directive counselling respecting an individual’s autonomy; 

b) Inform patients of their genetic risks, and their genetic testing, reproductive, prevention and 
management options;  

c) Provide psychosocial support during the genetic counselling session and decision-making process;  

d) Help patients cope with the implications of their choices;  

e) Provide access to professional services through appropriate referral.  

3.1.4. Genetic counsellors are independent professional practitioners with a unique knowledge base and 
skills set who work on referral from and in consultation with medical practitioners. Genetic 
counsellors are registered as medical scientists and the scope of the profession is to perform an 
auxiliary and supportive service to medicine (Government Notice No. R.579, 22 May 2009) and 
does not include clinical diagnosis and/or treatment of patients for a medical condition.  

3.1.5. Genetic counselling interns and students are regulated by the HPCSA regulations governing interns 
in medical science (Government notice No. R578, 22 May 2009). They do not work independently 
and are under the supervision of qualified and registered genetic counsellors and medical 
geneticists.  

3.1.6. Genetic counsellors form part of a multidisciplinary healthcare team and work with medical 
practitioners and other healthcare professionals to provide appropriate care for patients and their 
families.  
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3.1.7. Genetic counsellors should conduct themselves in accordance with professional ethics and values, 
in various health settings. 

3.1.8. Regarding telegenetics across country borders: non South African genetic counsellors offering 
services to South African patients should be registered with the professional boards in their 
respective countries as well as with the HPCSA.  The HPCSA does not regulate genetic counsellors 
who provide genetic counselling outside of the borders of South Africa and genetic counsellors 
practicing in other countries need to ensure compliance with those relevant regulatory boards if 
relevant. Genetic Counsellors registered and performing telegenetics within SA borders (to SA 
citizens or non SA citizens) need to abide by the HPCSA regulations and ethical guidelines and 
should ensure appropriate registration elsewhere as required.  

 

3.2.  Duty/Standard of Care 

3.2.1. Despite the nature and challenges associated with telegenetics, a ‘duty of care’ is established in 

a telegenetics encounter similar to that established in a face-to-face meeting.  

3.2.2. In the practice of telegenetics, genetic counsellors should adhere to the duties of care detailed in 

HPCSA Booklet 1: General Ethical Guidelines for Healthcare Professions.  

3.2.3. The genetic counsellor must: 

a) Request a face-to-face appointment, either with themselves, or another genetic counsellor, if it 

is believed that the provision of genetic services will be too complicated for a telegenetics 

consultation. 

b) Use existing clinical practice guidelines to guide genetic service delivery in the telehealth setting.  

c) Adhere to the relevant protocols and procedures as provided by the HPCSA and detailed in the 

National Health Act with relevance to: informed consent (verbal, written, and recorded); privacy 

and confidentiality; documentation; and ownership of patient records. 

3.3. Communication with Patients 

3.3.1. The name and credentials of the genetic counsellor and the name of the patient should be verified.  

3.3.2. The contact information including telephone numbers and email addresses for both the genetic 

counsellor and patient should be verified.  

3.3.3. The genetic counsellors should to the best of their abilities assess each patient’s appropriateness 

for, and level of comfort with the telegenetics process.  

3.3.4. The genetic counsellor should take steps to maximize the quality of telehealth communications and 

is required to: 

a) Be familiar with the technology used. 

b) Be aware of and accommodate the limitations of video and/or audio in the provision of 

telegenetics services.  

c) Obtain education/orientation in telehealth communication skills before the telegenetics 

consultation.  

d) Have an understanding of any limitations of the technology being used. 
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e) Ensure that the patient receives information about the telehealth process and possible limitations 

prior to the telegenetics consultation.  

f) Have a back-up communication plan in the event of technology failure. Patients should be aware 

of the plan.  

g) Monitor and continuously strive to improve the quality of service in order to achieve the best 
possible outcomes using telehealth technology. 

3.3.5. Genetic counsellors shall ensure that the rooms from which they provide telegenetics services are 

secure, private and reasonably soundproof to the best of their ability.  

 

4. Administrative Guidelines 

4.1 Patient Confidentiality  

4.1.1. Genetic counsellors should ensure that the confidentiality of patient information is protected and 
know when to disclose such information. They should have knowledge and adhere to the 
guidelines set out in the following documents: National Health Act No 61 of 2003, the Promotion 
of Access to Information act No 2 of 2000, the Protection of Personal Information Act No 4 of 2013, 
HPCSA Booklet 4: Seeking Patient’s Informed Consent: The Ethical Considerations and HPCSA 
Booklet 5: Confidentiality - Protecting and Providing Information. 

4.1.2. Telegenetics services require cooperation from patients and genetic counsellors to ensure a private 
space at each of their respective locations and to maintain appropriate computer settings.  

4.1.3. Patient requests to access their records should be specific about the types of data and which 
information is to be released. Upon direction and written approval by the patient, the genetic 
counsellor shall release the information to another healthcare provider caring for the patient.  

4.1.4. Genetic counsellors should ensure that non-healthcare employees do not violate patient 
confidentiality.  

 

4.2 Patient Records 

4.2.1. Genetic counsellors should keep a medical record file for each patient with whom they consult using 
telehealth technologies in accordance with traditional record-keeping policies and procedures as 
outlined in HPCSA Booklet 9: Guidelines on Patient Records.  

4.2.2. Records should include all electronic communications between counsellor and patient, patient 
identification information, contact information, details of the referring doctor, personal and family 
history, follow-up plan, informed consent as well as information about fees and billing.  

4.2.3. The type of service offered should be accurately documented including electronic media used, the 
date and the duration of the telegenetics consultation.  

 

4.3. Informed Consent 

4.3.1. The same principles and processes used in face-to-face consultations that relate to patients’ 
decision-making and informed consent should be followed in telegenetics. Genetic counsellors 
should be familiar with the contents of HPCSA Booklet 1: General Ethical Guidelines for Healthcare 
Professions and HPCSA Booklet 4: Seeking Patient’s Informed Consent: The Ethical Considerations. 
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4.3.2. Genetic counsellors should obtain informed consent in writing from patients for the use of 
telehealth technology before the start of a telegenetics consultation and the consent should be 

noted in the patient file, as per HPCSA Booklet 10: Guidelines for the practice of Telemedicine 
(point 4.6.2). This can include via short message (e.g. “SMS”) or email to allow for access across 
SA. 

4.3.3. Genetic counsellors should obtain consent from the patient for: 

a) Electronic storage of patient information.  

b) Recording of voice or video consultations. 

 

5. Technical Guidelines 

5.1. All devices used to transmit patient information should have up-to-date security software. 

5.2. All data transmission, including audio and video shall be secured through the use of encryption.  

5.3. Where practical, genetic counsellors may recommend preferred video conferencing software 
and/or video and audio hardware to the patient. If preferred software is unavailable to the patient 
then alternative software/technology platforms may be considered (e.g. WhatsApp) but that the 
patient will be made aware of its unsecure nature during informed consent/prior to the consult. 

5.4. Videoconferencing privacy features should be available to both the counsellor and patient, 
including audio and video muting.  

5.5. Patient contact information stored on any device should be adequately protected. Passwords or 
similar security features should be employed to restrict access to devices used.  

5.6. Confidential patient data should only be backed up to secure data storage locations (including 
servers and cloud services).   
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● Booklet 1: General Ethical Guidelines for Healthcare Professions 
● Booklet 4: Seeking Patient’s Informed Consent: The Ethical Considerations 
● Booklet 5: Confidentiality - Protecting and Providing Information. 
● Booklet 9: Guidelines on Patient Records. 
● Booklet 10: Guidelines for the practice of Telemedicine 

 

 


