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Introduction

Genetic counselling is an essential part of modern medicine, helping individuals
understand their genetic risks for hereditary diseases, including cancer. As
healthcare systems strive to make genetic services more accessible, remote
genetic counselling (RGC)—also known as telegenetics—has emerged as a
promising solution. Conducted via phone or video call, RGC allows more
patients, particularly those in rural or underserved areas, to receive expert
guidance on genetic testing and inherited conditions.

Studies have shown that remote genetic counselling can be just as effective as
in-person counselling, with high levels of patient satisfaction and cost efficiency.
However, some healthcare professionals and patients remain concerned about
its limitations, particularly in cases involving complex diagnoses, emotional
distress, or significant test results. Additionally, regulatory and reimbursement
challenges create barriers to its widespread adoption across the European Union
(EV).

The CAN.HEAL project (EU4Health Programme) explores ways to enhance
the integration of remote genetic counselling into national and local health
systems. This deliverable introduces a practical tool to support implementation,
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drawing from the World Health Organization (WHO) Telehealth Quality of
Care Tool, which offers a structured framework to ensure high-quality
telemedicine services, including remote genetic counselling.

The role of Remote Genetic Counselling (RGC) in the EU

Remote genetic counselling is already a widely used service in many parts of
Europe. According to previous research conducted under the CAN.HEAL project,
a maijority of genetic counselling sessions are conducted remotely in eight EU
Member States, while seventeen additional countries report that RGC is available
but used less frequently than face-to-face consultations. Only Luxembourg and
Cyprus do not currently allow remote genetic counselling due to legal restrictions.

Despite its growing adoption, barriers to implementation remain. Some of the key
challenges include:

Variability in legal frameworks across EU countries, with some nations
requiring genetic counselling to be conducted only in specific healthcare
settings.

Limited reimbursement options, making it financially challenging for
healthcare providers to offer RGC as a fully integrated service.
Concerns about quality and effectiveness, particularly for cases involving
sensitive or life-changing genetic diagnoses.

Previous CAN.HEAL deliverables (D5.3 and D5.4) highlighted ongoing debates
among patients, genetic counsellors, and healthcare professionals about the use
of remote consultations. While some advocate for broader adoption, others
emphasize the need to preserve high-quality, personalized counselling
experiences.
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A new framework for high-quality Remote Genetic Counselling

To address these challenges and guide the successful implementation of remote
genetic counselling across Europe, this deliverable recommends the WHO
Telehealth Quality of Care Tool as a structured approach to ensuring effective
and patient-centered genetic counselling services.

Published in early 2024, the WHO Telehealth Quality of Care Tool provides a
comprehensive framework for evaluating and improving telehealth services.
Developed through expert consultations and four international workshops, this
tool is designed to support governments, healthcare providers, and policymakers
in implementing high-quality remote healthcare solutions, including genetic
counselling.

The framework includes:

Guidelines for ensuring high-quality patient care in telemedicine
Self-assessment tools for evaluating the effectiveness of remote services
Recommendations for adapting telehealth models to national and local
healthcare systems

The tool is freely accessible and provides evidence-based criteria for designing
safe, effective, and equitable remote genetic counselling services. Instead of
creating a separate set of quality criteria for RGC, the CAN.HEAL project strongly
endorses the use of this existing WHO tool, given its scientific rigor and
international validation.

The WHO Telehealth Quality of Care Tool is available for public use at:
4 WHO Telehealth Quality of Care Tool



https://www.who.int/europe/publications/i/item/WHO-EURO-2024-9475-49247-73556

can.nheal

Why is this tool important for genetic counselling?

The adoption of remote genetic counselling in national healthcare systems
requires careful planning to maintain service quality and patient trust. The WHO
Telehealth Quality of Care Tool provides a structured method to assess readiness
for RGC implementation and can help policymakers and healthcare providers:

Ensure patient-centered service delivery by addressing ethical concerns,
privacy considerations, and clinical effectiveness.
Standardize quality control measures for remote consultations, preventing

inconsistencies in service delivery.
Support cross-border adoption of RGC, enabling greater access to genetic

services in regions with limited in-person counselling options.

By integrating this tool into healthcare policies and telemedicine regulations, EU
countries can develop more robust frameworks for genetic counselling, ensuring
equal access to high-quality services regardless of location.
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Recommendations

The findings of this deliverable highlight the importance of structured
implementation for remote genetic counselling. While RGC has the potential to
increase access and reduce healthcare disparities, its success depends on
well-defined quality standards, clear legal frameworks, and sustainable
reimbursement models.

The CAN.HEAL project recommends the following steps for policymakers and
healthcare institutions:

Adopt the WHO Telehealth Quality of Care Tool as a guideline for RGC
implementation in national healthcare systems.

Conduct self-assessments using the tool to identify strengths, weaknesses,
and areas for improvement in remote genetic counselling services.
Ensure RGC is integrated into existing telemedicine regulations,
addressing key concerns about licensing, reimbursement, and data
protection.

Promote awareness among healthcare providers and patients about the
benefits and limitations of remote genetic counselling to encourage
informed decision-making.

Expand digital infrastructure and training programs to support the
development of high-quality, remote genetic counselling networks across
Europe.

With the right frameworks and policies in place, remote genetic counselling can
become a trusted, efficient, and widely accessible service across all EU Member
States. By leveraging existing WHO guidelines, governments and healthcare
institutions can ensure that telehealth solutions are patient-centered, clinically
effective, and sustainable in the long term.
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Conclusion: A path forward for Remote Genetic Counselling

Remote genetic counselling is becoming an increasingly valuable tool for
expanding access to genetic healthcare services across Europe. However, its
integration into national healthcare systems must be carefully planned to ensure
that it maintains high-quality patient care and clinical effectiveness.

The WHO Telehealth Quality of Care Tool provides a scientifically validated,
internationally recognized framework to support the standardization and
optimization of remote genetic counselling services. The CAN.HEAL project
strongly recommends that EU Member States adopt this tool as a core resource
for implementing remote genetic counselling in both national and local healthcare
systems.

By taking proactive steps to harmonize telehealth policies, enhance quality
control measures, and address patient concerns, remote genetic counselling can
play a transformative role in the future of genetic medicine, making genetic
services more accessible, affordable, and patient-friendly across the EU.
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