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The perceived impact of the European registration
system for genetic counsellors and nurses
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The aim of the European Board of Medical Genetics has been to develop and promote academic and professional standards
necessary in order to provide competent genetic counselling services. The aim of this study was to explore the impact of the
European registration system for genetic nurses and counsellors from the perspectives of those professionals who have registered.
Registration system was launched in 2013. A cross-sectional, online survey was used to explore the motivations and experiences
of those applying for, and the effect of registration on their career. Fifty-five Genetic Nurses and Counsellors are registered till
now, from them, thirty-three agreed to participate on this study. The main motivations for registering were for recognition of their
work value and competence (30.3%); due to the absence of a registration system in their own country (15.2%) and the
possibility of obtaining a European/international certification (27.3%), while 27.3% of respondents registered to support
recognition of the genetic counselling profession. Some participants valued the registration process as an educational activity in
its own right, while the majority indicated the greatest impact of the registration process was on their clinical practice. The
results confirm that registrants value the opportunity to both confirm their own competence and advance the genetic counselling

profession in Europe.
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INTRODUCTION

In the context of healthcare, having a qualified workforce is essential
to provide appropriate patient care. This requires individual health
professionals to have the capacity for assimilation of and adaptation
to new approaches to enable patients to benefit from innovations such
as advances in diagnostic, preventative and therapeutic advances is
clinical genetics.!

Traditionally, a medically led field, clinical genetics, has evolved into
a multidisciplinary service, where other non-medical allied health
professionals, such as specialised genetic nurses and genetic counsel-
lors, are also key players in the delivery of high-quality patient care.>?
This has arisen partly in response to the expansion of the need for
these services.* Genetic nurses and counsellors combine expertise in
medical genetics with the ability to communicate scientific informa-
tion in an empathetic manner to patients and their families.”

In a young but quickly evolving field such as genetic counselling,
professional registration is especially relevant. Registration is a formal
process based on achievement of a set of competencies, following a
periodic evaluation based on agreed standards.® While the registration
system at European level was established in 2013,% there are countries
with a longer tradition of professional registration in the field of genetic
counselling such as the USA (since 1982), Australia (1989), Canada

(1998) and the United Kingdom (2001).” Unfortunately registration is
not an option in the majority of European countries.~10

The journey to the establishment of a European registration system
has been published elsewhere.*> While the process has been assessed
informally, there has been no previous formal evaluation of the impact
of the European registration system from the perspectives of those
registered professionals. The objectives of this study were to explore:
(1) the experiences of those applying for registration; (2) their motives
for registering; and (3) the effect of registration on the individual's
career.

MATERIALS AND METHODS

Design

We undertook a descriptive, cross-sectional online survey inviting all registered
professionals (n=55) to participate. Detailed methods are included in the
Supplementary Material.

RESULTS

Thirty-three European Registered Genetic Nurses and Counsellors
responded to the survey (61.0% response rate): demographic details
and information about their background and route of access for
registration are presented in Tables 1, 2 and Figure 1.
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Table 1 Socio-demographic characteristics of the sample (n=33)

Demographics n %

Gender
Male 3 9.1
Female 30 90.9

Age
20-25 0 0
26-30 12.1
31-35 12 36.4
36-40 6 18.2
41-45 2 6.1
46-50 3 9.1
51-55 2 6.1
56-60 4 12.1
Over 60 0 0

Place of work (multiple responses permitted)

Hospital 28 84.8
Research centre 5 15.2
Private institute 3 9.1
Laboratory 1 3
Other 2 6.1
Professional qualifications (multiple responses permitted)
Bachelor degree in science or genetics 9 27.3
Bachelor degree in nursing or midwifery 1 3
Other bachelor degree 1 3
Master degree in genetic counselling 25 75.8
Master degree in genetic nursing 0 0
Other master degree 8 24.2
PhD 10 30.3
Professional registration in nursing or midwifery 5 15.2
Occupation (multiple responses permitted)
Genetic counsellor 28 84.8
Genetic nurse 3 9.1
Other (for example, lecturer, project manager) 6 18.2
Number of years working as a genetic nurse or counsellor
<1 year 0 0
1 year 0 0
2 years 0 0
3 years 3 9.1
/4 years 2 6.1
5 years 5 15.2
Between 6 and 10 years 14 42.4
Between 11 and 15 years 5 15.2
Between 16 and 20 years 0 0
Between 21 and 25 years 1 3
Between 26 and 30 years 3 9.1
> 30 years 0 0

In an open question regarding motivation for registering, partici-
pants were asked to comment on their main motivation; 30.3%
(n=10) of the respondents considered the registration would be
relevant for their career development and as a recognition of their
work value and competence, 9 (27.3%) registered to obtain a
European/international certification and for 6 (15.2%), registration
was important because of the absence of a registration system in their
own country. Nine (27.3%) registered to support the process and/or
collaborate in the development of the genetic counselling profession.
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Table 2 Route of access to the registration and countries of origin of
the sample (n=33)

Prior National
Grandfather

clause A

Grandfather

clause B

Grandfather

clause C

Do not registration

Countries  remember route

Belgium 1
France 1 10

Greece 1

Ireland 2
Norway 1

Portugal

Romania

Spain 1

Sweden

Switzerland

United 4
Kingdom
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Figure 1 Participants countries of origin (n=33).

Four (12.1%) respondents considered registration would be valuable
to seek other job opportunities in another European country.

The majority (60.6%, n=20) of the participants agreed that the
registration process was very straightforward. However 27.28% (n=09)
of the participants found it laborious and time consuming. Four
(12.1%) reported that the registration process was interesting and
insightful and reported satisfaction in gaining an overview of their own
work. The major challenge reported was time allocation for registra-
tion (18.2%, n=6). Anonymized quotes of participants’ opinion on
the registration process are in the Supplementary Material.

As to professional status, participants felt that registration gave them
credibility among colleagues and enhanced their professional visibility.
Some of the participants valued the registration process as an
educational activity in its own right, by reflection on their own
practice and continuing professional activities, as well as consideration
of ethical issues of daily practice. Some participants felt that the case
log requirement of 20% cases outside of their specialty area was a
challenge that allowed them to re-connect with other areas of genetics.
The majority (84.4%, n=28) had already felt an impact on their
clinical practice and 66.7% (n=22) on their career development,
while 5 (15.5%) stated the registration had not yet had any tangible
impact on their professional activity.

As to the impact of European registration on national genetic
counselling systems, 39.4% (n=13) felt European registration had an



impact. While some felt that the European acknowledgement of the
profession would support them to seek more recognition at national
level, others stated the role of the genetic counsellor was not yet
recognised in their country. One respondent reported that they had
used the EBMG registration to start a dialogue with their government.
Respondents originating from countries that already had a national
system of registration felt that, to be registered was less useful to them
unless they were likely to work out of their home country or work in a
country without a pre-existing registration system.

A further indication of support for the process was the response that
78.8% (n=26) of respondents would recommend, or strongly
recommend registration to their colleagues, while only one participant
would not. The general feeling was one of momentum—the process
would be recommended to gain a critical mass to give ‘the tools to
defend our profession as recognised professionals’.

When asked the relevance of the registration system to improving
standards of genetic counselling practice in Europe, 81.8% (n=27) of
respondents felt that the registration system was important or very
important to improving standards, 12.1% (n=4) remained neutral,
while 6.1% (n=2) felt that the registration system was unimportant to
practice standards.

DISCUSSION

As the vast majority of European countries do not yet have national
registration systems or guidelines advising the training and practice
standards of genetic counsellors,'” we believe the European registra-
tion system has made a contribution to the further development and
adoption of best practice and training models. The wide range of
countries from which we have received applications throughout the
past 3 years and the enthusiastic acknowledgment of the standards
and relevance of the European registration for genetic nurses and
counsellors reflects the importance it has for genetic healthcare
services in Europe. However, as indicated by the results of our study,
the registration process is not without considerable challenges.

One challenge attributed to the registration process was related to
the request of at least 10 cases from outside applicant’s areas of
specialisation. This requirement was set up on the light of the new
areas where genetic counsellors are increasingly contributing such as
cancer genetics, prenatal diagnosis, cardiac genetics as well as
diagnostic laboratories, and with the aim of ensuring registered
professionals are competent to practice beyond specific specialist
settings, similar systems operating in Canada, Australia and the
uUSs A.11,12

Acceptance and support of genetic counsellors’ practice standards
by medical geneticists can be a challenging process in countries where
the establishment of the profession is at an early stage.!> Further
exploratory studies may contribute eliciting the views of medical
geneticist colleagues about the registration process and the impact it
has on local genetics healthcare services.

The competencies-based register we have developed can also
contribute to future growth of genetic counselling profession in those
countries through the promotion of interdisciplinary understanding,
giving more visibility to the roles and added value of genetic nurses
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and counsellors to the teams. Within the genetic counselling context
in Europe, registration additionally could mean a step towards more
flexible access to European job options for registered genetic coun-
sellors, as it seems is already the case for some participants in the
present study.

Strengths and limitations of the study

Although the response rate was good, this was a study with small
numbers of respondents due to the limited number of registrants. As a
number of registered professionals did not participate in this study, we
may have missed potential relevant data on the process. Professionals
deciding not to participate may be those who were not satisfied with
the process or felt it was unhelpful and, hypothetically, not motivated
to complete the survey.

CONCLUSIONS

Developing a registration system that addresses the needs of practi-
tioners in countries with different educational, cultural and legal
systems was a challenging task. The results of this survey have
confirmed that registrants value the opportunity to both confirm
their own competence and advance the genetic counselling profession
in Europe.
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