Instrument for quality self-assessment in provision of genetic counselling

This instrument is created for internal assessment of the quality of genetic counselling within a genetic counselling clinic. The aim is to support internal education, improve the quality and to start the process of documenting issues related to quality development in genetic counselling clinics.

The evaluation is done at regular intervals, for example once a year. Improvements in quality may be followed by comparing the results with those of previous years. Staff of two or more clinics may choose to collaborate in assessing each other and to compare results. The development, problems encountered etc. are discussed in a clinic meeting. Evaluation forms are stored to enable improvements in quality to be tracked and, possibly, to be used as proof of development in case of external evaluations.

The instrument may have to be modified or partially used in situations, where the organisation of health care or the resources allocated for genetic counselling are very different from the average. 
Here draft of the instrument is presented as text version. The final version will be electronic. After the evidence for each indicator has been evaluated, the responses are completed using the traffic light indicators and a short verbal description. There are 11 indicators of quality, and each of them includes more than one criterion for evaluation. The evaluation is recorded by briefly describing the situation in the “realisation” column and using the traffic light indicators as a simplified visual aid. In addition, text can be added to describe the situation and problems encountered in more detail. 

Traffic light indicators:

	
	The goal was attained

	
	The goal was not attained, but the process was started

	
	The goal was not attained and the process was not started


Simplified indicator as an example: 
	Guidelines

	Clinical staff are aware of relevant national, European and international professional guidelines for genetic counselling. These are implemented in service provision.

	Criteria
	Goal
	Realisation

	Awareness of international /European guidelines
	Clinical staff know the EuroGentest guidelines for genetic counselling.
	
	Guidelines have been handed to each member of the counselling team.

	
	
	
	

	
	
	
	

	Awareness of national / local guidelines 
	Clinical staff know the existing national guidelines for genetic counselling.
	
	There is only one national guideline concerning genetic counselling in prenatal diagnostic situations: this is well known in the clinic.

	
	
	
	

	
	
	
	

	National/European guidelines are implemented 
	Clinical staff follow the guidelines systematically.
	
	Implementation not yet started

	
	
	
	

	
	
	
	


INDICATORS

	1) Size and collaboration in the unit

	There are enough of professionals working in the clinic to ensure that peer support is available. Appropriate multidisciplinarity is implemented.

	Criteria
	Goal
	Realisation

	The unit is big enough*
	There are at least two medical geneticists and one other professional working in the unit.
	
	

	
	
	
	

	
	
	
	

	There are regular case reviews in the clinic
	Diagnostic and counselling issues concerning patients are regularly discussed in clinical meetings among relevant professionals, or as part of cooperative auditing.
	
	

	
	
	
	

	
	
	
	

	There is both trainee supervision and peer supervision in the unit
	Each trainee has an appointed senior; supervision is clearly agreed upon and regular. Peer supervision.is available for each member of the unit. 
	
	

	
	
	
	

	
	
	
	

	There is appropriate multidisciplinarity within the unit and collaboration with professionals outside of the unit.
	In addition to collaboration between genetic counselling professionals (between clinical geneticists and preferably including  genetic counsellors and/or genetic nurses) there is collaboration with laboratory geneticists, other MD specialists, psychologists and social workers.
	
	

	
	
	
	

	
	
	
	


* Recommended “critical mass” per clinic is minimally 2 specialist medical geneticists per 1 million inhabitants (Clinical genetic services into the 21st century, The Royal College of Physicians, UK, 1996). Smaller units should create demonstrable connection with another unit.

Additional text:

	2) Staff education

	Continuing professional development of all professionals in the genetic counselling unit is ensured.

	Criteria
	Goal
	Realisation

	Continuous internal staff education
	A regular internal education program, which includes issues related to counselling, is agreed for every year.  The program is at least partially shared with another clinic. 
	
	

	
	
	
	

	
	
	
	

	Continuous external staff education
	In addition to attending scientific meetings, there is a plan and funds for the staff to regularly attend counselling meetings /training courses.
	
	

	
	
	
	

	
	
	
	

	Appropriate time for self-education
	Continuous self-education e.g. by following professional publications and participating in peer supervision, at least half day/week for full-time staff and equivalent for part-time staff.
	
	


Additional text:

	3) Physical environment and access

	The clinic is easy to reach and fosters an atmosphere of privacy.

	Criteria
	Goal
	Realisation

	Privacy at the clinic 
	The rooms used for counselling and clinical examinations, as well as waiting rooms, assure sufficient privacy.
	
	

	
	
	
	

	
	
	
	

	Physical access to the clinic
	The clinic is easy to access, both geographically* and locally by public transport and private car.  The clinic is easily accessible to those with a physical disability.  
	
	

	
	
	
	

	
	
	
	

	Public awareness of the service 
	Public awareness of the existence of the clinic is raised through educational material (such as leaflets), available also through a website. 
	
	

	
	
	
	

	
	
	
	

	Other methods of outreach
	Other methods to offer genetic counselling, including telephone consultations or telemedicine are developed if needed
	
	

	Other issues
	The clinic staff has made adequate arrangements for baby and child care during consultations if needed.  
	
	

	
	
	
	

	
	
	
	


* Best practice: collaboration with other clinics/satellite clinics to alleviate the problem of long distances

Additional text:

	4) Waiting times

	The staff of the clinic monitor waiting times for appointments and informs counselees of these.  The clinic has a policy for prioritisation of referrals for appointments.

	Criteria
	Goal
	Realisation

	Waiting time between seeking for counselling and counselling
	Where immediate appointments are not available, counsellees are informed about the expected waiting time.
	
	

	
	
	
	

	
	
	
	

	Waiting time between receiving the results from laboratory and post-test counselling
	The clinic has a policy to agree this with the counsellee in pre-test counselling. Waiting time should be as short as feasible.
	
	

	
	
	
	

	
	
	
	

	Appropriate prioritisation of patients
	There are agreed practices on how referrals are prioritized, and these are regularly followed. 
	
	

	
	
	
	

	
	
	
	


Additional text:

	5) Pre-requisite of counselling

	There is adequate preparation for each genetic counselling case in the clinic.

	Criteria
	Goal
	Realisation

	Case review before the counsellee is seen
	The clinic has a policy on pre-visit case reviews.
	
	

	
	
	
	

	
	
	
	

	Preparing for counselling with the counsellee before the actual session
	The clinic has a policy on how to inform counsellees about the goals and practices of genetic counselling beforehand.


	
	

	
	
	
	

	
	
	
	

	Counselling is based on accurate family history and information
	The clinic has an agreed practise on collecting health care information from the counsellee.
	
	

	
	
	
	

	
	
	
	


Additional text:

	6) Language, culture and communication

	The language, culture and possible special needs to support communication are considered in case of each counsellee

	Criteria
	Goal
	Realisation

	Language of the consultation
	Where possible, counselling should be provided in a language in which both  the counsellor and the counsellee are fluent 
	
	

	
	
	
	

	
	
	
	

	Use of interpreters
	A trained, independent interpreter should be used when needed. A written summary of the session is provided, preferably in a language that the counsellee understands well.
	
	

	
	
	
	

	
	
	
	

	Educational material
	Additional material is translated or equivalent material is sought in collaboration with a genetics clinic in the language area concerned.
	
	

	Need to understand aspects of culture
	If the counsellee so wishes, the counsellor should let him/her explain cultural and other issues that may be relevant to the counselling.
	
	

	
	
	
	

	
	
	
	

	Material for counselees with special needs
	The clinic should be adequately prepared for counselling of individuals with disabilities of vision or hearing, learning difficulties or other special needs 
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	


Additional text:

	7) Decision-making process and consent

	Decisions concerning important life situations, for instance family planning, as well as decision to take a genetic test are thoroughly discussed. There is an agreement on consent policy.

	Criteria
	Goal
	Realisation

	Counsellee’s autonomy is respected
	The clinic has a policy to explain and give reasons for their  principle of helping clients make an informed decision that meets their personal needs (non-directive)
	
	

	Counsellees are provided with information needed for decision making
	Personal and familial implications of the decision, such as changes in relationships or potential insurance issues, are thoroughly discussed.
	
	

	
	
	
	

	
	
	
	

	Counsellees are provided with decision-making support
	Clinical staff aim at encouraging and empowering the counsellees. Written information including written summaries are, when needed, provided before decision making.
	
	

	Appropriate information is given before asking for consent
	An important goal of the clinical staff is to support  counsellees to make informed decisions.
	
	

	
	
	
	

	
	
	
	

	Written or verbal consent is always asked for in case of genetic testing
	The staff of the clinic have an agreed policy, which is in accordance with national legislation, on how to ask for consent and record it in writing. 
	
	

	
	
	
	

	
	
	
	


Additional text:

	8) Counsellee experience

	The clinic follows counsellees’ understanding 

	Criteria
	Goal
	Realisation

	Counsellees understand what they are being told
	There is a policy on how the understanding of the counsellees is assessed.
	
	

	
	
	
	

	
	
	
	

	Counsellees are satisfied with the counselling received
	Counsellee feedback is regularly sought and documented.
	
	

	
	
	
	

	
	
	
	

	Counsellees’ suggestions for improvement are considered
	Counsellees can formally make  suggestions; there is a mechanism to enable these to be discussed and possibly put into practice
	
	

	Complaints are investigated
	There is a policy on how to deal with complaints; all complaints are documented and addressed, and the head of the clinic is always involved in this.
	
	

	
	
	
	

	
	
	
	


Additional text:

	9) Extended support

	In addition to genetic counselling in the clinic, other modes of information and support are available for the counselees.

	Criteria
	Goal
	Realisation

	The clinic has a referral network for extended psychosocial support
	The clinic collaborates with a psychologist or other mental health professional; psychosocial counselling is offered when needed.
	
	

	
	
	
	

	
	
	
	

	Information about support groups and patient organisations
	Contact information for an appropriate support group or patient organisation is offered systematically.
	
	

	
	
	
	

	
	
	
	

	Support in contacting relatives
	The clinic has an agreed policy on how the counsellee is supported to inform relatives.
	
	

	
	
	
	

	
	
	
	


Additional text:

	10) Post-consultation measures

	

	Criteria
	Goal
	Realisation

	Written information
	After every completed genetic counselling case relevant written information is provided to the counsellee.
	
	

	
	
	
	

	
	
	
	

	Written summary to GP or other health care professional involved in the care of the patient
	After every completed genetic counselling case relevant written information is provided to relevant professionals with the consent of the counsellee.
	
	

	
	
	
	

	
	
	
	

	Contacting the counsellee afterwards
	The system of follow-up is made clear to the counsellee. The counsellee is encouraged to contact the clinic in case of need for more information or discussing the decision made.
	
	

	
	
	
	

	
	
	
	


Additional text:

	11) Guidelines

	Clinical staff are aware of relevant national, European and international professional guidelines for genetic counselling. These are implemented in service provision.

	Criteria
	Goal
	Realisation

	Awareness of existing guidelines
	Staff of the genetic counselling clinic have an agreed policy on what guidelines are followed.
	
	

	
	
	
	

	
	
	
	

	Following national / local guidelines 
	Staff of the genetic counselling unit follow relevant national/local guidelines, if available.
	
	

	
	
	
	

	
	
	
	

	Following international / European guidelines
	Staff of the genetic counselling unit follow relevant international/European guidelines.
	
	

	
	
	
	

	
	
	
	

	Implementation of the guidelines
	Local protocols are developed for implementing the guidelines.
	
	

	
	
	
	

	
	
	
	


Additional text:













