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1. Introduction and methods
“Telling Stories: Understanding Real Life Genetics” (hereafter “Telling Stories”) is an online teaching and 
learning resource which uses real-life stories to promote understanding of genetics.  The stories are linked 
to a competence-based genetics education framework for nurses, midwives and health visitors, which 
sets out the knowledge, skills and attitudes these health professionals should possess on qualifying.  

Telling Stories presents a library of real-life stories, gathered from the public and health professionals and 
reproduced in text and/or audio or video formats.  Funded by the Wellcome Trust People Award Scheme, 
it was created to provide educators with a useful teaching resource and to help learners understand “real 
life genetics”.  The pages are freely available as an education resource and web pages can be downloaded 
and reproduced for education purposes provided the source is acknowledged and the use is consistent 
with the ethos of the project and respect for the storytellers.

Storytellers include people with or at risk of a genetic condition, family members, carers and health 
professionals.  They have been recruited mostly via voluntary organisations and support group newsletters 
and networks and through presentations at local and national meetings and conferences, and all gave 
informed consent to take part.  The stories collected were anonymised and edited by the project team, 
adding notes for the additional features that make up the resource, including points for refl ection, 
suggested learning activities and an explanation of how the stories link to professional practice.  The 
formatted stories are reviewed by the storyteller before they are posted on the website.  Storytellers 
were also involved in reviewing a pilot version of Telling Stories, thereby contributing to the website 
design.  The educational approach to Telling Stories thus refl ects developments in health professional 
education which have emphasised the active involvement of patients as partners in the educational 
process (Spencer et al, 2000; Towle, 2007).  A systematic review of publications from 1970 to 2001 
concluded that active involvement of patients in health education has important educational benefi ts for 
learners and is viewed positively by both learners and patients (Wykurz and Kelly, 2002).  Howe (2007) 
argued that ensuring that patients have a strong voice in medical education enhances empathy in doctors 
and reduces the hierarchy between professionals and patients.

Telling Stories was launched in Cardiff  on 19th June 2007.  Feedback from delegates on the launch day, 
collected through evaluation forms, indicated that many planned to use the resource in their own 
teaching and tell colleagues about the website.  Electronic voting on the launch day indicated that the 
large majority of participants felt confi dent using the site (87%), using the stories to support their personal 
learning (94%) and using the stories to support their teaching of genetics (91%).  Nearly all participants 
to whom it applied indicated that they were likely to use the site for their own learning (89%, with 61% 
extremely likely) and for teaching (97%, with 63% extremely likely).

The evaluation forms for the launch asked whether delegates would 
be willing to participate in a follow-up telephone interview about the 
Telling Stories resource.  Interviews were conducted with 11 participants 
in September and October 2007, three to four months after the 
launch.  The aim of these interviews was to explore longer-term views 
of the resource and its impact on teaching practice.  Interviews were 
audio-recorded, transcribed and analysed thematically.  The results 
are presented below.  Participant identities have been protected 
throughout, to ensure anonymity.
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2. Participants’ backgrounds and motivations
The professional backgrounds of the 11 interview participants are summarised in Table 1 (some 
participants are represented under more than one heading as they had more than one role).  The 
majority of participants (7/11) had a formal nursing education role, as lecturers or senior lecturers on 
undergraduate and postgraduate courses for nursing and midwifery students.  Of these, two also had 
educational development roles, such as involvement in development of teaching materials or review 
of nursing curricula, and two taught genetics on Masters level courses.  One participant was a senior 
lecturer for medical students and postgraduate medical trainees, and two provided ad hoc teaching 
within clinical roles (one in primary care and one in secondary care).  Two participants had a patient and 
public involvement (PPI) or patient support role, working with patients to involve them in shaping health 
care services or health professional education.  One participant was a patient educator, who delivered 
presentations to healthcare professionals based on his/her own experiences.

Table 1: Professional backgrounds

Professional background No. participants
Lecturer / senior lecturer for nursing and midwifery students 7
Teach genetics on Masters level course 2
Provide ad hoc teaching within clinical role 2
PPI / patient support role 2
Educational development role 2
Senior lecturer for medical students / trainees 1
Patient educator 1

Participants were asked why they had decided to attend the launch (some individuals gave more than 
one reason in response).  Five people said they wanted to fi nd out whether Telling Stories would be a 
useful resource for their own teaching.  Three wanted more information about the website and what it 
contained, and three saw it as an opportunity to network with others working in the fi eld.  Others said 
they had a personal interest in a particular aspect of Telling Stories: the use of storytelling in education (2 
respondents); educational approaches that focus on the way conditions aff ect people’s lives rather than 
having a clinical focus (2); genetics education (1); and web-based educational resources (1).  

These reasons are refl ected in what participants had hoped to gain from the launch.  The main responses 
(each identifi ed by three participants) were: knowledge about how patient stories can be used in 
teaching; and to fi nd resources that would be useful in their own teaching.  Two respondents said they 
wanted to see what information they could access from the website and what copyright issues would 
apply.  All participants said that these issues had been addressed on the launch day.  Several interviewees 
particularly noted the value of patient involvement on the launch day itself, stressing the usefulness and 
impact of these contributions.
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3. Views of Telling Stories

3.1 Use and accessibility
Only one interviewee had not accessed Telling Stories since their attendance at the launch, and that 
participant was planning to access the resource before they next taught genetics.  Other participants had 
accessed Telling Stories between one and ten times (median 2 times), each time for between fi ve minutes 
and two hours (median 25 minutes).  Reasons for accessing the site after the launch were: to check 
for amendments or updates to the site; to look for stories related to particular 
conditions; to become more familiar with the site and how it works; and to 
explore how it could be used in their own teaching.  Most people had focused 
on the patient stories, although some had also looked at the activities, points 
for refl ection, quotes, signposting to other resources, and information about 
the relevance to diff erent healthcare professional groups.  Only one participant 
said they had accessed all sections.

All interviewees said that they had found the website easy to navigate and explore, one saying:

When I fi rst got the website link I thought it was easy to navigate, I felt it was user-friendly, it wasn’t 
overwhelming (Ms G).

One person questioned whether the use of drop-down menus might be confusing to some people if 
they were not used to this tool, suggesting that it might be better if all options were shown on the 
page.  Two people suggested that it might be useful to have more instructions on what is in the diff erent 
sections, to direct people quickly to the resources they need.  However, others felt the layout was clear 
and navigation easy from the fi rst time they used the site, one person suggesting that the use of icons 
make navigation easy, another saying:

By and large it’s been really well thought out.  I actually have to say from the fi rst hit I pretty much 
navigated my way around it (Ms E).

Only one interviewee had experienced any technical diffi  culties accessing or using the site, saying that his 
work computer had not been able to play the videoclips, but that he had accessed them easily from his 
home computer.  

3.2 Patient stories within teaching and learning
Participants were asked their views of the use of patient stories as the basis for teaching and learning.  
Eight interviewees said that they had previously used patient stories within their own teaching.  Three 
of these had organised sessions where patients had attended a teaching session and talked about their 
own stories, face-to-face with the students.  Three had drawn on their own clinical experiences to present 
anonymised case study examples to highlight particular issues within their teaching.  One interviewee 
had used sound recordings of patient stories and another had created fi ctional vignettes for use within 
teaching.

All felt that the use of patient stories within teaching was valuable, many stressing that such teaching was 
memorable, interesting and had a high impact on learners.  One interviewee stressed the knowledge and 
expertise that patients and parents often have about living with a particular condition, and the opportunity 
for healthcare professionals to learn from them.  Five interviewees talked about the important way patient 
stories brought together theory and practice, one person saying:
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You’re starting with practice instead of starting with theory… You don’t talk about the theory in 
isolation, you talk about it as it links to the patient (Ms A).

By applying abstract concepts to a real situation, people felt that patient stories highlighted the clinical 
relevance of the topic and brought it alive: 

It just makes it real, because otherwise a lot of the stuff  we’re doing is just anatomy and physiology, 
and although you bring in aspects of care, I think if the students can see there’s a real person… then 
it does make it live more (Mr H).

This was considered particularly important in genetics, where there was often a perception amongst 
students that the subject was diffi  cult and abstract.  It was felt that patient stories could encourage 
students to be less detached and more involved as learners.  Some felt they encouraged a more holistic 
view of care.  One person stressed that busy health professionals do not often have time to listen to 
patients’ experiences and explore how they have been aff ected, but that it is possible to create such 
opportunities within the learning environment.  Talking about her area of practice, one participant said:

Children’s nurses are very good at thinking about children but they’re not always very good at thinking 
about genetics.  So, what does it really mean to be sixteen and fi nd out you’re a haemophilia carrier 
when you’re already pregnant.  It makes it real (Ms C).

Nearly all participants stressed the value of using authentic patient stories rather than inventing scenarios 
or portraying them using an actor.  Authentic stories were considered more powerful and to have greater 
educational impact, because they are real:

You get the real emotion, the real-life experience.  And although some actors could do that well, it’s 
just so much more powerful (Ms B).

The advantages and disadvantages of diff erent modes of delivery were discussed.  Face-to-face contact 
between patients and students was considered powerful, but some diffi  culties were recognised.  One 
interviewee said that the diffi  culty of getting ethical approval had prevented organisation of many such 
sessions, stressing the usefulness of the Telling Stories resource, where ethical approval and consent had 
already been agreed.  Another felt that a web-based format might encourage a wider range of patients 

to be involved in teaching, as talking to video may be seen as less intimidating 
than presenting to a live audience, stating: “It’s just protecting the patient a 
little bit more” (Ms B).  Another participant agreed that face-to-face contact 
could be upsetting for the patient.  Other cited advantages of web-based stories 
compared to face-to-face contact were the reduced cost and the opportunity 
to revisit certain sections of the story with learners.  However one participant 
felt that there was a danger that people would not listen to the whole story 
online, stressing the need for web-based stories to clearly state why they are 
relevant to practice, an aspect that was considered a strength of the Telling 
Stories resource. 

Four participants suggested that audio-visual clips are more powerful than transcripts, as they give a 
greater sense of the emotion of the story through tone of voice and non-verbal cues.  One said:

You get a bit of the person, you get an identity, you can see what’s happened with them… it seems to 
touch people and draw their attention (Ms F).

However, two interviewees stressed the importance of having a choice between diff erent modes of 
delivery, to suit diff erent personal preferences and learning styles.
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4. Impact of Telling Stories

4.1 Dissemination to colleagues
Ten of the eleven interviewees had told colleagues about the Telling Stories resource in the three to four 
months since the launch.  These colleagues included: nursing lecturers; medical school lecturers; child 
health lecturers; genetic counsellors; genetic nurses; medical consultants; junior doctors; a consultant 
working in learning disabilities; a physiotherapist; nursing students; people working for Contact a Family 
(on the helpline and in regional offi  ces) and at Scotgen.  Wider dissemination was also reported through 
an article in a haemophilia newsletter and through an email sent to all academic staff  at a particular 
University.  Some feedback had been received to indicate that such dissemination had had an impact: 
Scotgen had introduced a link to Telling Stories from their website; a nursing lecturer and a medical 
school lecturer were planning to use the resource in future teaching sessions; and a medical consultant 
was planning to direct junior clinicians to the site.

4.2 Impact on own learning
Six interviewees felt that accessing the Telling Stories website had impacted on their own learning, 
beyond awareness of the website as a teaching resource.  Three interviewees said that they had learned 
about conditions that they had not previously been familiar with, one adding that she had learnt about 
the genetics competencies for nurses, midwives and health visitors.  One interviewee suggested that she 
continued to learn from the site, and stressed the importance of updating her genetics knowledge:

Every time you read it you think of some other aspect that you might not have thought of… I think it’s 
particularly useful because in genetics… it can be quite a while between you seeing one condition and 
you seeing another (Ms B).

Another participant said that the website had raised her awareness of how many patients may have 
genetic conditions:

You don’t realise that you’re coming into contact with people who may have genetic conditions on a 
much more regular basis than you may at fi rst appreciate (Ms E).

One interviewee said that the website had made her refl ect on her own prior experiences and stories 
she had encountered in practice.  No participants felt that the website had changed their view of the 
relevance of genetics to nursing practice, describing themselves as “already converted”.  

4.3 Impact on teaching
Participants with a teaching role were asked about the impact attendance at the launch and access 
to Telling Stories had had on their teaching practice.  Those whose professional role included genetics 
education said that Telling Stories was very relevant, although two suggested that attendance at the 
launch day had emphasised the relevance to their own teaching and the ways in which the stories could 
be adapted and used in diff erent ways.  Six interviewees had already developed specifi c plans to use 
Telling Stories in their teaching in the future, most commonly (5) by integrating a patient story into a 
powerpoint presentation, and also by providing links to Telling Stories on the course website (2) and 
directing students to access Telling Stories in their own time (3).    

The most commonly identifi ed barrier to using Telling Stories in teaching was the limited amount of time 
devoted to genetics within their teaching practice: three interviewees said that genetics was only a small 
part of the curriculum and therefore a small part of their teaching was devoted to it.  
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Two interviewees said that there could be technological barriers, if the video clips would not play at the 
teaching site, although one said that transcripts could be taken as a back-up.  Another barrier was the lack 
of time to go through the site and develop new teaching sessions due to high workload.  One participant 
identifi ed the low number of stories related to familial hypercholestrolaemia as a barrier, suggesting that 
Graham’s story on the website was not a suitable case for teaching as it described a familial tendency to 
coronary heart disease rather than a clearly inherited condition.  
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5. Suggestions for future development
All interviewees made suggestions for the future development and improvement of Telling Stories, 
summarised in Table 2.  The development most frequently suggested was provision of structured 
teaching packages on the Telling Stories website.  Four interviewees suggested that structured teaching 
packages, which showed how the patient stories could be used within teaching sessions, would be 
useful for teachers with less experience in genetic education and who had not attended the launch.  One 
person suggested that structured packages could be developed for specifi c professional roles, such as 
practice nurses, GPs and midwives, providing the information they need centred around their day-to-
day work.  For example, a package for a practice nurse could focus on what to do if a patient asks about 
their susceptibility to a particular disorder: who could they seek advice from or make a referral to?  Other 
suggestions for the structuring of information on the website to make it easily accessible to educators 
were the presentation of stories under medical sub-headings, such as “cardiac-related conditions”, and 
the provision of a glossary of genetic terms which could be used as a teaching hand-out.

Table 2: Suggestions for future development of Telling Stories

Suggested development No. participants
Provision of structured teaching packages 4
More stories of various cancers 3
Links to interactive teaching resources (how to draw a family tree; 
patterns of inheritence)

3

Develop resource for patients / the public 3
Develop section for children / young people 2
More clinical information about specifi c genetic conditions 2
Presentation of stories under medical sub-headings 1
More stories related to common conditions 1
Hand-out of glossary of genetic terms 1
Extend resource beyond genetics (clinical governance, ethical, 
medico-legal issues)

1

Other suggestions centred around the provision of more stories on the website: related to common 
conditions such as cardiac disease and various cancers rather than rare single gene disorders.  Three 
people suggested that it would be very useful to have more links to teaching resources to support the 
stories; suggestions included interactive diagrams showing, step by step, how to draw a family tree or 
illustrating the basic concepts of diff erent patterns of inheritance.  

Three people suggested that Telling Stories could be a useful resource for patients and families aff ected 
by a genetic condition, to provide them with relevant information and access to other people’s stories, 
and to raise awareness of genetic conditions amongst the public.  Two additional interviewees suggested 
that it would be very valuable to develop a section on the Telling Stories website specifi cally aimed at 
children and young people.  They stressed the diffi  culty of getting the key concepts of inheritance across 
to children and young people, because the topic can appear dry and boring to them and because they 
may feel decisions about having children are not yet relevant to them.  An interactive resource which puts 
across the principles of inheritance patters in an engaging and child-focused way was considered very 
useful, both to young people and their parents. 
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Finally, one person suggested that the Telling Stories resource could be extended beyond the scope of 
genetics, to cover broader clinical governance, ethical and medico-legal issues, and another felt that 
provision of more clinical information about specifi c genetic conditions, including IBS, Huntingdon’s, 
cystic fi brosis, sickle cell and leukaemia, would be useful.  

In concluding remarks, three interviewees stressed the 
importance of publicity of Telling Stories in a variety of teaching 
areas, as they felt it was a very powerful tool that deserved to 
be promoted.  Another participant suggested that promotion 
should focus on the patient-centred nature of Telling Stories 
and emphasise its relevance to clinical practice, as many 
healthcare professionals might consider a “genetics” teaching 
resource irrelevant to them.
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6. Conclusions
This report has presented results from telephone interviews with 11 delegates who attended the launch 
of the Telling Stories: Understanding Real Life Genetics resource.  The fi ndings reinforce feedback 
from delegates on the launch day, collected through evaluation forms, which indicated that they were 
confi dent using the site to support their personal learning and their teaching, and that they planned to 
use the resource and tell colleagues about it.  

Three to four months after the launch, nearly all interviewees had accessed Telling Stories again (and all 
planned to do so).  Feedback was very positive.  All interviewees said that the website was easy to navigate 
and explore.  Over half felt that accessing Telling Stories had impacted on their own learning.  None felt 
that the website had changed their view of the relevance of genetics to nursing practice, as they were 
“already converted” to its importance.  However it is hoped that, by engaging such champions and raising 
their awareness of Telling Stories, they will promote the resource to other educators and practitioners 
and thus a cascade model of dissemination will be employed.  It is therefore highly encouraging that 
10 of the 11 interviewees had told colleagues about Telling Stories in the three to four months since the 
launch.  

Participants whose professional role included genetics education said that Telling Stories was very relevant 
to their teaching practice, and six interviewees had already developed specifi c plans to use Telling Stories 
in their teaching.  Further research is planned to explore specifi c case studies of the use of Telling Stories 
in teaching in more depth, to identify diff erent ways in which it can be used and areas of good practice.  

Telling Stories is not a static resource but continues to develop, and participants’ suggestions for future 
development of the site are therefore valuable.  A key area for development is the inclusion of more stories 
on the site, and activity is ongoing to achieve this.  The Telling Stories project team has plans for the further 
development of the site, for example through the expansion of the site to incorporate learning outcomes 
in genetics for other health professional groups and provision of additional supporting resources for 
learning and teaching genetics.  The latter could address suggestions from this evaluation that provision 
of structured teaching packages and links to interactive teaching resources would be welcome additions 
to Telling Stories.  Some participants made suggestions for the expansion of Telling Stories beyond its 
current remit: to extend the resource beyond genetics education and to provide resources for patients 
and the public, and specifi cally for young people.  Careful consideration will need to be given to whether 
these suggestions would undermine the current focus and purpose of the resource.  

A key fi nding from this evaluation has been the strong support for an educational resource based on 
authentic stories from patients and healthcare professionals.  Story-based education was considered 
memorable, interesting and to have a high impact on learners.  Participants felt that it provided a holistic 
approach to genetics education:

It’s real people… these are individuals that have this genetic disorder.  And as much as it’s important for 
[health professionals] to know the inheritance patterns and the symptoms and the sites of symptoms, 
they also need to know how it aff ects the whole person.  I think the Telling Stories website provides 
this resource in a very, very meaningful way (Ms G).

They suggested that Telling Stories highlighted the clinical relevance of genetics, bringing the subject 
alive for learners and drawing together theory and practice.  Further evaluation will shed light on the 
views of learners and the impact of Telling Stories on their learning.
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