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Technology in healthcare interview final 
 
       
 
[Start of recorded material] 
 

Presenter: Welcome to the podcast from the Journal of Research in Nursing.  
Today, guest editor Annie Topping, is in conversation with Lisa 
Shearon about the development of a patient led cancer care website 
in Australia.  Lisa’s research is published in a special issue of the 
journal on the impact of technology on practice published as volume 
17, number 6, 2012. 

Interviewer:  My name’s Annie Topping and I’m Professor of Nursing at the 
University of Huddersfield in the United Kingdom, and Director of 
the Centre for Health and Social Care Research.  I have the privilege 
of being the editor for this special focused edition on technology in 
healthcare.  And it gives me great pleasure to have Lisa Shearon with 
me who is one of our contributors to this special focus edition. 

Respondent: Thank you, Annie.  My name is Lisa Shearon.  I’m currently working 
as a clinical nurse coordinator for the sarcoma service in a standalone 
cancer hospital called Peter McCallum Cancer Centre in Melbourne, 
Australia.  And prior to that – I only started in that role in February 
this year and before that I was working for ten years in a research 
setting and in a department called nursing [unintelligible 0:01:12] 
care research.  And my last research project was working on 
developing a cancer care coordination system that was patient led 
and that’s what we are talking about here today.   

Interviewer: Yes, it is.  Lisa and the team that developed the telehealth 
intervention contributed two articles and it might be helpful Lisa if 
you could just do a quick overview of the project.   

Respondent: The project was actually a government funded project and we set out 
to develop a cancer care website that was going to be patient led so 
the cancer patients could actually manage – try to manage their 
illness and their treatment schedules and aid communication between 
patient carers and health professionals.  Now, we started off working 
with a private IT partner who had developed a care coordination 
system for patients with chronic illness.  But it hadn’t really been 
used to a great deal, I think it had been tested maybe in pregnancy 
with gestational diabetes but had never sort of really been tested in a 
research setting.  So it was sort of a good opportunity for him to test 
the website. And we were looking at – we sort of had a realisation 
that there was a fair cost involved in actually developing a website, 
so we thought it would be good to sort of start off with something 
that had what we felt was the basis for us so that we would then show 
this website to cancer patients and carers and health professionals 
and get their opinion on what they felt that a cancer care website 



Transcript Divas 
  www.transcriptdivas.co.uk 
 

 - 2 - 

should actually be like and how it should behave and how it should 
work for the patients.  And then based on all of that – and we sort of 
did that for the first year of the project, then we redeveloped the 
website based on all of the feedback that we’d got and obviously 
there were some constraints into what we could actually do within 
the development.  And our IT partners did that side of things.  And 
then we tested it with a group of cancer patients who were having 
chemotherapy for their cancer.  There were patients that had early 
stage cancer and patients with advanced cancer.   

And it was certainly a project that is very challenging for all 
concerned, for the IT partner and for the health professionals.  Very 
different working in an environment that was unfamiliar for both 
parties and we sort of had a lot to learn.  And essentially the project – 
we felt that we – we set out to have this wonderful website that the 
patients would embrace and that we thought they would be able to 
use in the hospital setting and use at home and work with the health 
professionals.  But it actually ended up being a project where we had 
– we learnt a lot of lessons about.  The reality of trying to introduce 
an ICT product that is patient led when they’re actually having 
treatment in a hospital is a completely different ICT system. 

Interviewer: The real important lesson from your two papers and I hope our 
readers enjoy them, is both the honesty but the real challenge of IT 
systems that just don’t communicate or there are blocks.  There are 
security that actually prevents things happening in the way that 
everyone hopes.  I think that has a lot of lessons for here in the UK 
where we had a vision with the last government for a patient record 
that in fact we still don’t have integrated systems between acute care 
and primary care. 

Respondent: A federal government in the 2010/11 health budget wanted to 
introduce a personally controlled electronic health record.  So we sort 
of felt that – we hadn’t started our project at that stage but we 
thought, oh, this is going to really work well for us.  It’s called a 
TCEHR, that was supposed to be introduced on the first of July this 
year which it was, but currently you register as a patient.  You can 
register your details but it’s not connected yet with any health 
records.  I think what’s going to happen is the GPs are going to be 
responsible for putting all of the records and start making them 
available electronically.  And so there as a lot of debate around 
whether the GPs would actually pay to do that, and then what’s 
[unintelligible 0:05:06] the systems that the GPs have in their 
practices just aren’t compatible with the infrastructure that is 
required for this electronic health system.  So it is very much in its 
infancy and is costing a whole lot more than was every budgeted for.  
And I think what they’re planning to do now, just from what I was 
reading about today actually, is that they will be offering the 
incentives for GPs to update their software so that it is compatible 
with the systems.  But as soon it’s still only look at health records 
within the GP practice or within primary care, as you said.    
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Interviewer: [unintelligible 0:05:43] it’s a very different ballgame isn’t it?  The 
nature of the records and the information any clinician needs to help 
decision make with a patient. 

Respondent: That’s exactly right, but part of our argument in doing the project 
that we did was that we feel that cancer really is to some degree a 
chronic illness.  Lots of patients go through cancer treatment and 
then will have side effects that kind of stay with them for the rest of 
their lives that have to be managed and we often will have a lot of 
young people, sort of children that have gone through cancer 
treatment and then have late effects as they get older, so that all has 
to be managed as well.  But a lot of this we believe can be managed 
in a primary setting and then maybe just a consult once a year with a 
specialist.  And also when cancer patients are going through 
treatment there’s a huge emphasis on them being able to self care, 
particularly if we talk about patients having chemotherapy and they 
have treatment schedules every three weeks, for example and within 
those three weeks they will experience lots of side effects that they 
will manage themselves at home.  And obviously if they’re not 
managing they’ll come back into the specialist centre.  But it’s 
important that we educate the patients to manage their symptoms like 
patients with chronic illnesses manage their own symptoms.  So 
there’s quite a bit of similarity even though cancer is treated in an 
acute setting.  I think there’s a huge potential for primary care to be 
heavily involved. 

Interviewer: As an ex-cancer nurse I would agree with you wholeheartedly.  
There’s something about the way that we have made cancer so 
special that it isn’t conceptualised by everyone as merely just another 
illness that has to be managed.  And it is interesting because I think 
that’s the same her in the UK, we have probably one of the most 
developed network systems working to clinical protocols.  It hits the 
press all the time, any issue to do with outcomes or concerns in 
relation to cancer which possibly other conditions haven’t had 
traditionally the same investment or the same notion of specialness 
which cancer has.  And possibly because of that long history of the 
dread that has been associated with a cancer diagnosis. 

Respondent: That’s right.  But it touches us all now.  I don’t think there’s anybody 
that’s living now that hasn’t been affected by cancer themselves or 
has had somebody close to them affected by cancer.  And it is a 
chronic illness because people – we’re affecting cures much more 
frequently now, or people are living with advanced cancers for very 
long periods of time.  So there has to be a change, but if we think of 
the incidence of cancer throughout the world, and if we’re only going 
to treat them in an acute setting we will never have enough 
specialists to manage the patient load.  So we need to rethink our 
models of care and how we’re actually going to manage patients and 
the primary setting I think really needs to put its hand up and be very 
heavily involved in it. 
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Interviewer: And I see potentially and particularly in a country such as Australia 
we’re talking enormous distances aren’t we and a lot of people living 
in remote communities where in fact there may be the one or two 
patients with cancer that the GP or primary care team are looking 
after that it’s where IT can be – and ICT applications can have such 
an impact. 

Respondent: That’s exactly right. 

Interviewer: And also change that model of the patient responsible for their own 
health.  I think your project has really unpacked a lot of the issues to 
do with that change of ownership. 

Respondent: We believe that the best way to manage patients is that it’s patient 
centred care.  So the patient is the driver of how their treatment is 
scheduled to happen and they make the decisions and they are 
responsible for themselves.  But the current model I think doesn’t 
necessarily allow for that.  And it seems like well, if we could have 
an ICT system that actually patients managed themselves and then 
invited health professionals to be involved.  And it seems to have 
huge, huge potential but it’s just that the hospital system and 
[unintelligible 0:09:46] systems aren’t ready for that yet.  

Interviewer: Before it’s time possibly. 

Respondent: Absolutely.  We are one step behind from a patient perspective and 
we are way too far ahead from a health professional perspective and 
from an organisational perspective. 

Interviewer: And one of the things about technology is that it isn’t always about 
the greatness of the innovation or in fact the wonderfulness of the 
technology.  Sometime’s it’s all about being the right technology in 
the right place at the right time with everything coming together isn’t 
it? 

Respondent: That’s exactly right, yes. 

Interviewer: One of the things that I did find really interesting in your really 
rigorous approach to working through the steps to develop the 
platform was where you had various workshops where you got health 
professionals and patient end users and carer end users talking.  Did 
they rank what they saw as features that should be there and features 
they would like and features that weren’t essential? 

Respondent: No, we didn’t actually rank it.  We worked on the fact that when we 
presented the website and showed them how it was used they would 
talk about what it is that they would want and we sort of recorded 
that, took notes of that.  Until we reached a saturation where we were 
hearing the same things we didn’t actually say this was ranked most 
importantly or X number of people wanted – said this.  We didn’t 
quite do that, where maybe in hindsight that might have been 
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interesting to do.  What was kind of very obvious from the beginning 
though was when patients were thinking about how they would like 
this website to work.  They very much wanted to be connected with 
hospital systems, so for example if an appointment was made for 
them to attend specialist clinic that that would automatically be 
uploaded into their website so that they wouldn’t have to key it in 
themselves.  So simple things like that that are actually far from 
simple were very much wanted by the patients.  Patients also wanted 
access to their medical records.  That was a huge thing.  And in fact 
in the second [unintelligible 0:11:44] when we were actually 
recruiting patients to become involved in the study we did have some 
refusals because they believed that it would actually give them 
access to their medical records.  

Interviewer: Some people actually opted out because they might get access to 
their records? 

Respondent: No.  The recruitment strategy that we used for testing of the website 
by advert. So patients responded themselves or carers responded 
themselves.  And what they read in the advert they assumed that they 
were signing up to be involved in a website that would allow them 
access to their medical records.  So they were very disappointed that 
that wasn’t what we were offering.   

Interviewer: That’s really interesting.  Coming from an environment where we 
almost have a national concern about accessing records and not 
accessing records which I know is a very different experience in 
other countries, particularly Scandinavia where people are much 
more liberal in their view about their ability to access and other 
people’s ability to access their health records.  So that’s fascinating.  
So people saw it as a way to access and that was one of the big 
barriers of the whole project wasn’t it? 

Respondent: It was.  It was.  And from an organisational level when we were 
trying to get this project through ethics it was very arduous.  And one 
of their biggest issues was that we had said as part of our application 
was that patients in usual care would often ask for copies of blood 
results or investigations or pathology, whatever.  And often doctors 
would actually hand them out a hard copy of it.  So the patients 
enrolled in our study would then be able to upload that hard copy, 
scan it in and upload it into their website and share it with whoever 
they wished to share it with.  Now the issue then was well, it’s 
actually not common practice to give patients their results, they have 
to apply through the Freedom of Information Act and it takes six 
weeks to get access to the records.  But in reality and I’m sure it’s the 
same in the UK, if the patient asks their doctor for information 
they’re often handed copies of blood tests. 

Interviewer: I mean [unintelligible 0:13:44] general practitioner absolutely 
because he will often print it off and I might take it to an outpatient 
appointment if the systems aren’t connected.  
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Respondent: That’s right.  And the patients then just saw it as a way of – I mean 
not just – I mean some of them thought it would be valuable to share 
with their family and friends, but they felt that – they want to be able 
to connect the health professional in the cancer hospital with their 
kidney specialist or their GP or, you know, because obviously a lot 
of patients have a lot of co-morbidities and they felt that being able 
to share this information would be really valuable.  And even though 
we couldn’t access medical records and we couldn’t – there was no 
way to do that electronically, this was one way that patients actually 
felt they had a little bit of control and they actually had some 
information that they would be able to share with others.  In reality it 
didn’t actually happen that way, I don’t think any of the patients – 
some of them did upload some results but I don’t think they shared 
them with anybody. 

Interviewer: Yes, it’s interesting isn’t it? Because it’s almost that patients want to 
be grown up but the system doesn’t allow them to.  Patients were 
ready to be adult in their dealings with everything, but in fact the 
healthcare system was still paternalistic in effect. 

Respondent: Extremely so.  But the reality was also very different and we speak 
about it in the second paper.  When we were talking to patients and 
carers in the first year of the project for the most part they were 
cancer survivors or they were carers of people that had died.  We did 
[unintelligible 0:15:09] with a few adolescent and young adults who 
were currently having treatment, but the majority of the people that 
were involved in the first year of the project were well.  So they 
weren’t currently undergoing treatment or they were having 
treatment that wasn’t giving them many side effects.  So they were 
just really embracing it and they just saw huge potential.  But the 
reality of the testing in the second year of the project was we were 
recruiting patients who were currently undergoing chemotherapy 
treatment and they were unwell and they were tired and it was not all 
too hard but they certainly engaged when they came into the 
chemotherapy day unit and I spent time with them and we worked 
through the website and we’d put things up onto their different 
pages.  But they weren’t doing at home because number one it wasn’t 
very user friendly, but also they were tired and they were unwell and 
it was just the least of their priorities. 

Interviewer: Yes, so it was another burden in effect? 

Respondent: Yes, absolutely.  

Interviewer: So one of the things that tells us very much is when people are in 
active treatment any system that you want engagement has to be 
easy? 

Respondent: It absolutely has to be easy.  User friendliness was a thing that sort of 
really came out in the second year.  Even though in the first year the 
participants said, “Yes, it needs to be user friendly,” but we made the 
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mistake of not getting them to actually use the website.  We showed 
it to them and showed them the different features but we didn’t get 
them to use it themselves.  So although we did make quite a few 
changes to the website to test in the second year it still functionally it 
was difficult to use.  And I mean we’d lost perspective of that being 
difficult because we’d been using it so much we became very 
familiar with it.  But with the burden of illness and feeling unwell, it 
was difficult.  And so we think if patients want to use a system like 
this they need to have a carer that is going to be available to use it 
with them, so that they could actually manage the system for them in 
those times when they’re feeling unwell.  That doesn’t always work, 
each patient doesn’t always have a carer but we thought that we 
would like to recruit patients and their carers but only recruited one 
carer, one husband of a breast cancer patient and the rest were just 
patients themselves.  But I think if we’d had active carers involved it 
might have actually worked better. 

Interviewer: But that also if it has access to medical records as a connection has 
even more issues doesn’t it for other people having access to an 
individual’s records, [unintelligible 0:17:32] and security and 
firewalls doesn’t it? 

Respondent: Yes. [unintelligible 0:17:38] technology.  So similar – and you would 
invite people to be part of your circle of carers is how we termed it.  
So there was a lot of misgivings from an organisational level about 
the security around that and the privacy. 

Interviewer: And I could see that creating lots of alarm bells.   

Respondent: Yes, we had a few attempts but we got there in the end.   

Interviewer: Having done the project and I appreciate you’re now back in 
practice, this is obviously ahead of its time in lots of ways and 
systems didn’t communicate with one another.  What real lessons 
have you got for government who may be investing in the electronic 
health record?  What key messages have you got for this project?  

Respondent: Well, certainly I think you have to start from the top down. So we 
were working with the patients and going – and working up.  The 
organisation has to be onboard.  So you have to have from the CEO 
down to all of the key personnel that are involved in delivering 
healthcare, they need to be involved.  So there has to be I suppose 
when you think of just a day to day management of a system like this 
if it’s going to work there has to be some kind of incentive for health 
professionals to use it.  As it stood they were recording their 
information about patients [unintelligible 0:18:50] didn’t want to go 
and do it all again on the patient’s website.  So even if the systems 
are connected there has to be some way that it feels like it’s valuable 
to the health professional to do this.  And that might well be the fact 
that by putting in a note it means that the [unintelligible 0:19:06] 
once the patient allows them access is able to see that.  So it stops all 
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of that constant communication and the – I don’t know whether in 
the UK you still actually post out letters to the health professionals 
involved, but it certainly happens here. 

Interviewer: It depends on the system but often they’re scanned and sent 
electronically these days so they can then [unintelligible 0:19:26 go] 
into a primary care record.  But there’s often a delay, quite a serious 
delay.  

Respondent: Absolutely.  Yes. 

Interviewer: And not all hospital systems are connected to the local GP, it’s 
usually dependent on what systems people have because this has all 
been devolved down as part of NHS England.  Failures around the 
electronic health record system. 

Respondent: Yes, and I think certainly introducing systems like this you 
absolutely need to have the hospital ICT people involved.  So having 
an external provider just doesn’t work.  Also there needs to be a lot 
of planning done before you ever start.  I think we felt like we were 
working with the website that was already established, we’ll make 
changes to the specifications from patients and users and then we’ll 
get this wonderful functioning website that will do what patients 
want, even though we knew there was always going to be limitations.  
But we needed to go 20 steps back before we ever started.  And 
because it was a two year project and the timelines were very strict, 
two years wasn’t nearly long enough for this and we could have done 
with a much longer period of time. 

Interviewer: So there’s a lot of really important messages for anyone embarking 
on this or even thinking about it that you number one have to 
understand the whole system in which this intervention, this IT might 
work, and you’ve got to have buy-in from all parties.  And 
everything you do will probably take double the time you plan. 

Respondent: That’s exactly right.  And double the cost.   

Interviewer: And double the cost. 

Respondent: And so we were working with a tight budget and so we kept getting 
the IT department was saying, “We can’t do that, we don’t have 
enough resources to do that.”  And certainly I think if you can have 
health professionals who are also ICT professionals or have a passion 
for ICT, so that you have champions at different levels that will 
actually help facilitate. 

Interviewer: And one of the things for me when you were talking is something 
that’s come up again and again from work I’ve been doing with a 
student is something that we described as cumulative 
unreasonableness which is various interventions or bits of kit or 
technology seems in its own right very reasonable and very 
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reasonable to use but when you put it in a system of existing rituals 
and working practices it adds cumulatively an unreasonableness.  
And the thing that you described was your medical staff having to fill 
in two systems creates a burden that they don’t want to do and don’t 
want to play with. 

Respondent: You need their passion and drive to be part it – to make this kind of 
thing work.  So there has to be some kind of incentive for them.  And 
we certainly weren’t [unintelligible 0:22:07] we were trying to create 
it to work for them.  And interestingly we thought because we were 
dealing with patients who were having chemotherapy we thought we 
would introduce the chemotherapy [unintelligible 0:22:17] 
assessment scale so that they would actually be able to report the side 
effects they’d experienced since their last treatment.  And that way it 
would be a way [unintelligible 0:22:25] nurses could become more 
engaged because they could actually access this before they saw the 
patient and then know how they’ve been and that would start off the 
conversation.  But again it was something that wasn’t used in usual 
care so the nurses weren’t used to the actual scale itself.  And it was 
because we had a small number of patients and there were a lot of 
nurses [unintelligible 0:22:48] day unit and a lot of them working 
part-time.  So they might be logging onto the website once a week or 
maybe once a fortnight so that they would forget what they were 
doing.  So everybody within the hospital, even including the patients, 
we were holding their hands whilst they were using the system 
because it wasn’t intuitive and the patients themselves described that 
if they were using it every day and using it all the time and trying the 
different functions that they would be better at it but it just didn’t 
work that way. 

Interviewer: Well, thank you first of all the two articles and [unintelligible 
0:23:18] and, Annie, particularly honesty about IT because it isn’t 
always the answer to everything.  This doesn’t mean that ultimately 
the goal which is to get our patients to be not independent of us but 
co-partners in their care and that’s the goal irrespective of whether 
this particular ICT application worked or not. 

Presenter: You’ve been listening to the Journal of Research in Nursing podcast.  
The journal is a bimonthly publication published by Sage.  For more 
information visit jrn.sagepub.com. 

 
[End of recorded material] 
 
 


