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ABSTRACT 

More and more people are surviving a cancer diagnosis. This 

means that there is an increased number of cancer survivors 

who are learning to adapt to a new lifestyle they were not 

prepared for. Although research has been directed at how 

cancer survivors can adapt to a ‘new normal’ and manage 

their quality of life after the disease, little research has 

looked into what specific methods and modes cancer 

survivors employ in order to gain a fresh sense of normality. 

A qualitative semi-structured interview study was executed 

with twelve cancer survivors across the U.K. From these, 

two core themes were identified, the first was information 

user needs. This entails the types of information cancer 

survivors seek out after treatment and their thoughts behind 

the reliability and support of their medical staff. The second 

theme was around the technology that users need. Here, the 

author discovered the existing technology that cancer 

survivors employed after treatment to take care of 

themselves and what they would like to use given the 

opportunity. With these findings, a set of design 

recommendations for a digital tool to be created in the future 

for the support of new and existing cancer survivors was 

provided. Some examples of key requirements are that the 

tool needs to be fully customisable, communication with 

fellow survivors and medical staff must be facilitated and 

functionality to improve mental/physical health should be 

included. 
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1. INTRODUCTION 

Within the U.K., 1 in 2 people born after 1960 will be 

diagnosed with some form of cancer. Half of the people 

diagnosed will go on to survive the disease for another 10+ 

years [2]. While numerous cancer charities and support 

groups exist to help transition survivors into a high as 

possible quality of life, often these are either small and 

isolated or too large to offer adequate individual support. 

Online digital support is vast but the sheer amount of 

information makes it difficult to sift through and trust. 

Previous research has reported on individuals surviving 

adverse life events and how they adjust to them, but a focus 

on cancer survival is limited and how they transition into a 

new normal both physically and psychologically is unclear. 

This paper reports on a series of semi-structured interviews 

conducted with cancer survivors. This method of interview 

was chosen as it provides the informants freedom to 

explicitly dictate their views on their terms while retaining 

the loose structure of prepared questions to help guide the 

topic of conversation. 

The study aims are to highlight what topics of information 

do cancer survivors research after they have finished 

treatment and how they obtain this information. 

Additionally, there is an aim to discover how survivors use 

technology to adapt to life after cancer. From these findings, 

this intention is to highlight a set of user requirements and 

design considerations for a digital tool to be created in order 

to aid new and existing cancer survivors alike. 

2. LITERATURE REVIEW 

By reviewing literature on finding a new normal and cancer 

survivorship, we will understand to a degree how cancer 

changes a person both physically and psychologically. From 

these learnings, an interview plan can be formulated to 

uncover areas where previous literature has not explored. 

2.1 Finding a New Normal 

When overcoming an adverse life event, technology can 

alter the approach in how we react and adapt. Examples of 

life events include, death, divorce, redundancy, pregnancy 

and sudden ill-health. Massimi et al. [32] report that life 

disruptions have the ability to constrict and damage existing 

relationships. However, from this, new relationships are 

often created to signify that the individual is adapting to a 

new sense of normality. Their study was the analysis of three 

fieldwork case studies which all expressed the lived reality 

of finding a “new normal”. These cases were, domestic 
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violence with an intimate partner, homelessness and death. 

They state that although the cases are unrelated, they share 

similar characteristics of having long-lasting disruptions to 

life and stigmatisation. An opportunity to create a new 

normal would be relocating to a homeless shelter for a 

person that loses their home. This can also be a solution for 

a person in an abusive relationship. Similarly, grieving 

individuals can join support groups to communicate with 

others in similar situations and obtain the 

resources/guidance they need to move forward. This pattern 

and commonality can be applied to other life events (e.g. 

alcoholics and drug addicts entering rehabilitation centres). 

New relationships that facilitate a new normal now 

increasingly involve the inclusion of technology through 

consistent communication with other members of the groups 

mentioned. Technology therefore helps to create and 

maintain a community that allows for the transition into a 

new lifestyle and routine following a life event. Massimi et 

al. conclude that although technology cannot “solve” those 

case studies, it has the ability to mitigate the detrimental 

effects of extreme life events. 

Yap & Kapitan [40], conducted an integrated review of 116 

articles over a span of 35 years to create a framework that 

depicts the consumption coping process. The framework 

they created helped to contextualize decisions faced by 

individuals to examine the background of their personality 

traits and situational stressors that may have caused the life 

events/transition to occur. The review they carried out 

helped conclude that critical life events encourage identity 

change. Using experiences, goods and services, individuals 

recreate and define a new social image that aids the process 

of coping with a critical life event. 

Much work has been done on finding a new normal 

following health disruption. Genuis & Bronstein [41] 

explored perceptions of normality from two different 

studies, one exploring the symptoms of women attempting 

to make sense of their menopause symptoms and another, 

examining posts from online discussion groups for people 

with obsessive compulsive disorder. Their findings showed 

that although the studies contained very different types of 

health disruptions, both sets of individuals shared a common 

sensemaking “journey” (this was concluded similarly by 

O’Kane et al. [3]). A new concept of normality is formulated 

over time as people are filling in the gaps of knowledge they 

have about their health condition. This gradual information 

gathering helps to bridge discontinuities between their 

current health experience and their original sense of normal. 

Participants in both studies sought out the experiences of 

others in their respective groups which helped build new 

socially constructed beliefs of normality. This in turn 

allowed participants to accept their health situation. 

Sandsund et al. [12], conducted a grounded theory study 

looking into the rehabilitation needs of 33 people 

rehabilitating from gynaecological and upper 

gastrointestinal cancers. They described that roughly 40% of 

cancer patients within the U.K. suffer from emotional health 

issues and 78% with physical issues as a consequence of 

surviving initial cancer diagnosis [45]. Their findings 

indicated that the majority of the patients interviewed were 

uninformed of the availability of rehabilitation services 

offered following treatment. The people who had undergone 

surgery were more aware of these services while those with 

shorter hospital stays were less aware of rehabilitation 

services. These services in general were regarded as an 

integral part of immediate care and experiences of 

rehabilitation was positively received. For all different 

groups of participants, the theme of finding a new normal 

was repeated. The aim of seeking a way back to an 

independent lifestyle was a key goal during the post- 

treatment phase for all. Patients seek a new normal to adjust 

to the social, emotional, spiritual and physical impediments 

that cancer survivorship brings. Participants reported 

physical and psychological complications when seeking a 

new normal after treatment. They had to deal with a 

reduction of weight, participation, overall activity and 

anxiety regarding returning to work and completing 

everyday household tasks. Sandsund et al. concluded that 

most participants felt that they received inadequate 

professional guidance as to how they can return their 

concept of normality. Although participants want to take 

ownership of their rehabilitation, peer support from family 

and friends alongside professional guidance is desired. Peer 

support is particularly important during the extended 

survivorship phase (a few months after treatment has ended 

[1]) as patients are no longer supported by health services. 

2.2 Cancer Survivorship 

Cancer survival rates are increasing. Half of the people 

diagnosed in the U.K. will go on to survive the disease for 

another 10+ years [2]. In 2017, it was reported that within 

the United States there are 15.5 million cancer survivors and 

this number is expected to balloon to 20.3 million by 2026 

[4]. Little et al. [29] looked into the phenomenon of 

survivorship identity. They state that people with cancer 

have a legitimate illness identity which is understood within 

our culture. Others can relate and there is an acceptance and 

understanding for someone that is ill. Survival however 

alters an individual’s personal identity. 

Previous literature has described cancer survival as a 

stressful experience. A study by Halstead & Fernsler [22] 

concluded that long-term survivors of cancer require coping 

mechanisms to combat the emotional, social, spiritual and 

physical stressors that cancer brings in order to maintain 

equilibrium in their lives. In cancer, quality of life (QoL) is 

defined by these four domains [13] [38]. Taking out 

frustrations on others and other emotive strategies were 

perceived as ineffective in reducing overall stress. Effective 

coping was seen as strategies that increase hope and tackling 

the problems to restore equilibrium by using available 

support systems. Sekse et al. [36] looked into women’s 

experiences 5 years after treatment for gynaecological 

cancer. They interviewed 32 woman and the results reflect 
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the conclusions of Halstrad & Fernsler [22] regarding 

psychological strain. They describe that surviving cancer is 

a new phase of learning to live with the possibility of the 

illness returning. Surviving cancer is not the end of the story. 

Three core themes were identified during the study. The 

women described how they have to live in a changed female 

body as the removal of reproductive organs causes unclarity 

about sexual life and menopause. There is a constant tension 

between fear of recurrence and personal growth. A 

positive approach to life is formed as survivors are more able 

to distinguish between important and less important matters 

in life. On the other hand, some women have lingering 

anxiety on whether the cancer will return despite positive 

test results throughout the 5 years as an outpatient. A follow 

up study conducted by Laranjeria et al. [13] focusing on the 

survivors meaning of life after gynaecological cancer also 

concluded that woman seemed to let go of the superficial and 

concentrate on more imperative components of life. The final 

theme was feeling left alone and not receiving adequate 

support after treatment. The process of adapting to a new 

normal after treatment for genealogical cancer was described 

as a lonely one. Handling bodily changes and anxiety was 

something the woman were not expecting to tackle as they 

were not informed of these changes. There was a need for 

supervision and information by healthcare workers during 

early stage survival. Information on expected side effects 

and how to handle them was not provided and would have 

been desirable for patients. Some accepted the larger 

accountability of information gathering however, earlier in 

the process, patients did not know what to ask regarding life 

after treatment. As not much time can be dedicated to each 

patient during post-care consultations, the women felt that 

they are simply being labelled as “cured” or “still sick”, a lack 

of focus on coming to terms to life after cancer and handling 

everyday life is evident. Laranjeria et al. [13] suggest that 

social workers and clinical practises should also consider 

how important the support of other people is. As with 

finding a new normal, support from family and friends is 

vital in the journey of surviving cancer as they help to give 

life meaning which in turn motivates the patients to want to 

beat cancer and see the brighter side of life. 

Rannestad et al. [46] conclude that long-term 

gynaecological cancers survivors experience a similar level 

of QoL to other women from the general population. They 

do not attain more diseases than other women but they need 

to contact health professionals more often. Long-term 

breast-cancer survivors also have been documented to 

having “excellent” QoL, years after their cancer diagnosis 

[34]. Ganz [34] concludes that the social support received 

by survivors is a principal predictor of an enhanced health- 

related QoL. Allen et al. [26] conclusions conflict with 

Ganz’ [34]. Their results showed that breast cancer survivors 

that transition to life without treatment are riddled with 

emotional and physical challenges. The woman in their study 

gained substantial multi-factorial emotional distress 

after treatment which resulted from the loss of recurrent 

medical monitoring by health practitioners. A sense of 

uncertainty was shrouded onto survivors as treatment was 

finished. Additionally, Ahn et al. [43] looked into the QoL 

among gastrointestinal cancer survivors. One of the key 

findings (aside from after-effect symptoms) of surviving 

cancer was that patients with higher financial strain are more 

vulnerable to having a poorer QoL regardless of their 

previous level before diagnosis. This suggests that economic 

difficulties can also affect all aspects of recovery, both 

mentally and physically. 

Regarding health related QoL after cancer survival, Schandl 

et al. [5] conducted a study looking at the QoL of 

oesophageal cancer patients 10 years after their surgery. 

Among the 616 patients that has completed the surveys, 104 

people had survived at least 10 years and 71% of the 616 

participants were older than 70. Results showed that heath 

related QoL continues to deteriorate rather than improve 

despite the intervention. The most prevalent symptoms that 

reduce this are eating difficulties, appetite loss and 

diarrhoea. QoL reduction is not only related to older age but 

also the cancer and subsequent treatment that lower the 

scores. However, Sekse et al. [36] tells us that cancer 

survivors are still thankful to be alive despite side effects and 

other issues following cancer treatment. The viewpoint of 

medical physicians and surgeons of QoL after thyroid cancer 

treatment was researched by James et al. [10]. A total of 105 

physicians completed the survey, the results showed that 

both surgeons and medical physicians underestimated the 

percentage of patients with physical symptoms that occur 

after thyroid surgery. This study tells us that there is a large 

discrepancy between how patients and physicians view QoL 

after cancer. If there was a complete alignment of 

expectation then there would be an improved level of care 

and understanding when dealing with cancer survivors from 

a medical perspective. The sexual QoL of breast and ovarian 

cancer survivors was researched by Bajpai & Shylasree [27]. 

Here they outlined the numerous domains that affect sexual 

QoL such as, physical problems, emotional issues, body 

image perception, partner perception and spiritualty aspects. 

They summarised that open communication must be 

provided about this area as many women tend to lose their 

sexual confidence after a cancer diagnosis. This again shows 

the importance of mutual understanding from third-parties 

about how cancer affects the QoL of survivors. 

Perception of time is changed once a person is diagnosed 

and has survived cancer. Rasmussen and Elverdamn [16] 

studied this phenomenon. They collected data from 23 

participants, first interviewing them two weeks after their 

stay at a cancer rehabilitation centre and then conducted a 

follow-up 18 months later. Their analysis uncovered three 

themes. The first being, cancer as a disruption of life and 

time. Participants explained that cancer comes unexpectedly 

and they have no control or influence of the diagnosis. 

Suddenly time becomes a primary focus of life and new time 

‘era’ is formed in a survivor’s life, the time before their had 
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cancer and the time after cancer. The cancer therefore 

becomes a symbol of disruption and some even celebrate 

their survival date as another birthday. The second theme 

was the increased awareness of time that cancer survivors 

obtain. Time takes on another meaning for survivors when 

the prospect of life coming to abrupt end is presented to them 

forcefully. This confrontation with death makes the future 

uncertain and participants make a conscious effort to live in 

the present, even feeling unable to imagine their lives in 5 

years’ time, if at all. This finding is consistent with Sekse et 

al.’s [36] study. Appropriating time was the last theme 

identified. The cancer experience causes a cognitive change 

of their perception of time. Survivors re-evaluate their 

previous life before the disease and how to spend their time 

going forward. Several participants note that it is more about 

quality rather than quantity when it comes to post-cancer 

living. Another follow-up study regarding QoL of cancer 

patients has been conducted. Ringdal & Ringdal [21] had a 

sample of 253 cancer patients with different prognoses and 

follow-up data was obtained 3-4 years later with 75 patients. 

A questionnaire provided focused on the overall change of 

their QoL and this was repeated years later. The results were 

deemed surprising as changes of QoL were small despite the 

long period of time. They mention that survivors may be 

lowering their aspirations and are satisfied despite their life 

becoming impaired therefore the QoL measurement is not 

significantly affected. 

Lifestyle-related behaviours such as physical activity, 

weight management and diet are documented to play a 

crucial role for the overall health of cancer survivors [15]. 

Spector [15], states that as obesity is a risk factor for several 

different types of cancer, obesity is associated “with higher 

rates of cancer recurrence and decreased survival among 

endometrial cancer survivors as well” [6]. Weight gain for 

female cancer survivors can pose as a significant issue as 

cancer treatments induce premature menopause, particularly 

with patients tackling breast or gynaecologic cancers. 

Physical activity has been known to decrease the risk of 

cancer recurrence and boosting overall emotional health 

[39] [20]. The National Comprehensive Cancer Network 

[33] incites survivors to avoid inactivity and revert to 

‘normal’ life as soon as possible after diagnosis. Strength 

training of all main muscle groups and 75 minutes of 

vigorous aerobic activity are encouraged on a weekly basis. 

After surviving cancer, most try to improve their eating 

habits and nutrition. A healthy diet not only contributes to 

weight control but also general health. Recommendations 

emphasize a diet with low alcohol consumption, high fruit 

and vegetables and limited consumptions of processed and 

red meats [38]. Spector concludes that patients who are 

motivated and have high self-efficacy are more likely to be 

successful at living a healthy lifestyle years after being 

classed as a cancer survivor. 

From the previous literature, we have learnt aspects of how 

cancer survivors feel and react to life after the disease. We 

want to discover what the current methods and tools they 

wish to use in order to obtain this new sense of normal as 

this has not been highlighted in the literature. By speaking 

to current cancer survivors, we can learn this specifically 

and create a set of user requirements and design criteria for 

a digital tool to be produced. 

3. METHOD 

3.1 Overview 

The author conducted semi-structured interviews to explore 

the current usages of technology within the cancer survivor 

demographic. The author chose this specific method of 

interview technique as it well suited for thorough scrutiny of 

intricate topics that participants may express during the 

interviews [30]. Another core benefit of conducting 

interviews this way means that there is a greater allowance 

of reciprocity between the interviewer and the participants 

[28], meaning that the interviewer can improvise additional 

probing questions based on the responses given from the 

participants. This laddering technique allows the interviewer 

to “understand the way in which the informant sees the 

world” [44] in a greater fashion. 

Twelve participants took part in our study. Interviews were 

carried out either face-to-face or via the internet using Skype 

[42]. An interview plan was created (see appendix 1) to 

guide the topic of conversation. Interviews were then audio- 

recorded and subsequently transcribed. Afterwards a 

thematic analysis was carried out in order to discover 

emerging themes which was then used to create a set of user 

requirements for a future digital tool. 

3.2 Participants 

Twelve participants were recruited, three males and nine 

females. The age range of the participants were between 30 

and 80. All participants were living in different parts of the 

U.K. with the majority based within London. Participants 

were recruited through a combination of e-mailing cancer 

support groups, an advertisement leaflet posted on social 

media (see appendix 2) and word-of-mouth referrals from 

participants that had already taken part in the study. The e- 

mails and leaflet provided brief details about what the study 

entails and its purpose. Participants that were referred to the 

author by previous participants were also provided these 

same details to ensure they would also be informed about the 

intentions of the study and what would be required of them. 

The inclusion criteria were stated clearly in all 

communication. It was vital that participants had to have 

survived any form of cancer diagnosis and were generally fit 

and able enough to partake in the study without it deemed a 

risk. Age, gender and type of cancer was not important for 

this study. Participants were also informed that by taking 

part in the study, they would be rewarded with a £10 gift 

card voucher for their time. The author was not known by 

any of the twelve participants before the study began. The 

project was approved under departmental ethics under the 

ethical clearance number UCLIC/1617/004/Staff Blandford 

HFDH. Each participant read the participant information 

sheet  provided  to  them  before the study (see appendix 3). 
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Subsequently, participants signed an informed consent form 

(see appendix 4) which also informed participants that they 

could withdraw from the study at any time. The basic 

information about the participants can be found in Table 1. 

 
 

ID Age 

Range 

Gender Type of Cancer 

PT1 60’s Female Non-Hodgkin’s Lymphoma 

PT2 50’s Male Appendix 

PT3 70’s Male Non-Hodgkin’s Lymphoma 

PT4 50’s Female Cervical 

PT5 30’s Female Cervical 

PT6 60’s Female Kidney 

PT7 70’s Female Breast 

PT8 50’s Female Breast 

PT9 40’s Female Bladder 

PT10 50’s Male Bowel 

PT11 50’s Female Breast 

PT12 50’s Female Not Disclosed 

Table 1. The basic information of the participants that took 

part in this study. 

3.3 Materials 

During the face-to-face interviews, the authors mobile 

phone was used to audio-record the conversations. The 

Skype interviews were not only recorded with a mobile 

phone, but also with the free audio recording software, 

Audacity [7] to ensure that there were two audio sources in 

case one source was not audible in areas of the main 

recording. The free tool Express Scribe [17] was used 

predominately for the transcription process and the data 

analysis software, NVivo was used for the analysis [9]. The 

final version of the interview plan that was used with each 

participant can be seen in appendix 1. 

3.4 Procedure 

The interviews began with the interviewer asking about the 

type of cancer they were diagnosed with and a brief 

overview of their day-to-day lifestyle after being given the 

“all clear” in comparison to their life before cancer. A 

conscious effort was made to avoid talking in-depth about 

medical ailments as that would have breached ethical 

boundaries and steered the conversation off-topic. 

Following questions then focused on what type of 

information they sought after when they were discharged 

and how they sought it. Discussions were then had on the 

reliability of the information they were receiving and what 

information/support they would have liked to have obtained 

from medical staff after being discharged. Afterwards, 

questions on any particular modes of technology supporting 

participants were discussed and finally whether or not social 

media has had an impact on their overall rehabilitation if it 

was not already discussed. The interviews ranged from ten 

minutes to forty-five minutes. The average interview lasted 

around thirty minutes. After the first three interviews the 

interview plan was expanded upon with more direct 

questions regarding technology use as previously there was 

a great deal of reverting back to previous topics in order to 

obtain a sufficient answer. By doing this, participants were 

more explicit on their use of technology for finding 

information/support after being discharged from hospital. 

An early-stage interview and a late-stage interview can be 

found in the appendices (see appendix 5 for an example of 

an early-stage interview and appendix 6 for a later one). 

3.5 Data Analysis 

Audio recordings of the interviews were transcribed 

verbatim. The author chose to conduct a thematic analysis 

[37] of the transcripts as it is theoretically flexible method 

of uncovering, analysing and reporting the reoccurrence of 

patterns (themes) within a dataset. This allows for 

qualitative data to presented in an understandable narrative 

that can be understood by a large audience while also 

maintaining rich analysis [47]. 

After every interview had been transcribed, the 

transcriptions were imported into the qualitative data 

analysis software, NVivo [48]. This software allowed for 

easy manipulation and management of codes (see appendix 

7 for the user interface of NVivo and the code overview for 

this study). After the initial open coding took place, selective 

coding followed where the organisation of themes was 

combined into one core theme which then all other themes 

can be associated with. This is the next stage of analysis, 

which was to generate the themes from the coding process. 

With the usage of NVivo, core themes became easily 

identified in an inductive manner as the interview plan was 

created with the understanding that responses would be 

widely varied. 

After an attempt at recoding the transcriptions to ensure 

nothing gets lost in the relevant candidate themes, the 

candidate themes were reviewed and structured around three 

key notions: information seeking (see figure 1.1), 

technology usage (see figure 1.2) and social media (see 

figure 1.3). 
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Figure 1.1. The first collections of themes surround 

information seeking. 

 
 

4. RESULTS 

Figure 2. The final thematic map. 

 

 

 
Figure 1.2. The first collection of themes surrounding 

technology usage. 

 

Figure 1.3. The first collection of themes surrounding social 

media. 

After revisiting these culminations of themes into how they 

relate to the aim of the study, the themes were reorganised 

and compacted to address the user needs of a digital tool to 

be created. From the three previous collection of themes, we 

created a final thematic map (see figure 2). A key difference 

was the merging of the social media theme into sub-theme 

within technology user needs called customised 

communication. 

After completing a thematic analysis of the data, two key 

themes emerged with many requirements that need to be 

addressed for a digital tool to be created that can support 

cancer survivors. Firstly, there is the “User Information 

Needs” which encompasses the types of information cancer 

survivors sought out after the disease as well as a two key 

concerns about reliability of the information and the quality 
of communication with medical staff after being discharged 

from the medical services. Secondly, cancer survivors 

expressed their specific “Technology User Needs”, this 

theme contains the functional requirements that survivors 

claimed they would want and use in an all-in-one package. 

4.1 Information User Needs 

Many factors were unearthed about the types of information 

cancer survivors seek after being discharged or at home 

rehabilitating after completing the required rounds of 

chemotherapy/radiotherapy in order to kill the cancer. The 

types of information are based around the topics of 

emotional support, personal fitness and aftermath symptom 

checking. Additional concerns and comments were made on 

the reliability of information sources and medical staff 

communication and support after discharge. 

Ten participants commented on their personal perceptions of 

seeking out information. Seven of those participants 

expressed their enthusiasm when it came to searching up 

online about their various different situations. 

“I think as soon as I was diagnosed I was online getting all 

the information really. I was making use of all the services 

almost immediately.” (PT4) 

“My personal view is more information is good because 

that can help us understand what's going on.” (PT6) 

 

Two participants that are in the seventies age range 

commented on the fact that they do not use the internet for 

this purpose. This was participants 3 and 7, the former 

whom did not even discuss his online habits. 
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“Yeah. I’m   not   an internet  person. I’m not that 

generation. (PT7)” 

4.1.1 Emotional Support 

Five participants that look for emotional support utilize a 

mixture of both face-to-face guidance and online support. 

“If I’ve got all sorts of well-being sites that have been 

really, really helpful, but also sites about where to get post- 

treatment sources support, around peer groups, around 

well-being, around sleeping well, around exercising.” 

(PT8) 

“The Macmillan website and Cancer UK website I found 

really useful for, for people who have been through what 

you've been through and being able to see the, you know, 

the journey, um, you know, like how they were able to put 

things together, kind of thing is helpful to you 

psychologically and emotionally.” (PT6) 

4.1.2 Personal Diet & Fitness 

Five participants mentioned that their research habits 

centered on diet and fitness, four of whom expressed the 

importance of managing their diet after cancer. 

“So essentially because of my own research I've been able 

to find ways to help with my diet. I've also joined support 

groups and things to get information because it's just not, 

it's not readily available.” (PT5) 

“So funnily enough I was looking at something just before 

you came which was from the British Nutrition Foundation 

and they're looking at frequently asked questions and 

cancer nutrition myths as well so you know, does sugar 

cause cancer? Is there a special diet to beat cancer? Will 

eating super foods prevent cancer?” (PT1) 

4.1.3 Symptom Checking 

Four participants talked about searching the internet for 

information about their persistent symptoms. Participant 5 

even mentioned that she self-diagnosed her condition and it 

was because of her own research that she was able to get the 

treatment she needed in the first place. 

“I've definitely used Dr Google a few times because I 

actually, I actually self-diagnosed my pelvic insufficiency 

fracture because I met all of the symptoms. But just 

because, because of my age, my doctor dismissed it. They 

said you'd have to be like a 70-year-old plus woman with 

osteoporosis and it's so soon after treatment you don't see 

this kind of thing, these clinical presents themselves years 

down the line and then, and then I happened to have like 

an MRI just as part of the clinical follow up and they were 

like, really sorry, but you do have a fracture on your 

pelvis.” (PT5) 

Similar sentiments about the benefits of sharing symptoms 

and ailments were expressed by participant 6. 

“It was information sharing that I think it's huge. And 

patients, I think have a lot better idea of what patients need 

better than a medical professional. It's kinda dealing with 

the medical bit and forgetting and it's forgetting that 

actually you've got to live through this, you know, you've 

got to be able to manage day to day with it.” (PT6) 

4.1.4 Reliable Sources 

Eleven participants commented on the reliability of the 

information they were receiving, either information they 

were receiving from their medical staff or from online 

resources. Opinions were generally mixed. Seven 

participants were generally confident with the information 

they were receiving, three of whom were pleased with the 

physical face-to-face support they were getting. 

“The information was very useful and helped me to 

understand better where I was at and that my situation was 

typical of many people who went through the same 

procedure.” (PT3) 

“I’ve made use of quite a lot of different set, I also went to 

Maggie's. I'd go to Maggie’s to start, I went to McMillan, 

I was quite confident-- my father died just a few weeks 

before I was diagnosed, I was getting some psychological 

support as well and that was from Maggie’s and then I got 

it from the NHS. The whole combination was incredibly 

helpful. I did feel I was probably quite empowered and I 

sought out all these things and I felt very confident to do 

that. (PT4)” 

The other four participants were pleased with the 

information they were receiving online. Two of those four 

participants mentioned how understanding terminology of 

the information plays a part in the overall experience. 

“I'm doing a trial for them for do I think that makes sense? 

It does make sense whether I know it's true or not is 

debatable but I've picked that up because I'm asked all the 

time and I like things not to be written in garbage terms for 

other patients really.” (PT1) 

“Interviewer – So are you naturally the sort of person that 

tends to research up on everything and the fact that you 

have a nursing background, it all helped you? 

Yes, particularly so because I can understand the 

terminology and because it’s a gastrointestinal cancer, I 

used to work in a gastrointestinal unit so you know, the 

anatomy doesn’t change in all those years.” (PT2) 

Four participants out of the eleven that commented on 

reliability of sources, had no confidence in the information 

they had received from particular sources. Three of those 

participants mentioned that they would always double check 

with their medical staff before committing to any 

information they get elsewhere. 

“If there was something and I couldn't get through to the 

nurse then I used to Google it. I used to always still not rely 

only on the Google apps or information. I used to still check 

it with my nurse, double check and then make up my mind 

what to do after.” (PT12) 

“I mean especially within the cancer community, there's so 

much stuff like snake oil and it will kill this and it'll do that. 

So yeah, it's really important to try to make sure that there's 

proper citations and things. I mean, I studied a science- 

based degree at university, so I know not to just trust 

everything I read. So, yeah, yeah, definitely. I would always 

check.” (PT5) 
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“I wasn’t silly, you know… anything that would’ve been 

involved using a lotion or a cream or taking anything then 

obviously, I'd have checked with a medical professional, 

because at the end of the day people are not medical 

professionals.” (PT9) 

From those eleven participants, six expressed conflicting 

opinions on the reliability of receiving information overall. 

“It was depending which source I was reading, my 

confidence in the data. For example, if I was reading 

something from say, for example, the Mayo Clinic, which 

is in Minnesota in the States, then, I would have very high 

confidence because it's one of the best hospitals in the 

world, where a hospital of the equivalent. Whereas if it was 

from some private source then, I would have less 

confidence.” (PT10) 

Two participants revealed that they either have to use an 

element of common sense to confirm what it is they had read 

or check the origin of the source of information. 

“I was confident to a certain degree, to a certain level. 

I knew from experience, from when I had the diagnosis 

because there was so much that it bombards you with 

it. I knew not to rely too much on it. Common sense was 

a big factor. I felt I had to draw my own experiences. I 

had to draw my own life.” (PT11) 

“Yeah so fact checking, a lot of things, this is obviously 

an issue and so anything that's to do with support 

groups as well I was always really conscious of, you 

know, if it's just somebody's opinion or whether, 

something they've tried that's worked for them. I've 

always tried to fact check it and... check the source and 

whether things have been cited as well.” (PT5) 

4.1.5 Medical Staff Communication 

Seven participants described their post-cancer experience 

with medical staff as inadequate. A common theme was the 

notion that doctors are not educating patients on the 

aftereffects of being treated for cancer. 

“Interviewer - Is there anything they didn't tell you that 

you had to research? 

Relapse. I never knew I'd have a relapse and I never 

knew that going through cancer would make me 

menopausal or diabetic. I was never told that either.” 

(PT11) 

Some participants expressed feelings of abandonment after 

their initial bulk of treatment has ended and thus being 

forced to seek external support to fill in the gaps of 

information. 

“One thing I would say was that they don't really tell 

you the complications of the long-term and side-effects 

of chemotherapy which I think they should have... and 

you're sorta dropped once you finish chemotherapy 

they say well come back to the unit if you got a problem 

within 6 weeks but after that you really need to go to 

your GP. You sorta feel like you're just dropped and 

left, abandoned if you like.” (PT2) 

“I think the biggest thing was just availability of 

information was a problem. I felt like the only real 

support that I got was from my actual treatment.” 

(PT5) 

“You’ve got this whole support around your physical 

health. Then, when you're treated then it's like 

nothing.” (PT8) 

Two participants claimed that their doctor does not know 

about certain questions pertaining to specific topics such as 

diet. 

I think doctors are hugely conservative and very 

narrow in their profession. So, my oncologist is quite 

narrow in what he says about diet and other such 

things… trying to talk to him about sugar and stuff like 

that, he's not interested at all really. (PT1) 

I mean half the problem is that there's not a lot of 

awareness of it within the medical community 

itself…we have to become our own experts. (PT5) 

One participant was extremely critical with her treatment 

from one hospital she was a patient at. 

 
I personally, I felt it was kind of, I felt like I was 

intruding when I phoned up to ask questions, I didn't 

feel that it was, it was kind of what you can ask the 

specialists that when you see him kind of thing. (PT6) 

I think they're focused on the next kidney patient… you 

know, it's like a taxi rank. You come in, they do, the job 

and they send you out. (PT6) 

On the other hand, seven participants also commented on 

areas where they were satisfied with the support they had 

received from medical professionals or charities that work 

alongside them. 

 
“I have a very good GP practice. So, he would see me 

once a month even though, just through my treatment 

just to talk to me. And they offered me anything else 

that they could do for me like acupuncture and this kind 

of thing. So, I think I’m been very blessed in that 

sense.” (PT7) 

“I think was incredibly lucky. I had a fantastic CNS 

(Clinical Nurse Specialist).” (PT4) 

“I was completely satisfied. Two years after being 

discharged, I am still receiving monitoring support.” 

(PT3) 

4.2 Technology User Needs 

The current technology that cancer survivors use was 

discovered during our interviews. As well as this, some 

future desires regarding functionality was explored as well. 

The results will be discussed under four categories; health & 

fitness tracking, organisation & reminder tools, mindfulness 

and stress management and customised communication. The 

author also learnt a lot about the benefits of online support 

tools and face-to-face support, and how the two could 

possibly be combined through inclusion of social media 
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platforms. Interestingly, one participant mentioned how 

their diagnosis made them technologically savvier. 

“I was surprised how much I used online because I'm not 

a particular techno person, but I developed skills through 

my diagnosis.” (PT8) 

 

Participant 3 claimed they had not used any form of 

technology when in the recovery phase of their treatment. 

 
“No, I don't use any specific applications or software 

helping me in my recovery.” (PT3) 

 

Participant 10 expressed that while technology has not really 

helped with his condition, he still has utilised web searching 

with Google to obtain more information. 

 
“The only real software or hardware that I’ve used is 

Google on the Internet, information on the Internet about 

the condition. I’ve not needed to use any other apps or 

hardware to do with it. I will imagine for some types of 

operation, or some types of cancer, you might have to use 

more information or devices but, in my case, that wasn't 

necessary.” (PT10) 

 

A reason for this might be aged related and the general 

knowledge of using technology as a source of information. 

Participant 2 mentions this. 

“I'd say in summary, the more that you can do digitally, the 

better, depending on your age group or how tech-savvy you 

are.” (PT2) 

 

4.2.1 Health & Fitness Tracking 

Nine participants are activity striving for better physical 

health. 

 
“I mean as part of my own sort of cancer rehabilitation I've 

started improving my physical fitness.” (PT5) 

 

“Well in an odd way, I'm much more active and I'm much 

fitter… I've kind of upped it since the cancer I've become 

more active and it's almost like a, I don't know, like a 

raging against the dying of the light or whatever people 

call it.” (PT6) 

 
Two participants currently use digital apps to improve their 

dietary habits. 

 
“I used the recipe apps that use the after-cancer kind of 

good health recipes” (PT12) 

 

“What I can eat is restricted by sorta side-effects, gut side- 

effects, you get diarrhoea quite a lot even after this length 

of time so there’s certain things you can't eat too much of 

because it just exacerbates that.” (PT2) 

 

Three of these nine participants own a Fitbit [19], an activity 

tracker that is attached to a user wrist and tracks data such 

as step count, heart rate, calories and sleep quality. 

 
“I was then using sites to look-up types of activity, activity 

that's safe and Fitbit. I used that to look-up the steps that 

I’ve done and to make sure that I’ve been active through 

the hour that I get up and move around… Whereas I’ve 

always exercised, but I’ve done it almost being unaware of 

that. This makes me aware and it becomes more central to 

my life.” (PT8) 

 

“I mean as part of my own sort of cancer rehabilitation I've 

started improving my physical fitness and I've got a Fitbit 

to track that so that really helped. I can see, you know, how 

my sleep health is and also how much activity I've done 

over the week and if that's improved and because all of that 

will obviously improve my osteoporosis, my bone health 

and things and overall fitness, which would reduce the 

likelihood of cancer coming back and you know any kind 

of secondary primary diagnosis and things.” (PT5) 

 
Participants mentioned that by using a Fitbit, they are 

motivated to complete their daily personal step count goals 

for example. 

 
“I've just achieved my 3000 steps for the day so it's quite 

easy to do and it's quite motivating.” (PT1) 

 

“Although I don't have goals necessarily set on it, I do 

monitor it and in my head think, right. Well last week I did 

60,000 steps so this week I'm going to try and do more or 

more hours in the gym and that thing.” (PT 5) 

 

“I like to compare each week. Have I done the same 

amount of exercise, more? To be able to track that against, 

I get periods of fatigue still and to be able to track what my 

exercise does to that.” (PT8) 

 
Even for participants that do not own a Fitbit, keeping track 

of daily steps was something that they were interested in or 

already did through other means. 

 
“Well the only thing I have I suppose is on my phone, I have 

a count your steps per day so you can keep an eye on how 

much exercise you're getting and that type of thing.” (PT2) 

 

“I use the iPhone health app to track my kilometres 

because I'm doing the Colostomy UK 50K challenge.” 

(PT9) 

 
Participant 7 mentioned however that tracking steps would 

be a stressful experience for her but acknowledges that it 

might be useful for other individuals. 

 
“I'm not bothered about how much steps I do, I walk up 

escalators, I do what I can you know? But that’s me, it 

would stress me out if I... I think for some people it's very 

helpful?” (PT7) 
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Four participants mentioned that they are ultimately quite 

goal-orientated and would enjoy being part of an 

environment that promoted healthy competition. 
 

“It would motivate you if you'd be able to share it with 

other people and see how well everybody else is doing, like 

healthy competition.” PT12 

 

“I'm struggling with still is getting my 30 minutes of 

exercise in every day [laughs]… If we're a group and we're 

signing up because the government guidelines are 30 

minutes a day. Which helps to prevent recurrence or lessen 

your chances of recurrence or whatever. If you sign to that, 

to being with other people to try and keep that up really. 

When you have to report back to somebody that's always 

motivating I think. [laughs] For me, that would be helpful.” 

PT4 

 

4.2.2 Organization & Reminder Tools 

In total, four participants spoke about various methods of 

using technology to organise aspects of their life or wanting 

a tool that can fulfil their specific needs in this area. Two out 

of those four participants mentioned that they have problems 

with their memory as a result of the treatment they received 

for the cancer. 

 
“I like a lot of cancer patients have problems with recall 

and memory.” (PT5) 

 

“I didn’t used to have these things before... I think my 

memory has gone worse through treatment so that's a good 

way of keeping things together really.” (PT 1) 

 

Participant 1 & 5 currently use a mobile app to manage their 

medication and alerts are programmed to remind them when 

to take them. 

 
“I use an app on my phone called Medisafe. I use that to 

log all the medications that I need to take and when, 

because often even if it's something that's incredibly 

important I have to take, I'll forget it because it's so... just 

trying to remember everything is just a nightmare.” 

(PT5) 

 
“You enter your meds on and then it will give you an alarm 

when you're due to take one. If you want to put symptoms 

in there as well you can, so you can keep notes for your 

doctor and stuff so it's quite good. 

 

Interviewer - Does your doctor find that useful to have 

everything... 

 

I think so because it means I'm organised so if they see you 

every 6 weeks or 8 weeks or 12 weeks, it’s easy to say I 

can't really remember really. So, the detail is handy.” 

(PT1) 

 

Participant 1 also uses an app that lists her eating plans and 

a ‘wish list’ (a list of desired occurrences). Similary 

participant 9 uses one to count down to her next holiday. 

 
“There's also another app call Listonic, a list app... so I've 

got eating plans, my wish list which is aka. my bucket list, 

so I get pleasure out of this, so I do one a month and I tick 

off something exciting to do. I planned all this when I was 

unwell and now I enjoy doing things. It's just a to-do list 

really but it's helpful for keeping things in one place.” 

(PT1) 

 

“I also love my holidays and that was a big thing for me to 

get back to. I used the holiday countdown app to look 

forward to our next holiday.” (PT9) 

 
4.2.3 Mindfulness & Stress Management 

Three participants discussed using meditation apps to reduce 

stress levels. Participants 1 & 11 had a positive experience 

with them. 

“Yeah so mindfulness, Headspace is another app for the 

stress management, that's really useful. 

Interviewer - What do you specifically use it for? 

Stress management, because I got PTSD after the cancer 

diagnosis and my board was really difficult and my church 

was really difficult tragically, it was a quite difficult and 

stressful time.” (PT1) 

“Mindfulness. I downloaded. That was very, very. It was 

10 minutes of sheer breathing and it was really nice is when 

you're cool, calm, collected, no kids around shouting away. 

It was just-- It was lovely. Just to get those minutes to 

myself where just breathe. You can just be at one with 

yourself. 

Interviewer - Do you still use the app to this day? 

No. If I want to, I just do it myself. It's kind of self-taught 

now.” (PT11) 

Participant 9 commented on the fact that it didn’t really work 

for her. 

“A few people recommend some of the meditation apps. 

They didn't particularly work for me, I think. They could 

work for some other people, but I'm a bit of a cynic when it 

comes to things like that.” (PT9) 

4.2.4 Customized Communication 

During our interviews, the author learnt that participants 

either utilise face-to-face support or online support. With 

both formats, participants are able to communicate with 

fellow cancer survivors, discuss anything related to the 

disease and plan meet-ups and events. 

4.2.4.1 Face-To-Face Support 

Out of the twelve participants interviewed, nine participants 

had mentioned experiences of meeting face-to-face with 

others as a form of support. Seven of these nine have utilized 

services from cancer charities that support the health service 

such as Macmillan [31] and Maggie’s [25]. Many 

participants described how good it felt to be amongst others 

that were going through the same thing. 
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“Unless you were in the situation, you wouldn’t realise 

how important that is... that support and people know what 

you're talking about.” (PT2) 

 
“I got advised to go to cancer support groups. There's one 

in my area and there's Maggie's. It's like a place where you 

can just go, chill, have a cup of tea, coffee, talk to people 

who are on the same boat as you or same journey. There’re 

loads of books and loads of literature. Because being on 

the actual phone itself, it was a bit daunting because there's 

too much information.” (PT11) 

 

“There was a six-week programme which was run by the 

physiotherapist at the hospital, it was specifically for 

cancer patients who'd completed their treatment and 

different speakers came each week talking about diet and 

psychological stuff, different things and then we also did 

exercise for about half an hour, something like that. That 

was really helpful because we were all in the same boat. 

 

I remember in the exercise bit there was also this punching 

bag I was really punching this punch bag and actually 

crying because it was such a relief to be with other people 

who were in the same position, obviously physically I was 

nothing near what I had been prior and I was looking pretty 

awful. Just being with other people is really helped at that 

stage for me.” (PT4) 

 

Participant 8 had access to something called a social 

prescribing group. When asked what it was, the response 

was incredibly positive, so much so that she would return to 

this service instead of conventional medical services. 

“I’ve been directed to it through, I think it was my GP. 

They're a group that are based in a hospice in northeast 

London. They run-- Well, I would tend to think of them as 

like, well-being. For example, they invited me to be part of 

a group that was like six weeks. It was with maybe, they 

were, I think eight or nine of us. We looked at aspects of 

our lives about, it was how to get back to being normal. We 

were able to share what our experiences had been, what we 

were finding difficult and how to get on with things, where, 

I supposed to be a bit self-sufficient… It was really good. 

Yes. I would go back to them ahead of a medic. (PT8)” 

4.2.4.2 Online Support 

In total, nine participants are a part of some form of online 

group. This is in the mode of many forms such as online 

forums, instant messaging, and social media. Those that are 

part of forums enjoy being part of a close-knit community 

that is very localised to their specific cancer. Participant 4 

described being part of a forum that is specifically for 

ovarian cancer patients and survivors. 

“Anybody with ovarian cancer, you sign up for it and then 

you can ask questions and people post and then you 

respond and you post and they respond, so I did all that as 

well. I still sometimes go on there and I did join treatment 

as well and that's an online thing and that was really nice 

to keep in touch with people.”(PT4) 

One participant expressed how they liked the anonymity of 

being part of an online group and how they could obtain the 

information they needed without having to talk about it face- 

to-face with anyone. 

“It was online community. Actually, I liked that because 

I'm now three years down the line but initially, I found it 

very hard to talk about a personal story face to face. It felt 

that if I could do it online, almost I could pretend that 

hadn't happened. I could get the information without 

having to face it. (PT8)” 

One participant talked about how they were part of a 

specialised online forum but do not actively partake in 

discussion. 

“There's one called Smart Patients and it's specifically for 

kidney cancer. To be honest, I don't talk. I just read what 

people post and occasionally there will be stuff that's 

relevant to you posted… because it was specific to kidney 

cancer then I found it really useful. And people put their 

background on it, so you know what type of kidney cancer 

they've had, whether they've had it removed or whether 

they've had a past, you know, so you know their 

background.” (PT6) 

4.2.4.2.1 Social Media Positive Perceptions 

Many participants mentioned how they use multiple 

forms of social media to either get support or to project 

their own experiences to empower others. Some 

participants have been on the receiving end of the online 

support and have been thankful for it. 

“Sometimes, when I was at night feeling really 

frightened, really isolated, really toxic because I was 

being blasted with high doses of radiation and to have 

that instant support there, was just magic.” (PT8) 

Other participants have made it a priority to provide support 

to other cancer survivors and patients using social media 

platforms. 

“I've also gone on to start an Instagram account as 

well, so I mostly use that to sort of document my life 

with having two ostomies. I don't have a huge 

following… its mostly people I don't know. It's mostly 

people that have ostomies or awaiting surgery and lots 

of people have contacted me beforehand or just like 

thanked me for sort of dispelling myths that people 

have about, about them.” (PT5) 

“I’ve also used it (Facebook) as a platform to raise 

awareness... Beforehand I didn't obviously talk about 

what I was going through on Facebook, but afterwards 

I decided to raise awareness, because I think people 

don't really understand about stomas. Basically, I’ve 

written for blogs, I’ve put information on my own page, 

I’ve shared articles. I’ve found it's been a platform to 

educate others which is not something I would have 

done before.” (PT9) 

“I also want to role model that if you get cancer, life’s 

not over, that there is life worth living.” (PT1) 
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Face-to-face meet-ups can also be arranged through social 

media groups and survivors keep in touch with the people 

they met online regardless of their current condition. 

“Other patients will give support and say oh yes that 

happened to me and I tried this and I tried that, go see 

your doctor and such and such treatment might be 

good for you. In fact, just out of interest, I was in 

London last weekend, we had an appendix cancer 

group meetup.” (PT2) 

“I still keep in touch. I don't go on as much as I used 

to, but I do still keep in touch… Keeping in touch with 

that online support has been very important to me. I’ve 

never met them, I do still try to support them as much 

as I can.” (PT4) 

4.2.4.2.2 Social Media Negative Perceptions 

On the other hand, three participants cited their dislike of 

social media and how they keep away from it because topics 

outside of survivorship are discussed on certain platforms. 

“Social media is not important to me. I have never bought 

into it like the younger folks do. I feel like I don't need it, I 

don't need to know everything that's going every minute of 

the day.” (PT3) 

“I'm not a participant. I don't really like social media 

personally. I think it's a tool for intimidation and 

discrimination and people giving vent most appalling side 

of the characters. So, I shy away from it to be honest.” 

(PT6) 

Participant 1 reported on how she did not want people to 

know she had cancer and negatively perceive her via social 

media. However, she would discuss it face-to-face when 

required. 

“I didn’t want people to think she's got cancer, she's 

dying… I'd write it on newsletters to people and I talk about 

it face-to-face but I wouldn’t put it on social media.” (PT1) 

5. DISCUSSION 

In this project, the types of information/support cancer 

survivors look and what digital tools they currently use and 

would want for the aftermath of the disease were discovered. 

The results of this study mean that we are able to provide 

some design and feature recommendations for a future 

digital tool to be created by highlighting methods of 

maintaining health both physically and emotionally. 

Our findings are in line with previous literature as most of 

our participants did indeed join and take part in various 

different forms of support groups to facilitate a new normal 

[1] [40]. Many participants use social media to actively 

promote their new lifestyle and help others by doing so 

through sharing personal experiences and answering 

questions others might have about their condition. This 

particular result strengthens the work conducted by Genuis 

& Bronstein [41] as they too concluded that participant that 

sought out experiences of others within their respective 

groups, helped formulate new beliefs of normality. 

However, this particular finding could be a consequence of 

the recruitment strategy, as some participants were recruited 

through social media meaning they are already actively 

participating on social media platforms. 

5.1 New Findings 

5.1.1 Information Gathering 

From our results the author learnt that cancer survivors wish 

to obtain information about a variety of issues regarding 

their physical and mental health. The majority of 

participants actively seek information through online 

sources. If a digital tool was to be created it would need to 

include, but not limited to: access to emotional support, 

personal diet and fitness information and symptom 

information for subsequent treatment. Currently confidence 

towards online sources are mixed. Those that have zero 

confidence in what they read online tend to take the 

information they receive and relay it to their medical 

professional for confirmation. A new tool would need to 

ensure that information is verified from a reputable source 

to warrant confidence in its use. Generally, participants were 

pleased with any face-to-face support they received through 

cancer charities or their medical services, if representatives 

could embed themselves into a digital application to monitor 

the information being shared on the platform, a high level of 

trust would be maintained. 

5.1.2 Abandonment After Discharge 

Some discussed the feelings of abandonment and neglect 

after being discharged. This is in line with findings provided 

by Halstrad & Fernsler [22]. Laranjeria et al. [13] suggested 

that clinicians should consider how important the support of 

other people is. Our results show that the majority of cancer 

survivors are not being directed to external support services 

and are left to discover it themselves. If a digital tool is 

advertised while treatment is concluding then users can 

familiarise themselves and adapt to a new normal swifter. 

Seven out of twelve participants found their post-cancer 

experience with medical staff to be inadequate meaning 

more communication and support must be provided by 

health services to minimise these negative outlooks. By 

medical staff maintaining a presence after discharge, gaps of 

knowledge can be filled to help both emotionally and 

physically depending on the problem. On the other hand, a 

study by Schneider et al. [23] concluded that patients are not 

always willing to take health management and responsibility 

into their own hands. This means that some survivors might 

not wish to use a digital tool regardless of possible benefits. 

To obtain true empowerment to use such a tool, survivors 

must both take and relinquish control of their wellbeing [8]. 

The motivation to obtain control is only empowering if 

relatedness, competence and autonomy is fulfilled [23]. 

5.1.3 Online Aftercare 

As discussed, a core functionality of a digital tool to support 

cancer survivors must have an area where survivors can talk 

to other survivors about a whole range of topics while also 

being monitored and supported by clinicians that are 

knowledgeable in that particular field of topic. Currently 
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there are existing platforms [14] [24] [35] that allow this but 

visibility of such tools is low as most participants did not 

discuss being able to speak to medical professionals after 

being discharged. By vocalising the option of joining an 

online support community when treatment is ending, it 

would address the concerns of individuals gaining high 

multi-factorial emotional distress after loss of medical 

monitoring as concluded by Ganz [21]. The substantial 

discrepancy between how patients and physicians view QoL 

after cancer that James et al. [10] reported on would also be 

addressed as there would be greater clarity into the types of 

problems cancer survivors are discussing on the tool. A live- 

video chat feature alongside forum-based interaction (for 

example), could also warrant greater engagement and 

enjoyment for those seeking face-to-face support. Planned 

discussions with medical staff could be arranged for users to 

express their concerns in real-time which others can also 

view and heed any relevant advice. 

The majority of participants aim for better physical health 

after cancer. As previous literature has stated [12] [6] [39] 

[20] [33], physical activity, weight management and diet 

play a role in the overall health of cancer survivors. This 

knowledge appears to be well-known to survivors however 

means of managing these things are scattered amongst 

different platforms and modes. Having a centralised point 

which participants can customise the tool to their particular 

needs would be desirable as users could share their personal 

content such as recipes, exercise plans and mindfulness 

techniques. This would not only keep the community 

engaged but a sense of healthy competition with oneself (or 

others) could be conceptualised for those choose to opt-into 

this idea, as a few participants mentioned that they are goal- 

orientated and enjoy having a visual representation of their 

efforts. Possible gamification features could be integrated 

for those particular participants that already keep track of 

step count as a way of monitoring their physical activity if 

they so wish. 

Studies conducted by Rasmussen and Elverdamn [16] and 

Sekse et al. [9] described the increased awareness of time 

that cancer survivors obtain. Our results are in line with this 

as some participants mentioned that they currently use apps 

that count down to big events planned. Having a feature that 

can be used as a personal reminder of upcoming events 

would be beneficial to some as users will look forward to the 

future. This would also double-up as an organisational 

function where participants that suffer from memory loss 

from their cancer treatment can also set daily reminders on 

medication they need to take or anything else that is related. 

Additionally meet-ups, social events and medical 

appointments could also be attached to a notification system 

that increases awareness of upcoming engagements. 

5.1.4 Catering to Unique Experiences 

After speaking to various different types of cancer survivors, 

the author learnt that the type of information and experience 

they seek is unique to one another. Participants pursue a 

personal experience which would in turn mean more 

engagement within their respective communities. For 

instance, many participants that are a part of online 

communities, their group is specifically for their type of 

cancer meaning everything discussed centres around that 

core commonality. During the creation of an account, a user 

could be provided with a series of choices on types of 

information they want to receive, what type of cancer are 

they recovering from (so that they can be placed into their 

respective forum) and what aspects of their health they wish 

to track (if any). Participants also mentioned that location of 

other users is not a problem even if other users are 

international as information regarding the human body is 

uniform and indigenous matters can be ignored or filtered 

out as some matters are only relevant in certain locations. 

Lastly, the creation of a tool must have great usability for a 

broad range of ages and backgrounds. Some participants 

described how it was through their diagnosis that they 

became more technologically adept so the user experience 

and terminology of the digital application must cater to those 

that are not extremely familiar with modern-day technology. 

The level of detail and interaction depicted on the tool could 

be customisable to also satisfy the individuals that wish to 

gain the whole experience. 

5.2 Limitations and Future Work 

The external validity of this project may have been affected 

because of possible volunteer bias that may have occurred. 

The data collected may not be representative of the general 

population as a result of the recruitment process since 

numerous cancer support groups were contacted directly, 

meaning that the participants were already seeking some 

form of support. Efforts were made to reduce this by offering 

a £10 gift voucher to everyone that took part but this would 

have only minimised this issue. 

Another limitation was the timeframe of this project. If the 

author had the opportunity to repeat this study again then 

they would recruit more participants to solidify any findings 

further. The age and gender of our participants was another 

particular issue that could have also been addressed with a 

larger timeframe. The author interviewed nine females and 

only three males in this study. This gender imbalance means 

that the author obtained more of a female perspective of 

cancer survival rather than a holistic view of cancer survival 

that can be generalised to the general population. Nearly all 

the participants were above the age of fifty. As the author 

mainly interviewed an older generation, they did not gain a 

huge insight into how younger people below the age of forty 

use technology as they are more likely to be more 

technologically advanced. 

The quality of the interviews varied, a few participants were 

able to speak more about their condition and general 

wellbeing rather than the digital tools they have used to help 

remedy their wellbeing after cancer. This meant that 

portions of those interviews were not useful when it came to 

data analysis. By using a semi-structured interview format, 
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this was always a possible pitfall that could only be resolved 

by expert interviewing skills. 

There are many areas that can be expanded upon with this 

project. Firstly, the user needs and design recommendations 

highlighted in this paper can be actualised with a workable 

prototype in which cancer survivors can give feedback on. 

Secondly, as previously mentioned, the study can be 

replicated with a significantly increased number of 

participants. With a more diverse age range, the perspective 

of younger cancer survivors would also provide further 

interesting insights. Participants could also be located 

worldwide for additional viewpoints. 

6. CONCLUSION 

This project aimed to investigate how and what cancer 

survivors research after their treatment for the disease has 

ended. Furthermore, the author wanted to discover what 

particular digital tools are survivors currently using and how 

these findings can be combined in order for a digital tool to 

be created. To achieve these user requirements, twelve semi- 

structured interviews were conducted with survivors across 

the U.K. to obtain this information. 

The study showed that a digital tool needs to support 

information gathering on a wide variety of subjects based on 

particular needs and requirements of the survivor. Not only 

does a potential system need to be personalised but every 

piece of knowledge needs to from a reputable source to instil 

trust of the user. As well as this, a communication platform 

must be implemented with fellow survivors and medical 

professionals to create a community that supports each other 

similarly to face-to-face interaction which is a well-received 

method of obtaining emotional support. Furthermore, the 

functionalities implemented such as tracking physical 

health, diet and emotion should all be customisable to the 

user’s personal requirements. The whole tool should be 

designed to cater to precise personal needs wherever 

possible so as not to alienate and detract the user. It is hoped 

that such a tool will be created and tested with cancer 

survivors in the future to support and boost their quality of 

life after cancer. 
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APPENDIX 5: PARTICIPANT 1 INTERVIEW TRANSCRIPT 

 

Interviewer - So my first question is, what type of cancer where you diagnosed with and roughly how long ago 

was that? 

PT 1 - I was diagnosed in July 2015, so just approximately 3 years ago with non-hogkin's lymphoma, so lymphatic 

cancer. 

Interviewer - How long since your treatment was finished? 

PT 1 - This cycle of treatment has been finished in February this year so February 2018 so I've just had 24 sessions 

of chemo over the last three years and then I'm in the 'watchful waiting' stage now and will have more treatment in 

the future. 

Interviewer - Is there a lot of treatment left or... 

PT 1 - I think of it as 4 lives so I've had 2. I've had the sorta intense chemo therapy and I've had the less intense 

immunotherapy chemotherapy and then I probably get stem cells transplant from myself and then stem cell 

transplant from somebody else on the planet hopefully, they're my 4 lives so I'm halfway. 

Interviewer - Brilliant, that's great to hear. How has your typical day-to-day life changed since the cancer, if so 

how? 

PT 1 - Since stopping the treatment or... 

Interviewer - Yes. 

PT 1 – Well I suppose beforehand of up till February this year I had two weeks out of every six principally off work. 

I might have been doing some stuff but I was out circulation because I was just wiped out from the chemo to be 

honest. So, I suppose one thing is that I don't have that I've got 8 weeks in 8 weeks not 6 weeks in 8 weeks so that's 

good. I've started to drive a little bit, not much but a little so that's an improvement. I've come off my anti- bacterial 

antibiotics and anti-viral preventative meds. I'm going on a cruise this summer so that's a bit more exotic than the 

sort of things round the UK I've been doing up till now so that's a quite an exciting new adventure. I think I do 

generally feel more strong, I think that's a general improvement in my condition. 

Interviewer - What type of information did seek after the chemo and how did you seek it? 

PT 1 - I quite like information generally, I suppose one thing I have particularly done is look at diet. So funnily 

enough I was looking at something just before you came which was from the British Nutrition Foundation and 

they're looking at frequently asked questions and cancer nutrition myths as well so you know, does sugar cause 

cancer? Is there a special diet to beat cancer? Will eating super foods prevent cancer? No dairies blah blah blah and 

this whole ketogenic diet that people talk about. So, people drive me nuts all the time about food so I went to church 

the other week and someone said, "Have you tried a ketonic diet?" and I said yes but I'm vegetarian and she said, 

"Well why are you eating all that stuff, the whole of that plate is full of carbohydrates." which is quite rude really. 

But you know, it's cherries and couscous and salad and it's like well it's really fine... but it's that or eating processed 

slices of meat and sorta chicken wings so I thought that's not healthy either. So, I suppose I've looked that sorta stuff 

I sought and I just called this morning to a gym in Hertfordshire to look at some exercise program. 

Interviewer - Perfect so have you been more focused towards the personal health and fitness and diet sorta thing? 

PT 1 - Yeah, I think so because I now feel like I've got through the big huge piece of chemo and now it's a case of 

getting on with life and making myself as strong as possible. Keeping my health and energy up and enjoying life as 

much as possible but I do think that to the best of my knowledge the cancer is still growing, they just can't treat it 

at the moment because it's not big enough or bad enough. So, I have to just... if there’s something I can do to stop it 

coming so quickly, I think things like stress management and mindfulness is another area... I've listened to some 

videos on mindfulness on the computer and what I can do to make my environment as healthy as possible. 
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Interviewer - How confident are you on the usefulness or effectiveness of the things you've read such as that leaflet. 

PT 1 - Yeah well, it's a very good question, the reason I haven’t replied immediately cause it's like do I believe it 

or not? It's like all they cite... four questions about the myths of dairy, superfoods, ketogenic diet and sugar, which 

I get asked all the time or people telling me all the time "What are you doing about your diet?" or whatever and I'm 

quite health anyway so I find it a bit annoying that people ask me but I think it is very difficult. There's a whole 

conspiracy theory about Cancer Research UK, are they funded by the sugar industry and all this stuff. I think really 

is it true... I mean I like that because it's the British Nutrition Foundation so... 

Interviewer - So it's like a reputable source that you trust? 

PT 1 - Yes, it is and actually I'm doing a trial for them for do I think that makes sense. It does make sense whether 

I know I know it's true or not is debateable but I've picked that up because I'm asked all the time and I like things 

not to be written in garbage terms for other patients really. 

Interviewer - Do you come across any conflicting opinions about what's the best way to tackle sorts of things? 

PT 1 - Oh absolutely huge minefields which diet is one of the absolute top things which drives me nuts because I've 

said to this lady what would you eat off this table for food... cherries look fine to me and I'm not eating them all the 

time and it's lovely, it's summer and it's a luxury, and gotta live anyway... so I do find it difficult. I went to a 

conference last year where there was an oncologist which had retrained as a nutritionist which is quite an interesting 

combination and I said to her... it was near my birthday in November and I said look I've got life-limiting cancer, I 

was healthy beforehand, I was probably 90% eating beforehand, don't drink much alcohol, don't eat that much sugar 

but I've only got so much life left, is it okay to have a little bit of what I like because otherwise what's the point of 

living frankly. 

Interviewer - Exactly, you want the best quality of life as possible. 

PT 1 - Yeah exactly and she said as long as you do 80% that's fine but this health freak... fanatic and my church 

person, funnily enough I'd already seen her, I didn’t know what she did but there was a man there who was very 

very slim and I actually thought he looks anorexic earlier then I found that he's a client of hers on this diet... there 

you are! So, it's like who is talking to who about health really but it's difficult to argue from a point of fact because 

the whole industry is quite open to understanding and misunderstanding but I have listened to podcast from so- 

called experts on diet and mindfulness and such other things but I don't know what the quality is like. I try to get 

them as good as I can but some of these people have got huge followings and... 

Interviewer - So you kind of go with the flow or the masses to kinda gauge if something is reputable? 

PT 1 - I suppose I look for different sources. I mean I use a bit of common sense myself as well but I think anything 

that says I can't have, I can see that bananas have got high sugar, natural sugar, I'm only trying to exclude refined 

sugar but bananas have now become the enemy and citrus the friend because they're half the sugar. I think well fair 

enough that's useful information for me but I still think, every now and again... I was doing a wheelchair marathon 

at the weekend and banana were my friend so you know, its horses for courses really as well. 

Interviewer - What sort of information or support would you have wanted by the doctors after the initial round of 

chemo? 

PT 1 - I think doctors are hugely conservative and very narrow in their profession. So, my oncologist is quite narrow 

in what he says about diet and other such things. He likes exercise, he's quite impressed if I do any exercise, that 

gets a tick in his box but trying to talk to him about sugar and stuff like that, he's not interested at all really. 

Interviewer - Right, so is it just his knowledge that he just gives so... 

PT 1 - Yeah and I think the medical profession have very little training to the best of my knowledge in their medical 

training on nutrition. So, if you have a problem with eating, they'll send you to a nutritionist but he's the specialist 

and he just blips me out to somebody else really. 



23 
 

Interviewer - Right, that's really interesting. So, are there any digital tools or apps that you have chosen to use 

related to your personal aftercare treatment, if so what are they and how do they help you? 

PT 1 - A Fitbit so I guess that would be one, I guess you'd count it. So, a Fitbit because it gives me motivation, I've 

set it quite low. I've set it to 3000 a day because even a day like today where I'm really on kinda a week of sort of 

bedrest post this wheelchair mega marathon on Sunday and I've just achieved my 3000 steps for the day so it's quite 

easy to do and it's quite motivating. It's quite often I'll do somewhere between 6 and 10 so it's like I'm unfit but I 

think it's a good motivator. If I'm going to go to the gym from September, I've just agreed a 9-month rehab course 

so that's another thing. I'm quite goal-orientated really. 

Interviewer - That’s really cool to hear, so with the Fitbit do you get notifications that tell you to keep going to 

reach your goal or... 

PT 1 - Yes, I do, well I programmed it very low because I don't need a stick, I need carrots and once I got the carrot 

I'm off anyway really. I'm not somebody that breaks the motivation if I've set it, I'll achieve it. But in the gym, I 

think once I've decided if I'm going to go twice a week or three times a week then that’s... then I need to actually 

have something that I'm doing how many repetitions or whatever so that's quite good. 

Interviewer - Perfect, so how important are social or communications apps to you and has this changed after been 

given the all-clear essentially after the first round? 

PT 1 - Do you mean like Facebook and all of that sort of stuff? 

Interviewer - Yeah so social media in general, has the effectiveness increased or decreased? 

PT 1 - Yeah well interestingly because I run a charity and I set it up, my management team disappeared overnight 

really when I got ill which was really depressing and it's just when I'm about to start chemo I've got no mangers left 

so that was quite stressful. I didn’t want people to think she's got cancer, she's dying, she's out of here, we'll take 

over her role... so I was quite careful not to put stuff on social media, I'd write it on newsletters to people and I talk 

about it face-to-face but I wouldn’t put it on social media. I've done this wheelchair marathon so it's like a celebration 

of the end of the 24 cycles of chemo... so I prompted that heavily on social media... Facebook, LinkedIn, I'm sure 

it'll go on Instagram, Twitter of course and I've talked on radio as well. 

Interviewer - So it helped get the word out without giving too much personal information? 

PT 1 - Yeah, it did. I also want to role model that if you get cancer, life’s not over, that there is life worth living. I 

think that's why I've kept more charity going because it's actually something bigger to think about than just my 

health. 

Interviewer - Okay so that's all the planned questions I had. Do you have any thoughts or suggestions to share for 

things we haven’t covered? 

PT 1 - Yeah so mindfulness, Headspace is another app for the stress management, that's really useful. 

Interviewer - What do you specifically use it for? 

PT 1 - Stress management, because I got PTSD after the cancer diagnosis and my board was really difficult and my 

church was really difficult tragically, it was a quite difficult and stressful time. I can't really decide whether they 

really cared about me and wanted me to not burn out and take rest or they really didn’t care about me and wanted 

me to leave and so they could take over... the juries out really, who knows but I use that to manage that really as 

well. 

Interviewer - How many times a day do you use this? 

PT 1 - About 3, I try do that stuff morning, middle of the day and the evening and so... 

Interviewer - Is that how many times the app suggests you to use or... 

PT 1 - No I just try and do it cause it’s like, breaks the day really. 
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Interviewer - Kinda like meals... 

PT 1 - Yeah exactly and I used to do something at the beginning of the day and the end of the day but I wanted to 

put something in the middle of the day because it's easier to lose tranquillity and peace... something else I've used, 

well a bunch of things really. There's this one called manage my meds I think it is so it's like medicine management. 

I think I take meds almost every two hours so it's an easy way of managing meds. 

Interviewer - Could you tell more about that; do it mimic like the real-life little box? 

PT 1 - Yeah, you enter your meds on and then it will give you an alarm when you're due to take one. If you want 

to put symptoms in there as well you can, so you can keep notes for your doctor and stuff so it's quite good. 

Interviewer - Does your doctor find that useful to have everything... 

PT 1 - I think so because it means I'm organised so if they see you every 6 weeks or 8 weeks or 12 weeks, it’s easy 

to say I can't really remember really. So, the detail is handy. There's also another app call Listonic, a list app... so 

I've got eating plans, my wish list which is aka my bucket list, so I get pleasure out of this, so I do one a month and 

I tick off something exciting to do. I planned all this when I was unwell and now I enjoy doing things. It's just a to- 

do list really but it's helpful for keeping things in one place, 

Interviewer - Yeah just staying organised. 

PT 1 - Yeah exactly, but I didn’t used to have these things before... I think my memory has gone worse through 

treatment so that's a good way of keeping things together really. I then... I suppose I've used support groups as well, 

WhatsApp, I've got a WhatsApp group... 

Interviewer - Who’s in the group? 

PT 1 - Ahh nice people really... so it's like just a bunch of girlfriends, 6-8 something like that really. 

Interviewer - Is it people you knew beforehand or... 

PT 1 - Yeah it is but it's got my next of kin person in and it's got a few people in that I care about really... my 

housemate, next of kin, church and a few sensible people really. That season is nearly over now so it feels like that's 

dormant now. Any other comments? 

Interviewer - You’ve given me got lots to think about and check out, thank you very much.
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APPENDIX 6: PARTICIPANT 5 INTERVIEW TRANSCRIPT 

 

Interviewer - So my first question is what type of cancer where you diagnosed with and how long ago was that? 

PT 5 - So I was diagnosed with cervical cancer and that was in August in 2013. So, it was literally just under five 

years, like four years and 11 months. 

Interviewer - Right, how long since your treatment has finished? 

PT 5 - My last treatment was in November 2013. 

Interviewer - Excellent. How has your typical day to day lifestyle changed since remission? And if so, how? 

PT 5 - So I had combination chemotherapy and radiotherapy to treat my cancer. I received a... my no evidence of 

disease in, I think it was around April 2015. But to be honest, immediately after I had my treatment I had a lot of 

side effects and they have subsequently turned into late effects as well. And so, I've, they've been quite extreme as 

well, all attributable to radiotherapy. So, to give you an example, I, um, so I have osteoporosis. I have around about 
four months after my treatment finished I had a pelvic insufficiency fracture. Um, which I think for my age and the 

sort of time after treatment is quite unusual. I also had a lot of problems with my bowels or my bladder and I ended 

up with. I had a lot of bowel blockages and due to strictures in my bowel and eventually got to a point where I had 

a blockage so bad that was so bad that my, the majority of my small bowel became necrotic and perforated. So 

emergency resection and I have a colostomy now and also similarly, I have strictures in my urethritis. So, my kidneys 

kept... I kept getting hydronephrosis where the kidney swells, I had to have interventions like stents, I also had 

nephrostomies, which is like a catheter that's inserted to the kidney... directed into the kidney from the side and 

drained. Unfortunately, none of these, none of these things either worked or weren’t sort of long term... viable long- 

term. So now I'll have a urostomy as well. Some quite, quite big interventions. But yeah, it's all as a result of 

radiotherapy. 

Interviewer - I see. So, it's safe to say that your day to day lifestyle has dramatically changed. 

PT 5 - Yes. I mean, before I was, you know, I was pretty active. I mean when I was diagnosed my son was, he just 

turned one, so I had a young baby comes, you know, I was very active and so just because of treatment and then 

how it sort of left me. I was, I mean for the first, at least the first year was practically housebound and I just had so 

many problems with urgency and having to run to the toilet, but also pain management was terrible. I had a lot of 

pain. So, you know, walking far was a problem with my pelvic fracture and things, so yeah, I only really now just 

started to sort of improve in terms of physical wellbeing and things. So... 

Interviewer - That's really positive to hear. What type of information did you seek after you were fully discharged 

and how did you seek it? 

PT 5 - Okay. So, well, I'm not officially not discharged from oncology, but certainly like throughout my experience 

I've basically have to do a lot of my own research. Um, I've never officially been diagnosed with pelvic radiation 

disease, but that's absolutely what I have. I mean half the problem is that there's not a lot of awareness of it within 

the medical community itself, so, um, but it is it a recognized disease and it is... I fit all the criteria for it basically. 

So essentially because of my own research I've been able to find ways to help with my diet. I've also joined support 

groups and things to get information because it's just not, it's not readily available. 

Interviewer - How did you conduct your own research? What resource tools did you use? 

PT 5 - I mean, it literally started just from googling things like trying to read upon, sort of side effects from 

radiotherapy because I sort of knew that it was due to the side of the treatment rather than the actual cancer. So just 

looking into giving and looking on sort of like Cancer Research and Macmillan, any articles they had on, on side 

effects and just to try and gauge how long it would last, if it would be permanent, you know, what I could expect to 
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change in the future if it would get worse. Um, and just things like that really. I mean I came, I actually came across 

a scholarly article which was developed at the Royal Marsden and I think that was the thing that was my 

breakthrough moment actually because it gave a list of um, given us the symptoms that can be tested in order to, I 

think it's called the alert be tool and it's to basically work out because although some things will have similar 

symptoms but certain tests will eliminate whether it's a small bowel, intestinal overgrowth or whether it's something 

else. So that was great because then it... I could go, I could go to my doctor and say, look, I found this and can I do 

these tests. Yeah so that was really good. 

Interviewer - Excellent. Generally, how confident were you on the usefulness or the effectiveness of the 

information that you were googling? So, although websites and... 

PT 5 - Yeah so fact checking, a lot of things, this is obviously an issue and so anything that's to do with support 

groups as well I was always really conscious of, you know, if it's just somebody's opinion or whether, something 

they've tried that's worked for them. I've always tried to fact check it and... check the source and whether things 

have been cited as well. I mean especially within the cancer community, there's so much stuff like snake oil and it 

will kill this and it'll do that. So yeah, it's really important to try to make sure that there's proper citations and things. 
I mean, I studied a science-based degree at university, so I know not to just trust everything I read. So, yeah, yeah, 

definitely. I would always check. 

Interviewer - Excellent. What information or support would you have wanted after you, after your chemotherapy 

was finished? 

PT 5 - I think the biggest thing was just availability of information was a problem. I felt like the only real support 

that I got was from my actual treatment. So, once the treatment is finished it was only ever about the cancer rather 

than side effects. Um, so being, it would have been good to be signposted to support groups or maybe charities that 

would help. I mean, I know, I think at the moment there are plans to develop a late effects clinic at the hospital, but 

it's certainly something like that would have been fantastic. Somewhere I could go that I could actually speak to 

somebody that's dealt with the specific side effects rather than the cancer side of things themselves. And yeah, 

certainly either like a helpline or just basically just being signposted to somewhere that I could get that information 

from. 

Interviewer - Perfect. So how has technology played a part in your rehabilitation and if so how? 

PT 5 - Okay. Okay. So, I'm trying to think of what I've used. So other than obviously for research purposes, using 

the Internet to get information. I like a lot of cancer patients have problems with recall and memory. So, I use an 

app on my phone called Medisafe. I use that to log all the medications that I need to take and when, because often 

even if it's something that's incredibly important I have to take, I'll forget it because it's so... just trying to remember 

everything is just a nightmare. What else do I use? Just trying to think. I mean I do, I do go on websites and check 

information as well. So just generally just the internet, you know, for checking sources to see if there's any updates 

on, on, you know, subscribing to newsletters to get, update articles and things 

Interviewer - It seems, you're very proactive about seeing new information and that sorts of thing on your particular 

stuff. 

PT 5 - Yeah, definitely, certainly with pelvic radiation disease... I'm not the only person like the people I know that 

also experience it have this sort of opinion that we have to become our own experts because you know, most doctors 

won't have heard of it or wouldn't be able to understand that if they have heard of it, so it's really important to sort of 

be my own expert. 

Interviewer - Yeah that self-education is really necessary by the sounds of it. 

PT 5 - Yeah, yeah, definitely. I mean I guess as a result of it as well. I mean I, I joined a support group which I then 

was invited to be an admin on the support group and then eventually because it was, it was affiliated with the charity 

and then somebody recommended that I worked for the charity, so now I'm employed by the charity and I'm now that 

the office manager as well, so I can now help to distribute information and also sort of network and get that 

information out as well. So yeah. 
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Interviewer - That's a really nice position. 

 
 

PT 5 - I can use my experience as well. So, I mean, I speak as a patient advocate and conferences and things and 

go and exhibit at various conferences as well. So, I think it's as important as a patient to me that, I'm in a position 

and I'm well enough to actually get that information out there and getting sort of a... it's kind of, it's harder hitting 

when it comes from a patient as well rather than just a person as well. 

Interviewer - Yeah, and your voice and loads of other people with the same condition, that voice is being echoed 

across from a patient standpoint. So that's really good. Yeah. So what sorts of digital tool or platform would be 

beneficial to you personally if it doesn't exist, if anything? 

PT 5 -   Certainly, I mean I think one of the biggest things I struggled with personally is sort of management of it. 

I always joke that I need like a P.A, like for just, you know, for remembering medication and booking appointments 

and remembering what I need to book in for like I need to B12 injection every 12 weeks. So, it's remembering that 

I not only just scheduled that for 12 weeks, but I need to remember two weeks prior to that, that I'll need to phone 

in advance to get the slotted GP's. Because it takes, you have to do it in advance and things like that. So, although I 

have like a diary on my phone, it's like I can just click it and have a look at a list of all my appointments and 

medications and when things are scheduled. So, I'll need to make, I'll need to contact my supplier to get all my 

colostomy products and things and in advance and yeah, just some way of managing... put like personal 

management, that’s a bit more specific to patients with memory problem and, organizational... you just have to be 

organized basically. It's not that easy just to... My doctors before said, oh, can you just put it in your diary? It's like, 

yes, if only, I just thought because if I get a reminder, I'll instantly forget it. So, if I have some that I can constantly 

just look at... 

Interviewer - It would be cool if something could automate that process for you. 

PT 5 - Yeah. Like I, do like it. I like having something handy on my phone, like an app. I mean as part of my own 

sort of cancer rehabilitation I've started improving my physical fitness and I've got a Fitbit to track that so that really 

helped. I can see, you know, how my sleep health is and also how much activity I've done over the week and if that's 

improved and because all of that will obviously improve my osteoporosis, my bone health and things and overall 

fitness, which would reduce the likelihood of cancer coming back and you know any kind of secondary primary 

diagnosis and things. 

Interviewer - That's really cool to hear they you use a Fitbit. With the Fitbit, do you have any daily goals, those 

sorts of thing or do you just use it to predominantly track your day to day activity? 

PT 5 - I know, I know it's like an American product, there's the guidelines for you to meet like 10,000 steps a day, 

but I reduced mine to 8,000 to start with. 10 thousand a lot, especially if I'm sat working at home, I just feel 

completely guilty and I reduced my sleep schedule as well because my little one is six and he, he wakes up quite 

early so I was never going to achieve that and that just is depressing. But yeah, although I don't have goals 

necessarily set on it, I do monitor it and in my head think, right. Well last week I did 60,000 steps so this week I'm 

going to try and do more or more hours in the gym and that thing. So yeah. 

Interviewer - Awesome. So, one of my last questions is how important is social media and other digital apps that 
allow you to speak to others and has this changed since your diagnosis and going through everything you've been 

through? 

PT 5 - Yes, a lot. Before my diagnosis I had a Facebook account and really only use that to sort of post pictures and 

chat to friends. Nothing really outside my immediate circle and whereas after my diagnosis and probably more 

specifically I've never ever joined any cancer groups. I've only ever joined a group for people with pelvic radiation 

disease. When I joined that and that was for support and that sort... that sense of belonging and that I wasn't on my 

own. That was, it was really uplifting but also to kind of like see any of my experiences could help other people. 

And then I've also gone on to start an Instagram account as well, so I mostly use that to sort of document my life 

with having two ostomies. And similarly, with twitter as well. I've just started using twitter for the same sort of 

reasons, but that's more along the sides of networking, so partly for work, but also, it's because part of what I do 
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with work is as a patient ambassador in a patient speaker, so I do... it's like a personal account. So that if pe ople 

want to have patients speak because they can come to me initially and then through the charity, but yes, certainly I 

use it more of a... I don't have a huge following, but I guess like on Instagram probably about four, 400 or so 

followers and its mostly people don't know, it's mostly people that have ostomies or awaiting surgery and lots of 

people have contacted me beforehand or just like thanked me for sort of dispelling myths that people have about, 

about them and things. Similarly, I also, you know, I've sort of made Internet friends with people who are also 

bloggers and things, but yeah... I found it really useful and it's actually, I think it's hard to really... although I've 

always been positive, it's had a profound impact on my mental health as well because, you know, it's so easy to let 

a shitty situation bring you down. But actually, it's like, well how could I make a positive out of this? So actually, 

by helping other people and it's, it's quite uplifting and it makes you sort of feel good that, you know, you're helping 

other people. So that's really had a positive effect. 

Interviewer - I feel like you're using social media in one of the best ways possible by getting that information out 

for people in similar situations and everybody feels more... more inclusive I guess. 

PT 5 - Yeah. I think one of the biggest things for me when I, when I first joined the pelvic radiation group was that 

sense of like, it's not just me and it's not just in my head, cause it's such a lonely place to be when you're experiencing 

things like that. It's the relief of meeting other people because although you know, the first 2 years I spent more time 

as an inpatient in the hospital than I did at home because I was just unwell so much. It's weird, like you could be sat 

in a ward full of people but not make any friends because the situations are so different. Um, you know, but when 

you find people that have a similar experience, the connections almost instant and really long lasting as well. 

Interviewer - Yeah because of that mutual understanding across the board. 

PT 5 - So yeah, it’s like the more I do that, it makes me feel so much better as well. Like I have applied to be part 

of the steering group for cancer diagnostics and I went, I was part of a priority setting group for research into people 

living with and beyond cancer. So, it's like the more I do, the more I feel like I'm giving back as well. 

Interviewer - That's really good to hear. Thank you. And finally, do you have any other thoughts or suggestions to 

share about, about things we haven't covered or forgot to mention? 

PT 5 - Um, I'm not sure actually. I mean certainly I think definitely there's a huge gap in after care. I mean, I'm sure 

you've heard people say it's when you finished your cancer treatment, it's like dropping off a cliff. 

Interviewer - Yeah, you're just like left to your own devices like, okay, our job here is done kind of thing. 

PT 5 - Yeah, I mean certainly as well. I mean when I was young had a lot of physical side effects, but I think 

mentally like to have to go through such an ordeal like that and, and in most cases where people have had to face 

their mortality, whether they have treatment for curative intent or not. Essentially the first thing you think when you 

hear the word cancer is I'm going to die or I might die. So, it has a huge impact on people's mental wellbeing. I think 

certainly mental health is often overlooked. Um, but yeah, definitely, definitely used to be something in place for 

follow-up and monitoring as well. I think monitoring most of all because I like a lot of people for a while was sort 

of like, you know, I've, I've been cured of cancer, these side effects or just want I have to put up with but not actually 

really seeking any treatment. So, then I ended up with like a perforated bowel, so had I had that kind of monitoring 

and oh you have this side effect, you shouldn't be putting up with that and there's ways we can treat them things. 

So, I think monitoring tools and you know it would be, would be brilliant. I mean not necessarily having to go and 

see anybody, like you said, like a digital tool. 

Interviewer - Maybe yeah just home monitoring and that data can get sent to your GP and they can just keep track 

remotely. And if something like if you, if you write something one day that doesn't sound too great, maybe they 

can call you in for more tests or something. 

PT 5 - Yeah. Because I think that's the thing, when I've been for clinic appointments that are months apart. I might 

have been experiencing something that's transient as well. So, if I go in and like oh you know, my leg really hurts 

and they'll say you know, anything else? But as soon as I leave, I'm like, argh I forgot to mention that I keep, you 

know, I've been getting loads of bruises and I have been bruising easily and things so you know, important things 
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that having the cancer brain fog, you forget easily. I think that's the other thing, so if it's on your phone, like an app 

or something that you could log, it's there, it's in your head, right, log that down now. Whereas if you think, oh, I 

must mention that when I go to the clinic appointment, you know, and anyone like me will just completely forget, 

even if it is something quite significant. 

Interviewer - I think that would be useful for even healthy people as well. Sometimes you just forget to say 

something or do something for a particular appointment. 

PT 5 - Yeah, I've definitely used Dr. Google a few times because I actually, I actually self-diagnosed my pelvic 

insufficiency fracture because I met all of the symptoms. But just because, because of my age, my doctor dismissed 

it. They said you'd have to be like a 70-year-old plus woman with osteoporosis and it's so soon after treatment you 

don't see this kind of thing, these clinical presents themselves years down the line and then, and then I happened to 

have like an MRI just as part of the clinical follow up and they were like, really sorry, but you do have a fracture 

on your pelvis. So, I guess yes, there's a lot. 

Interviewer - There's a lot that can be done. 

PT 5 - Yeah. Whereas actually if I had logged all those symptoms when I was having them, they might have looked 

at that and think, well it's a bit of an unusual situation for the clinical presentations there. So, I guess. Yeah. 

Interviewer - Thank you very much for your time.
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