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[bookmark: _Toc513550721]Summary
Retinoblastoma is a rare cancer, and a large proportion of children with unilateral disease will require enucleation (removal of the eye). Parents have reported that the second most stressful aspect of retinoblastoma treatment is the handling and aftercare of artificial eyes. This study aimed to understand the experiences of children and their families following enucleation in order to develop some clear best practice guidelines regarding clinical management of this population, and promote innovation in the development of clinical resources to support adaptation to living with an artificial eye. Semi-structured interviews were conducted with parents and children who have experienced enucleation following retinoblastoma. The data was thematically analysed and categorised into six broad themes: Entry into the world of retinoblastoma/Importance of preparation and play programmes; The importance of specialist support/positive reinforcement and hospital support; A family learning to cope/Support and openness at home; Navigating school/The importance of good school support; Parent adaptation; and Child adaptation. The study findings indicate the complex and long-term impact for children and their families of adjusting to living with an artificial eye that extends far beyond their direct interaction with their retinoblastoma team.
1. [bookmark: _Toc513550722]Background
Rationale for the research
Retinoblastoma (Rb) is a rare cancer, with around 40-50 children diagnosed in the UK every year. As this is area of expertise is so specialised, families from across the UK and internationally are required to travel to one of only two treatment centres in the UK for their child’s treatment, one of which is the Royal London Hospital.  
The survival rate for retinoblastoma is extremely high (currently almost 100%). Treatment is primarily to preserve the life of the child, the eye and the vision. However preservation of their eye and vision is not always possible.  Around two thirds of children with retinoblastoma will be diagnosed with unilateral disease opposed to bilateral. Presently around 86% of children with unilateral retinoblastoma will require enucleation (National Tumour Registry 2001-2005), as well as small proportion of children with bilateral disease.  The average age at diagnosis is 24 months (unilateral) and 15 months (bilateral) and examination and treatment can continue up until the child is around 8 years old (Mastrangelo et al, 2007). 
Parents have reported that the second most stressful aspect of retinoblastoma treatment is the handling and aftercare of artificial eyes (Norgate & Littleton, 2004).
From the investigators experience of working with retinoblastoma families, living with an artificial eye is something that both parents and children often find the most difficult aspect of their diagnosis. Parents not only have to cope with their child being diagnosed with a life threatening cancer but also have to very rapidly adjust to the frightening and devastating news of the removal of their child’s eye (enucleation commonly takes place one week from diagnosis) and the subsequent management of this.
The expressed troubles from parents and the need for clinical referrals for eye related difficulties from professionals suggests there is currently a gap in support and information for families who have a child who has been enucleated.  We believe that we can decrease artificial eye related issues if children and parents are provided with a service that meets their needs before difficulties arise.  
Every Child Matters: Change for Children (2004) sets the national framework to build services around the needs of children and young people.  This framework sets out to minimise potential risk and maximise opportunity. Services that reach the child and young person have a crucial role in changing the focus from coping with the consequences of barriers in the lives of children, to preventing any negative impacts from developing.  According to Every Child Matters the children who require extra help due to disadvantages need to receive services at the onset of their problems, in order to ensure that they do not fall through the cracks.  It is outlined that this can be achieved through; improved information sharing, development of a common assessment framework, the introduction of a lead professional and the development of on the spot service delivery is required.

This study aims to achieve the objectives of Every Child Matters by improving the care that children with artificial eyes receive starting from their enucleation. This will benefit not only the children and their families but also the organisation as we represent one of the leading international renowned hospitals in retinoblastoma.  It is our responsibility to ensure that we meet government frameworks for children and young people and to provide the best possible quality of care to the patients and their families and ensure that they are given appropriate support and information to allow them the ability to cope and adjust.

By talking to children with an artificial eye and parents of a child with an artificial eye we hope to discover what strategies work to instil confidence and coping for the removal/cleaning and insertion of an artificial eye.  Previous research has touched on this aspect and the recommendation were that parents and children need expert support for the insertion and removal their child’s prosthesis. There needs to be innovation to develop ways to help children of different ages cope with this procedure (Noorgate & Littleton, 2004).   

This study aims to learn from parents/children who have experience living with an artificial eye and can provide insight into difficulties, concerns, challenges, solutions and coping strategies.

This information will enable the retinoblastoma team provide future families with the appropriate tools and support post enucleation.
2. [bookmark: _Toc513550723]Study Aims and Objectives
The study aims to understand the experiences of children and their families following enucleation (removal of the eye) in order to develop some clear best practice guidelines regarding clinical management of this population, and promote innovation in the development of clinical resources to support adaptation to living with an artificial eye.

Additionally, the study aims to:
• understand the scope of the barriers (physical, mental and emotional) that may be encountered by children and young people and their families who have experienced adjusting to living with an artificial eye.
• explore the support services and strategies used by children and their families who recently undergone enucleation in order to address these barriers.
• to understand the experiences of teachers and the challenges children encounter in the school setting following enucleation.
3. [bookmark: _Toc513550724]Research Methods
As the aims of this research study were primarily exploratory and descriptive, the research was undertaken using a qualitative participatory action approach. This was used to increase our understanding regarding the difficulties experienced by children and parents, and the practices and strategies that they perceive as being effective in increasing confidence in managing the artificial eye post-enucleation. 
The implications that an enucleation has on a child, their family and later in life is not highly researched. The use of a qualitative design enabled a deeper understanding of the impacts that the diagnosis, procedure and implications have on our patient population and their families. Further, the participatory nature of the design served to position children and their families as key contributors to the research and development of future clinical practice implications.

[bookmark: _Toc513550725]3.1 Researcher’s perspectives
The study researchers all have a clinical background with experience in working with children and their families in the acute setting. The first author is an occupational therapist by profession with experience in working with infants and young children and their families. Her doctoral study was conducted in relation to parenting occupations in the neonatal intensive care unit and she has continued to participate in qualitative research studies that explore family experiences of care in a variety of settings. The first author does not currently carry a clinical caseload, and had no previous relationship with the Rb team or potential participants. At the time that the study commenced, the second (hospital play specialist) and third (clinical nurse specialist) authors were members of the retinoblastoma service at the Royal London Hospital. Their clinical experience of working with and supporting families had prompted them to initiate this research to explore whether the current services provided were adequate, and to engage parents for suggestions of how services could be improved. All three authors approached the study with an openness to describe and use the richness of family experiences as a means of prompting service transformation.
[bookmark: _Toc513550726]3.2 Sampling
The main element of the study was focused on understanding the scope of the barriers that may exist to adjusting to an artificial eye and the impact this has on a family following surgery. In order to ensure sufficient breadth of understanding of the scope of the barriers that may be present, this phase included both children and young people and their families who have previously undergone enucleation due to retinoblastoma. The study was undertaken with children and young people over 4 years of age who have had an enucleation due to retinoblastoma and the parents of children who have an enucleation due to retinoblastoma. 
Sampling of the participants for the study was based on purposeful sampling techniques. Once the purposive sampling commenced, recruitment continued until no new themes emerged and data saturation was complete. Twelve parents and 7 children participated in the study.
[bookmark: _Toc513550727]3.2.1 Inclusion criteria
Recruitment of participants was based on the following criteria:

Group 1: Children and young people living with an artificial eye
· Have had a formal diagnosis of retinoblastoma with one of their treatment modalities being enucleation.
· Aged 4 years or over
· In full-time education
· Received services through the Barts Health NHS Trust Retinoblastoma Service
· Is not currently receiving active treatment with the Retinoblastoma Service (though may still attend for review appointments). Active treatment refers to chemotherapy, cryotherapy, radiotherapy, plaque and laser.
· Conversational English language skills 

Group 2: Parents of children and young people living with an artificial eye
· Parent of a child who received a formal diagnosis of retinoblastoma with one of their treatment modalities being enucleation.
· Received services through the Barts Health NHS Trust Retinoblastoma Service
· Their child is not currently receiving active treatment with the Retinoblastoma Service (though may still attend for review appointments).
· Conversational English language skills 

[bookmark: _Toc513550728]3.2.2 Exclusion Criteria
Prospective participants were excluded from the study based on the following criteria:
· Impaired mental health or cognitive status
· Child/young person known to the Child and Adolescent Mental Health Service.
· Children who have undergone a bilateral enucleation.

These exclusion criteria were adopted to ensure potential participant well-being and to ensure appropriate ethical management of the study (protection of research participants). It was considered that parents and children who were experiencing issues with mental health or other cognitive issues may be at risk of involvement in the study being either an inappropriate research burden or perhaps have difficulty in meeting the requirements to provide informed consent. This was particularly the case for our child/young person participants in terms of satisfying the requirements for ethics approval. Children (and their families) who had received a bilateral enucleation were also excluded in recognition of the different challenges that they face in terms of adaptation of full vision loss. We considered that the particular issues facing these families would be better addressed in a separate research study.

Table 1 provides participants’ demographic characteristics. Pseudonyms are used to protect the anonymity of parent and children.



Table 1.
	Parent/s
	Child and current age
	Age at enucleation
	Treatment received
	Cultural Background

	Susan and John

	Andrew
4years
	4 months
	· Unilateral Enucleation
	 British (white)

	Megan

	Charlotte
8 years
	4 ½ years
	· Unilateral Enucleation
· Adjuvant Chemotherapy x6
· Proton Beam Radiotherapy

	British (white)

	Katherine

	Tom
8 years
	2 ½ years
	· Cryotherapy (bilateral) 
· Chemotherapy x 6
· Laser therapy (bilateral)
· Unilateral Enucleation
	British (white)

	Sarah

	Angie
9 years
	5 years
	· Unilateral Enucleation
	British (mixed)

	Beth and Michael

	Aaron
5 years
	2 ½ years
	· Chemotherapy x6
· Cryotherapy (multiple)
· Intra-arterial melphalan chemotherapy x 3
· Unilateral enulceation
	British (white)

	Diana and Bill

	David
6 years 
	2 years
	· Unilateral enulceation
	British (white)

	Eleanor

	Daniel
5 years
	7 months
	· Chemotherapy x 6
· Cryotherapy (bilateral)
· Unilateral enulceation
	British (white)

	Alison
	
	20 months
	· Unilateral enulceation
· Adjuvant Chemotherapy x4
	British (white)

	Hannah
	
	3 years
	· Unilateral enulceation
	British (white)





[bookmark: _Toc513550729]3.3 Data collection procedures
The data was collected through the use of semi-structured interviews (please see appendix 9.2 & 9.3 for interview guides). The use of interviewing guides supports an in-depth exploration of the participant’s experiences. Data was collected through the use of 1 in-depth interview per participant. Parent participants were interviewed individually or as a couple depending on their preference. Interviews with children and young people were conducted with or without their parent/guardian in attendance, based on the consensual preference of the participants.

The interviews were conducted at either a neutral location within Barts Health NHS Trust or at the participant’s home (based on their preference). For those interviews conducted at the hospital, a clinic room was used that was separate from the retinoblastoma clinic, and was not an area that the participant’s would have previously attended for health-care purposes. 

[bookmark: _Toc513550730]3.3.1 Group 1: Children and young people living with an artificial eye.
The interviews with children were approximately 30-60 minutes in length and followed a semi-structured format. These interviews were conducted by a research assistant who is an experienced hospital play specialist who has clinical experience in a paediatric setting and is therefore experienced in working with and developing rapport with children. The initial 10-15 minutes of each session was unstructured in order to allow the child to become comfortable with the environment and the research assistant. Depending on the age of the child or young person this initial component of the session was either play focused or a more general conversation about the child/young person’s interests and hobbies etc. Attendance of the child/young person’s parent/s throughout the interview was a negotiated agreement between the child/young person and their parent. The interview was child-led, and if the child became fatigued or no longer wished to continue with the interview, the session was concluded.

[bookmark: _Toc513550731]3.3.2 Group 2: Parents of children living with an artificial eye.
The interviews with parents were between 60-90 minutes in length and followed a semi-structured format. These interviews were conducted by the first author who is experienced in the completion of in-depth interviews in qualitative research projects. Parents were interviewed individually, unless both parents of a child with an artificial eye were participating in the project, in which case they may choose to be interviewed as a couple. Seven individual interviews were completed, and a further three conducted with couples (n=12 parents). 

[bookmark: _Toc513550732]3.3.3 Group 3: Teachers of children living with an artificial eye.
The study intended to also recruit teachers of children living with an artificial eye to participate in a phone interview, to gain their insights into supporting children in the education setting. Unfortunately, we were only able to recruit one teacher of the child participants to participate in the study. Given the minimal data from this perspective, we summarised the feedback and suggestions from this teacher, and used the information to inform the discussion in the parent feedback and action group. 

For all groups, each interview was digitally recorded and transcribed verbatim. In addition, session notes were made by the researchers at the conclusion of each interview in order to capture relevant non-verbal information and any other significant issues that arose throughout the interview. 

[bookmark: _Toc513550733]3.3.4 Parent Feedback and Action Forum
Parent participants were invited to attend a feedback and action session once the interviews are complete. Due to the geographical spread of potential parent participants across the UK, it was intended that this session would be facilitated over a Skype group call to enable parent attendance and contribution. We scheduled the Skype group to occur on 25 February 2018, but unfortunately, this was cancelled on the preceding day due to late cancellations of our parent participants.

In order to prevent further delays to finalising this project, we finally decided to conduct the parent feedback and action forum via an on-line group discussion. A summary of the initial findings of the thematic analysis was provided to the parents, followed by prompt questions to capture the implications for practice. The asynchronous nature of the discussion meant that parents could log-in when was convenient for them and contribute their thoughts and suggestions. The transcript of the group responses formed the main method of data collection. 
4. [bookmark: _Toc513550734][bookmark: _Toc211145392]Data Analysis
The audio-recordings were transcribed verbatim by all three members of the research team and the research assistant. Thematic analysis was used to capture and describe the in-depth parent and child experience and perceptions. Thematic analysis is “a method for identifying, analysing, and reporting patterns (themes) within data” (Braun & Clarke, 2006, p.79). Analysis of both the parent and child interviews followed the same format.  The interview transcripts were read several times to acquire an overall sense of meaning. Analysis was undertaken inductively whereby significant and meaningful statements were captured within the transcripts through the allocation of an initial code. Each code provided a concise label of the core element of the extracted statement. Individual codes were then organised into preliminary categories by exploring similarities and differences within each participant’s description (Miles & Huberman, 1994). 

The initial stages of the analysis of the parent interviews were completed independently by DG. Initial coding of the child interviews were conducted by TS and LR. Once the initial independent coding had been completed, analysis focused on collapsing and confirming these categories into broader, overarching themes that accounted for the experiences of the participants (Braun & Clarke, 2006). This stage was conducted by DG, TS and LR presenting their individually developed coding categories, discussing the process of development. Proposed themes were reviewed and refined before coming to a consensus on the articulation and naming of the final themes.  

5. [bookmark: _Toc513550735]Findings
Analysis of the interviews revealed themes that were congruent from the perspective of both the parent and child participants. Four themes described a longitudinal trajectory for children and their families as they were diagnosed with retinoblastoma, underwent treatment, and adjusted to living with an artificial eye following enucleation. For parents these were: entry into the world of retinoblastoma; the importance of specialist support; a family learning to cope; and navigating school. For children these were: the importance of preparation and play; positive reinforcement and hospital support; support and openness at home; and the importance of good school planning. Although the themes developed were specific to parents and children, the content within each category linked with consistent detail and support themes identified. Finally, two overarching themes of parent and child adaptation processes were also identified. A diagrammatic representation of the integration and mapping of these themes is provided in figure 1.

Figure 1: Experiences of Living with an artificial eye
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5.1.1 [bookmark: _Toc513550736]Entry into the world of Retinoblastoma
For most parents, their perceptions of their introduction into the world of retinoblastoma focused on the speed with which initial noticing of symptoms and diagnosis progressed to the need to make life-altering decisions about their child’s care. From initial contact with a general practitioner or optometrist to referral to a tertiary treatment centre for assessment was often only a matter of days, leaving parents struggling to come to terms with events.
“It was like one minute we’re plodding along in our lives, and then the next minute there’s something dodgy in his eye – take him to the optometrists, then Wednesday they say your son’s got cancer, and then on the Monday we were in Great Ormond Street and he was having a Hickman line” (Beth, mother of Aaron)
“And it hit me like a train, you know I just couldn’t believe that my 2 1/2 year old perfect little boy…I just couldn’t get my head around it” (Katherine, mother of Tom)
“You have got to take in a lot of information in an emotionally heated situation” (Eleanor, mother of Daniel)

Parents shared that they experienced a range of emotional responses to receiving their child’s diagnosis of cancer. These included fear, anxiety, shock, denial, self-blame, horror and distress. However, while all parents were conscious of the stress that this event placed on them, they acknowledged the need to dampen their own emotions to be able to be present and supportive of their child through the subsequent treatment processes. This was particularly the case for families where their child was diagnosed after 12 months of age as they were sensitive to the fact that their child would easily be able to pick up on signs of parent distress.

All parents experienced needing to make treatment decisions in a quick time frame, for which they often felt unprepared. This was particularly the case when the severity of their child’s condition meant that enucleation was the first identified treatment option.
“We came here with the idea that we were going to have a look if there was something they could start with laser therapy…(Dr) said that his tumour was too large, that it was quite aggressive and would need to be removed, and that was quite a shock” (Alison)
“We spoke about it and just said if it needs to come out it has to come out, his eye. We obviously didn’t want it to come out – the best possible thing is for him to just be blind with his normal eye and not have to worry about anything else. But we were both realistic and pragmatic and we understood the risks…it was a really difficult decision to make…You are absolutely broken. Because you are giving your beautiful little boy to the health professionals to take out his eye, which is life changing for him, but it’s the only thing you can do to save him” (Katherine, mother of Tom)
For other families, their child experienced a range of other treatment options first in an effort to save the eye. However, this meant a further period of distress when the initial treatments failed to effectively manage the tumours, and enucleation became inevitable. For some parents this instigated feelings of guilt that in their efforts to save their child’s eye, they had gone through these earlier treatments without the outcome they had all hoped for.
“I was so passionate about him not losing his eye… I thought ‘Oh my God, he’s gone through all of this for nothing” (Beth, mother of Aaron)

Parents acknowledged the stress experienced by themselves and their children during this initial period of treatment/surgery. They recognised that the speed of the process meant that once the initial medical intervention had passed, they focused on trying to regain a sense of normality for their family. This included both activities such as taking time away for a family trip, or limiting their contact with any retinoblastoma support services.
“We didn’t want a huge amount of support. We wanted to get him home, and get things back to normal. That was all of his babyhood gone…I was going back to work pretty soon afterwards, so for that summer, I just wanted it to be normal” (Susan, mother of Andrew)


5.1.2 [bookmark: _Toc513550737]Importance of preparation and play programmes
For most child participants the age at which they were enucleated was cognitively too young to have formed any adequate memories of the actual experience. The memories they did have focused on the importance of play programmes and preparation that they received throughout their hospital journey.  This preparation and play could be provided from parents, the retinoblastoma team and the artificial eye service. The children’s responses indicated that they perceived benefit from the play preparation support and spoke about coming to the hospital and what they remembered about this experience. 

The children valued having specialist equipment/toys that they were able to relate too, such as Dino the dinosaur and Ellie the Elephant. These are soft toys which have removable eyes and are designed to help children understanding what is happening and enable practice in taking the artificial eye in and out. 

“Dino helped me with my eye, we had loads of similarities” (Charlotte) 

“I got Ellie that has an eye and you can take the eye out and put it back in….my mum got it from the website of cancer” (Angie) 

The children also had memories of being told about the enucleation and why they needed to have this. Their levels of understanding surrounding their artificial eye and what had happened varied.  This could be related to age and on-going discussion at home or with medical professionals.  As some of the children had their eye removed at a very young age, hospital information is given when cognitively appropriate.   Often the older children possessed a good understanding of what had happened and why this had taken place, although not all of the children did, indicating the need for reiteration and further discussion over time. 

“They said they were going to have to take it out and put an artificial one in” (Charlotte) 

“(Play Specialist) said I’m going to have an operation…cause I had a tumour in my eye. I was born with it and then it started growing” (Angie) 

“Do you remember anything about the first time you had come to hospital?” (Interviewer)  “Not really, well I was very sad when I heard that I had eye cancer” (Tom)

“So how do you feel about having an artificial eye?” (Interviewer) “I feel happy…because if I didn’t-I was scared at first but I realised if I didn’t have my eye taken out I would have died” (Angie)

“Do you remember anything about the hospital?” (Interviewer) “It was a bit scary” (Andrew) “What was scary?” (Interviewer) “I didn’t like someone pulling my eye out” (Andrew)

This was further supported by parents speaking about the importance of specialised preparation and play support for their children having a better understanding of what had happened throughout their journey.

“He went through a period of asking to read the books (hospital provided preparation books written for retinoblastoma children by the team), so I think he found it quite reassuring to read through them. And sometimes he will still go and seek them out occasionally and read them. So I think he obviously finds them reassuring at some level (Susan and John, parent of Andrew)”

The children spoke about the importance of having fun in hospital, and remembered the games and toys that they played with while there. This was important for the children as they spent a lot of time in the hospital and recalled some positive experiences. 

“What do you remember?” (Interviewer) “I was playing my peppa pig game” (Angie) 

“I am glad there were lots of fun things to do at the hospital” (Interviewer) “Ya there was, because you had a console , like a Wii and you could play on Mario…we had glass painting” (Charlotte)   

However, some memories were also associated with their treatment experienced in the hospital including using the mask, experiencing procedures, receiving eye drops, learning to manage their artificial eye and having an artificial eye moulded. 

“They put a mask on me…it felt like having a bowl on my face” (Angie) 

“I have to go in a room so I just, so I just go and see (doctor) so I have to take, so I can take the mask on my mouth” (Daniel) “and why do you have to have a mask on your mouth?” (Interviewer) “It makes me go to sleep” (Daniel) “Okay and what does it feel like when the mask goes on?” (Interviewer) “It makes my voice…go like this (in a funny voice)”

“They normally give me a couple of drops, one is just to stop the other one stinging…they use this very bright light and take pictures from the back of my left eye, cause my right is artificial” (Tom)

“Well when I had to put that little thing in…that gooey thing in that smelled, I had to put that thingy in to make my new eye” (Aaron- talking about having a moulded eye taken) 

“Do you remember anything about when you came to hospital for your special eye?” (Interviewer) “I had a mould done….(prosthetist) said that there one for other children, but I had a fake eye” (David). 

“I think it is like a wax that is moulded, well it is injected I get this little thing put in my eye and it is injected in the mould. It is moulded. Then the eye specialist sees if it is exactly correct. He puts it in and I think it is a kiln and it goes like rock solid and really smooth and then he checks if it is going to be the right eye, if it is going to be a good eye that will fit me for a couple of months” (Tom)

Some of the children had misconceptions of what had happened, or why they had an artificial eye. One of the children had received little preparation around his artificial eye and limited discussions at home. This suggests the importance of preparation and support to ensure that misconceptions and myths are reduced, although to some extent may be related to the child’s cognitive ability.  
“The one I went to, (prosthetist) didn’t sort out my eye, she just put these little sockets in my brain and then I could think very well and (new prosthetist)is about my eye, he can do things to my eye and another can do things to my eye” (Aaron)

There appears to be a strong link between increased compliance with their artificial eye care and the children’s understanding around why things have happened.  Giving the children back a sense of control and presenting information to them in a way that they can understand cognitively has shown to have a positive impact on their feelings surrounding the eye. Play has played a dominant part in helping the children to come to terms with what was happening and to prepare them for what to expect. 


[bookmark: _Toc513550738]5.2.1 The importance of specialist support
Coupled with the initial stress of their own experiences in coming to terms with their child’s diagnosis and initial treatment, was parent’s experience of receiving services from a specialist retinoblastoma team. Both in the initial preparation for surgery to an ongoing relationship with providers over many years of follow-up appointments, parents identified the elements they perceived assisted them and their children.
One of the key elements identified was in relation to accessibility of support. Parents often spoke about how easy it was to contact a member of their team to clarify information or seek support as needed. Access outside of hospital attendance and clinic appointments was enabled primarily by phone and email, and all parents felt comfortable and confident contacting the team. Parents gave a sense that information, advice and support was always readily available from the team when required.
One key element that was identified was the development of relationships with members of the team. In some cases this was linked with key people and provided direct support during the time of diagnosis.
“I think (the CNS) was the human part of it…she was the person afterwards, the Dr would leave the room and she would stay with us. My husband would be really upset and I would be crying my eyes out. She would sit there and hold our hands and just say ‘Look I know it’s hard, I’ll answer your questions, what do you want to know, it will be heard but you are going to get through it’…she would be the one that would say it’s going to be ok” (Katherine, mother of Tom)
For other parents, it was the ongoing familiarity that developed for both them and their children as they continued to meet members of the team over the course of a number of years. The longevity of these relationships enriched the nature of the connections that formed between families and service providers.
“I think it’s also a case that Charlotte sees her play workers that she has met and known for years, it’s like a routine which is nice for her and she feels comfortable there” (Megan, mother of Charlotte)
The provision of specialist support in terms of procedural preparation and resources was also highly valued by parents. They identified that this focused support that was being provided to assist their child during necessary treatments and procedures was also of comfort for them. Parents with toddler and older children at the time of enucleation expressed feeling unprepared for how to best inform their child of and support them through treatment and surgery procedures. The availability of child focused resources that provided a means by which parents could support their child in preparing them for treatment interventions were often identified as being of significant benefit. Equally, receiving advice from specialists who were skilled in explaining health information to young children in a way that enabled their participation in treatments with as limited distress as possible was important. This included the availability of nursing and play staff in clinics or on the ward to assist with their child’s ability to cope with uncomfortable or distressing procedure.
“I think I did that (preparing for surgery) with huge support from here, absolutely massive support from here. I wouldn’t have got through it, and I don’t get through it now without them still…and that was all done through the Dino book which I read with Mark, and I wouldn’t have found the words to be able to prepare him if I didn’t have that to hand” (Hannah)
“He was on monthly examinations under a general anaesthetic…he was actually getting ill before he went in, and was finding it very hard. And again, there was a lot of support for that” (Susan, mother of Andrew)
One area which was identified by families as being difficult was the waiting period that often occurred following removal of their child’s eye and waiting for the return of the laboratory results to identify if spread had occurred. Many parents described waiting for a period of two weeks which they found extremely difficult and stressful.
“When the decision was made to remove his eye and then it obviously goes to the lab to make sure there was no spread…we then had that 2 week wait, and it dawned on us that if there was a slight spread of seeds that moved towards the optic nerve, then he may have had to have another four or five rounds of systemic chemo” (Michael, father of Aaron)
“I think the whole thing was the longest two weeks of our lives, and I would probably say the same for the period from the enucleation to getting the results. Oh, that was hell…..and when we were told there is nothing to worry about, we both just disintegrated. We were in bits” (Eleanor, mother of Daniel)
“You don’t know until after the surgery whether you are going to have chemo or not, so then the week after surgery you are waiting for that phone call to come through. You are hoping you are not going to have to have chemo and then it says that you are going to have to have chemo. And then you get another call to say oh and by the way it is going to be radiotherapy as well” (Megan, mother of Charlotte)
The stress and distress incurred during this waiting period may have been compounded by following on so closely from making a life-altering decision (enucleation) for their child’s care. Parents were still struggling with the emotional buffeting of the period from diagnosis to surgery, and this further period of limbo before knowing the possible next step in the treatment process was difficult to endure.
[bookmark: _Toc513550739]5.2.2 Positive reinforcement and hospital support
The children placed importance on their memory of rewards, coming to eye club, meeting other children in the hospital or with artificial eyes, ‘wishes’ and making their parents proud. 
The children had memories of having ‘wishes’ which is a programme for children who have been diagnosed with a serious health condition. They valued these wishes, and felt like they got them as a reflection of what they had experienced. 
“The hospital gave a ticket to go somewhere because I have been really brave, when I come back I have like the whole school asking questions on where I have been. It is normally like Disneyland or something like that. A resort of some kind. Just a special trip for being brave” (Tom) 
“Where there any good things about having a special eye?” (Interviewer).  “Ya, I got two more wishes I think…..The place I stayed the second time was called Give Kids The World it was so cool….well it was kind of like a fantasy land. You even got free ice cream” (Charlotte)
Some children were keen to learn to manage their own eye, and this was related to rewards and making their parents proud.
“My mum was so proud of me when I took it out” (David)
“She (prosthetist) gives me um stickers when I um when I am a good boy” (Daniel)

“And what are the good things about your magic eye?” (Interviewer) ”um, I don’t know. I want to tell you something, last week, when N(prosthetist)  was going to put the gooey thing in, Mummy and Daddy said, if I put the gooey thing in my eye we can go to Toys R us” (Aaron) 
At Barts Health NHS Trust the children and families are offered to attend ‘Eye Club’ which is a hospital support program which focuses on patient-led teaching of the removal and insertion of the artificial eye, and provides a support group for siblings and parents. The children spoke about eye club, and the friends that they made in the group (who also had an artificial eye). 
“My best friend, that has an artificial eye is named Mark* and I think he is the only person I know that has an artificial eye…..yeah I’ve been to Eye Club that is where I meet him actually. I have been there a couple of times with him. You have pizza and go bowling” (Tom). 
“I go to Eye Club…sometimes we go on a trip to bowling and we do bowling and we get to have Pizza! We’ve got t-shirts as well that we can draw on…we get to draw anything we want…we watch videos and then we take our eyes out” (Angie) 
 “I have been to Eye Club” (David) “Because I heard all the children there have special eyes. Is that true? (Interviewer)  “Yes” (David) “Does that mean that you meet other children with special eyes? (Interviewer)
“Yes, but I didn’t take my eye out…I went to Frankie and Benny’s last time” (David)

Generally, the children expressed the value of positive reinforcement for adjusting to living with their artificial eye – both from an internal (making their parents feel proud) and external (wishes programme) perspective. Having the opportunity to meet other children living with an artificial eye was also highlighted as a positive benefit.
[bookmark: _Toc513550740]5.3.1 A family learning to cope
This theme describes the experiences of family as they adjusted to the ongoing care and follow-up for their child following their enucleation. For many, this was focused on the practical management of their child’s eye with both the initial conformer, and ultimately with prosthesis fitting. Often this was compounded by managing their own feelings in relation to the artificial eye while supporting their child. One of the primary elements that influenced the family experience during this time was their child’s age and understanding of the prosthesis management. Children often expressed fear and distress with regards to removal/reinsertion of the conformer or prosthesis – leaving parents in a position where they had to act at odds with their instinct to comfort their child. While some parents closely followed the advice provided by the retinoblastoma team, others came to develop a process that they felt best fit their child and situation.
 “The first few times were the worst. I remember the first time, we did the whole eye time and the toy think…we would just say to him things like, come on Tom it’s got to be done, and as soon as it’s done we can go and do something lovely…and he would say ‘no I don’t want it done’, and I would say ‘I know you don’t want it done darling, but we just have to do it” (Katherine, mother of Tom)
“He was 4 by then…I’d say after a couple of months he was taking his eye out by himself. And I think the key was to do it every week…do it every single week, even if it’s difficult, still do it. Never miss it” (Katherine, mother of Tom)
“So we got it (the conformer) back in the first time so we thought we have cracked this, 24 hours later it came out again…so we got over that quite quickly, the first thing we would do is put it straight back in so he had to learn that it was going to go straight back in and it was no messing, no fussing, no fighting – it is going in whether you like it or not” (Eleanor, mother of Daniel)
“We continued for a good year of ‘eye-time’…the way that (the play specialist) suggested doing it really benefited him. I’ve spoken to parents here who’ve said ‘oh he’s never taken his eye out to clean it’, and it’s like a year or 6 months past, but we were doing it right from the beginning. I think it takes a lot from parents as well. I used to have a fear of doing that every single week, but now to me it’s just normal” (Hannah)
“The fit wasn’t great and it (the conformer) did pop out a couple of times…and we tried to put it in, didn’t we? And he was screaming, having a fit. We weren’t comfortable, we weren’t confident, this was all brand new to us. So a couple of times we took him to the hospital” (Beth, mother of Aaron)
“The hospital said you should take the eye out every couple of weeks to clean it, but we don’t. And my theory is that we clean his eye every day with wipes…I think why I am I going to take his eye out all of the time and putting it back in because I’m just going to cause an infection, touch wood, I think that works for us because he’s fine” (Beth, mother of Aaron)
“It sounds awful but we had to hold him down because he wouldn’t stay still – he would panic” (Alison)
“I think this is the age where we need to be really careful about what we do and how we talk to him because he is making memories of it I suppose and trying to make sense of it and if we do anything to scare him then he is always going to associate that with something bad. We need to take it out every day for him, he has got to get used to it” (Alison)
“It actually felt like we were attacking him sometimes…because you actually had to pin him down” (John)
“Pin him down to do it and take it out” (Susan) “Sometimes we’d actually go for a few days without the eye in, because it was so difficult to get back in again” (Susan) (Susan and John, parents of Andrew)

All parents indicated that they felt that learning to adapt to manage their child’s conformer (and ultimately their prosthesis) was something that they found confronting, and needed to manage their own emotions in order to make their routine as consistent as possible for their children. What is clear is that each family ultimately sifted through the advice they were given and made decisions based on their knowledge of their child as to what they thought would be the best option. This reflects the need for an individualised approach for each child and family.
Adjusting to this new reality continued when their child was ready for their first prosthesis fitting. The families in the study accessed a range of different services including those provided by the National Artificial Eye Service (NAES) and in the private sector. The prosthetists previous experience with children and their use of a child-centred approach was often a key part in the development of a positive relationship between the family and the service. 
“the first time we went there, me, N(prosthetist) and Michael were holding Aaron down to try new ones. We didn’t do a mould initially, he just had all of these eyes and was trying to colour match first of all. He knew he had to do adjustments, so obviously he had to take the eye in and out quite a few times…this was just a stock eye and it was horrendous. Aaron was hysterical, N was sweating, and we were thinking, my god we’re going to have to come back another day to do this” (Beth, mother of Aaron)
“We were trying to get our first appointment with NAES…I think we must have waited 3 ½ months for our first appointment…I got a phone call the day before to say she is poorly so we are going to have to cancel and you are going to be waiting another 6-8 weeks to see her” (Eleanor, mother of Daniel)
“We saw a fantastic prosthetist there, a young lady who didn’t know it was a toddler she was dealing with…and she was brilliant and spent an hour and a half with us. We then saw E who is now our prosthetists at (NAES) who we have built a relationship with, a bit of a wobbly start, but we have got there now and she adores Daniel and is so conscious of trying to get it right for him” (Eleanor, mother of Daniel)
“I have spoken with other parents whose children go to Moorfields and it feels like the set-up there is a little bit different, I think they have an actual children’s clinic. The lady we have (at NAES) is lovely and she is very nice with Stephen, but she said she deals more with adults” (Alison)
“We went to (hospital) because I had heard that was the best place and I wanted to go anywhere that was the best place. So we went there and saw someone called T, who when I very first met him I thought oh I don’t know if I am going to like him because he said ‘we can do this the easy way or the hard way’ to me. And I was a little bit like well this isn’t going to go very well. But actually he has turned out to be amazing, he is brilliant” (Katherine, mother of Tom).	Comment by Tara Shea: Why above did you write moorfields and here have taken out the hospital name? I am sure there is a reason?

It was most often during the continued process of prosthesis fitting as their child grew that prompted parents to need to begin to advocate for their child. This was evident both in advocating for earlier appointments or finding alternative providers if advised of long waits, or by ensuring that their views were heard in relation to their satisfaction with the fit and colour of their child’s artificial eye. 
“We kept going back to these appointments and it did come to a point where things weren’t going quite as we wanted them. The fitting wasn’t right, the colour wasn’t right…I knew it could be better for him. And I pushed and pushed and pushed, and people weren’t very accommodating to appointments and things, and we had to wait a long time for the eye to be made” (Hannah)
“We want to make sure that the eye is there to help with the growing and stretching process and we want to make sure we are giving him that opportunity…I suppose it is knowing what we should be looking for to make sure that he is being fitted with the right thing” (Alison)
“Originally we went to the NAES, and they were really good, but they said to me that they weren’t going to do a mould because they were happy with the movement she’s got. And I thought mmm, I would like to have a bit more movement if possible so I thought we’d try the mould” (Sara, mother of Angie)
“I got a phone call the day before to say she is poorly and we are going to have to cancel and you are going to be waiting another 6-8 weeks to see her because that is where the gap is. And I said no. I said, I’m sorry no, this is the situation he has had an operation where he is having these eye drops, he is not yet two years old, this needs to be sorted, we can travel somewhere else” (Eleanor, mother of Daniel)
While initial provider decisions may have been based on practicality with regards to treatment/clinic location or financial choices in relation to provider, these experiences of advocacy in relation to their child’s prosthesis were often instigated by a sense that parent’s had the best understanding of their child’s needs and would pursue a service that they felt provided the best support for their child. For some this was a part of learning to trust their instincts about advocating for prosthesis outcomes; for others this was about working with a provider to develop a trusting relationship that all parties were committed to the best outcome.

[bookmark: _Toc513550741]5.3.2 Support and openness at home
There appeared to be varying levels of discussion at home in relation to the children’s artificial eye. Some families focused purely on the practical issues, such as when the artificial eye needed cleaning, while others talked more openly about the eye in general and feelings surrounding this. 
The children had beliefs on what they thought their parents felt about their eye, which may be related to the support and discussions that took place around this at home. 

“How do your parents feel about your eye?” (Interviewer) “They are happy” (David)
“They (parents) were happy I got through it alright” (Charlotte)
“Do your Mum and Dad every talk to you about your eye?” (Interviewer) “Ya actually it is mainly my Mum and Dad who are there and help me” (Tom)

Some of the children and their families approached their artificial eye in a light hearted way, and helped to make this a normal and accepted part of their daily life.

“Are there any good things about having an artificial eye?” (Interviewer) “Yes actually, I like joking with people. And last Christmas I put my eye in Nannies beer and she freaked out totally….when she wasn’t looking, because now I am used to taking it out so I just flicked it out quickly, throw it in and walked off and hide behind my sofa, watched my Nannie, it was on the table and she just grabbed it. She just screamed and jumped!” (Tom)

Often the focus of talking about their artificial eye at home was around practicalities of their artificial eye. 

 Interviewer: “If you ever have any questions about your eye who would you ask?” 
Charlotte: “I don’t know” 
Interviewer: “Would you ask your mum do you think?” 
Charlotte: “Probably” 
Interviewer: “Do your parents ever talk to you about your eye?” 
Charlotte: “sometimes” 
Interviewer: “What do you guys talk about?”
Charlotte: “That I have to clean it regularly”

“Do you ever ask them (Mum and Brothers) about your eye? Yeah? What kinds of questions would you ask them?” (Interviewer) “Um, I would ask them if they could take my eye out” (Angie)
Some of the children didn’t discuss the artificial eye much at home, which could be linked to their lack of understanding around some of the issues related to the artificial eye. 
 
“Does anyone help you with it at home?” (Interviewer) “No one helps me at home” (Aaron)

“Can I ask you about your special eye at home? Do your mum and dad every talk to you about it?” (Interviewer) “No” (David)
[bookmark: _Toc513550742]5.4.1 Navigating School
The final theme in the journey described by parents was in relation to navigating transition to or return to school following surgery. For parents, the care for their child in the school/nursery setting encompassed concerns about both the practical management of the prosthesis if it came out at school, and managing the social-emotional response of their child and their peers in relation to the artificial eye.
Some parents directly used the information provided by the retinoblastoma team to shape and support their conversations with their child’s teacher/school. Others sought direct contact between the Rb team and the school to ensure adequate transfer of suggestions and resources, or to address emerging concerns.
“We prepped the staff… we were going into preschool just to get used to the setting, and to give them as much information as the (Rb) team had given us” (Eleanor, mother of Daniel)
“They did write a letter to his school, just to inform the school of what Mark had, and the things that he might come across about his vision…complications in terms of his depth and perception and things like that” (Hannah)
“I remember someone from the Rb team going in and talking to the teacher. We were also given a comprehensive list to give to the teacher to explain what had happened to Charlotte…I think subsequent to that (the Clinical Nurse Specialist) went in and spoke to the class” (Megan, mother of Charlotte)
“(Play Specialist) put a little pack together, a little book and he had his own little dog which the eye came in and out…and the story was read to the class, quite regularly to start with actually. I wanted them all to know. I didn’t need to go and tell all of the parents in the playground, but for Mark being at school his friends need to know. Because he could deal with it much better if his eye did come out, or things did look different, or if it was gunky. People could grow with him through the school” (Hannah)

Other parents took their own individualised approach with preparing for school and nursery transitions. There was consideration amongst parents as to how much information should be disclosed to a teacher, and the child’s peers to ensure that there was the best balance or having appropriate knowledge and resources to address any issues that might arise, but also to ensure that they child didn’t stand out amongst their peers.
“We tried to make as little of it as possible. I think that’s probably the best way of explaining it. The teachers come around to everybody for an introductory chat, and we pointed it out to them. We mentioned sight lines and maybe needing to sit on the right side of the class, and we mentioned the impact it might have in terms of physical activity. And that he might crash into people a bit more. And that the eye might fall out – and that was it” (John, father of Andrew)
“The decision was that the other children didn’t need to know. They don’t need to see the eye or anything but they know that Daniel has to wear glasses  for playing with sand to protect it, and they just know that he has got, they said a poorly eye…we just glossed over it, didn’t go into too much detail. So his very close friends know that Daniel wears glasses, know that he has to, know that he has an eye that has to be taken care of, but they don’t know which one” (Eleanor, mother of Daniel)
“We kind of explained all along that it doesn’t have to go straight back in, so if you can just get it and rinse it under the tap, and put it in the pot. There is always a pot in his bag. If it is causing him distress phone us and one of use will come in and we will put it back in” (Eleanor, mother of Daniel)
“They wanted to know what happens if it comes out. Do they contact us? Do they put it in? Should we show them? I said well contact me, he doesn’t really like anyone else doing it….and would he be alright in the sand pit and climbing frame?” (Diana, mother of David)
 “Because the teacher said we will do a thing in the afternoon and we both said yes, fine. Let the other kids see or let them know what is going on and what is different about David” (Bill, father of David)
“He also started nursery with his healing eye (conformer) in as well so that was a big jump. I was thinking he’s with new children and obviously his eye is going to look strange to children and staff. But no, the teachers were lovely” (Beth, mother of Aaron)

While parents had often established good systems in partnership with their child’s school at the point of school or nursery entry, they also recognised that transitions between teachers could disrupt the support put in place. In some instances, parents were proactive in ensuring the information was directed to the new school/teacher. In other cases, parents were left disappointed when detailed information about their child was not handed over from one class to the next.
 “At nursery it didn’t really matter much because they didn’t really have whiteboards or anything like that or shared books – but I do think they made sure they were always on his right side…I did email the last SENCO that was there and said as he moves through the school year we will need to think about set positions, he can’t share books unless it is on the right hand side” (Diana, mother of David)
“The information about Charlotte and her condition wasn’t passed on from one teacher to the next, and I feel that is a shortcoming of the handover” (Megan, mother of Charlotte)
“The nursery he was at transferred the details over to reception because they are all sort of connected. So I didn’t actually speak to the teacher….I spoke to the lady that deals with the medical side of stuff in the infant’s school. I had a chat with her on the phone. I’ve got this little blue lunchbox thing that has wipes in it for Aaron, with some information booklets for his actual teacher to read, from the Rb team at the hospital” (Beth, mother of Aaron).

Most parents in this study described feeling comfortable with how their child’s participation in the school setting was being enabled. However, two parents described the impact of developing peer relationships on their child in the school setting. In both instances described, the children experienced peer pressure from other children at the school to remove their eye. One parent felt that the situation was handled well by the school when they were made aware, but for another, she experienced being made to feel that it was her daughter who was at fault. Both recognised the impact of these situations on their child and their developing self-identity.
“There was a period at school where she was cajoled into taking her eye out…and we got a letter from the school complaining that she had done it because there was a letter from a parent…I was very upset about that” (Megan, mother of Charlotte)
“And now I think he still does have trouble in school with some older children that want him to take it out, that haven’t been in his class but know that he has a magic eye…It doesn’t happen all the time and it is a really small amount. But for Mark when it does happen it must be huge. And it did happen a few weeks back, when they said oh take your eye out, because they think it’s fun don’t they? Because Mark has done it over in the field with his friends, just to get them off his back. And I don’t know how comfortable Mark feels about that…he says, oh it’s OK mum, but it’s not OK really is it? For a little boy to have to do that. These older children have been spoken to, because they were year 6’s so they knew they shouldn’t have been mucking about like that” (Hannah)

[bookmark: _Toc513550743]5.4.2 The importance of good school support
The children talked about challenges that they faced at school.  The challenges they identified ranged from concerns regarding their eye falling out, when to clean it, who to go to if something happened with their prosthesis and discussions within their peer group. 
The children shared comments they had received from other children about their artificial eye. While some children had a level of resilience and managed these as jokes, others were more upset and took the comments personally. 
“You were saying a little bit about school and how people sometimes call you names?” (Interviewer) “Well it is normally just like fun and playing around. It is normally not intentionally to hurt my feelings. Ya it is normally just like playing around and having fun, sometimes they call me one eyed Cyclopes and laser eye” (David)
“Does anyone ever ask you about your special eye at school?” (Interviewer) “Yes, I am not telling you who says things because lots of them ask it” (David) “What do they say to you?” (Interviewer) “Oh is your eye plastic?” (David)
 Andrew: “One day it (artificial eye) fell out at school” 
Interviewer: “Did it? What happened with that?” 
Andrew: “Ya, everyone at school actually says I have one big eye and a small eye” 
Interviewer: “What happens when they say that?” 
Andrew: “I feel quite sad about it” 
Interviewer: “Do you ever tell them why your eyes might be different?” 
Andrew: “Um, I say I have a special eye” 
Interviewer: “And do all the kids say that to you at school?” 
Andrew: “There are some kids who are my friends who don’t do that because they know it’s not nice” 

The children highlighted the importance of knowing who to go to when they were concerned or needed help. Experiencing feelings of being supported at school was highlighted.  
Angie: “It (artificial eye) feel out once at school” 
Interviewer: “Really? What happened then?” 
Angie: “….then my teacher usually tells me to go to a different teacher so she can take me to the office…..I have this box at school that has stuff to clean my eye with” 
Interviewer: “Do you clean it yourself?” 
Angie: “No” 
Interviewer: “Who helps you?” 
Angie: “One of the teachers in the office” 

“There is a this lady in the class that takes me like into a 1:1 room, and we do art and stuff and she says whenever there is a problem with my eye I can just count on her so I have always asked her questions” (Tom) 
“If you have a problem with your eye at school, like the day it fell out, do you have someone you can go to?” (Interviewer)  “Yeah, my teacher puts it back in” (Andrew)
Interviewer: “What about your friends at school do they know about your artificial eye?” 
Angie:  “All of my friends” 
Interviewer: “That’s really good, who told them about your artificial eye?” 
Angie: “Umm, before two teachers came into our school and told while we were having assembly and told them about my eye” 
Interviewer: “Does anyone ever ask you about your artificial eye?” 
Angie: “They ask why I had my eye taken….I had a tumour”

 “I go to the office (teacher’s name) where I keep a little pouch of all my stuff in a spiderman bag, it has got a mirror, some gel I have to put in my eye so it makes it easier to put it in and take it out and like different things like that. Tissues, and, I have been cleaning it at school for a while now” (Tom)
“I don’t have any (problems at school), but if I had to I would probably talk to the teacher” (Charlotte) “Do you have to miss out on anything at school?” (Interviewer) “Yes, because I have to go to (prothestist), it is like half of my school schedule” (Charlotte) 
Some of the children were asked questions by their peers about their eye and managed responses from their peer group themselves. 
“My best friend Sam* when I tell him about my magic eye he doesn’t believe me, but Paul* my best friend, he believes me” (Aaron) “What do you say about your eye?” (Interviewer) “I just say I have a magic eye” (Aaron) 
“I like to take it out now…and I took it out at school” (David) “When did you take it out at school?” (Interviewer) “When it was home time” (David) “And why did you have to take it out?” (Interviewer) “To show everybody” (David) 
Even though there are challenges that the children managed within their daily school life, they still maintained a positive outlook. 
 “Umm, I go to school normal, just like everyone else. I feel just like a normal boy” (Tom)
So when you are at school is there anything that you miss out on, or anything you can’t do because of your special eye? (Interviewer) ” I can do everything that all of my friends can do!” (Andrew)
“Do you like going to school now?” (Interviewer)”Yeah (enthusiastically)” (Andrew)
The interviews suggested the importance of good school planning, individualised communication and identified the need to support children to be able to manage their eye and other children’s responses to it. 

[bookmark: _Toc513550744]5.5 Parent adaptation
This theme describes the overall process described by parents as they adapted to their child’s experience of retinoblastoma, enucleation and living with an artificial eye. Five sub-themes were identified that articulate the experiences of parents: concern for their child’s self-image and resilience; managing family and peer responses; impact on family relationships; managing emotional demands; and anticipating the future.

Concern for the child’s self-image and resilience
For parents, supporting their child’s developing self-image and self-identity while adjusting to living with an artificial eye was an ongoing concern. One of the reasons they advocated strongly for their child in relation to prosthesis fitting was to minimise the visual impact of the artificial eye on their child’s self-image, and the response of those around them. For some parents this was also a period of adjustment for themselves as they grew accustomed to their child’s changed appearance.
“I think it went from being something I noticed to something that I don’t even see now. Every time I looked at him, that would almost be the thing that caught my eye, and be the thing that I noticed in his face. And that used to make me feel quite sad. Um, where now I forget which eye it is. And I’m surprised it there is a comment that it looks slightly different anyway, because I don’t see it anymore” (John, father of Andrew)
“But now I don’t even think about it. Sometimes I even forget that he has an artificial eye” (Beth, mother of Aaron)

Other parents were focused on the potential response of family and members of their community. In the initial period after enucleation, parents often felt very protective of their child, warding off comments by friends and families that might impact on their child’s adjustment.
“Even when we went to the shops if it was moving around I didn’t want people staring at him. It’s not that I’m ashamed of him, I just didn’t want people looking at my boy thinking what has happened to him?...I just felt very protective of him” (Beth, mother of Aaron)
“There was one memorable occasion where one of our neighbours rather precocious daughters, it was when he still had the conformer in and he had rubbed it and it was pointing the wrong way and she said ‘why is his eye looking over there?’ I said, ‘well Daniel has two eyes, he has a real eye and a magic eye’. And she asked why and I said ‘because his right eye was very poorly so they had to take it away and give him a stand-in eye, you know a prosthetic eye’. So she said, ‘he has only got one eye?’, and I said ‘one eye he can see through yes’. So she said ‘is he like an alien then?...which made me feel great” (Eleanor, mother of Daniel)

Parents spend time considering how much or how little to share with friends and extended family about their child’s artificial eye – trying to balance protecting their child by providing information so that people would not make insensitive comments, with also protecting their child’s opportunities to develop normal childhood relationships without everything being focused on their prosthesis. This was an ongoing balance as their child grew and faced new stages of peer relationships. 
 “And lots of it’s about how it looks. He’s said a couple of things that’s like a knife in the heart for me…he was talking about somebody at school and he said about them having a girlfriend. And I was like, really? Wow, that’s so young. And I said have you got a girlfriend? And he said, Mum, I’m not going to get a girlfriend, I’ve only got one eye” (Katherine, mother of Tom)
“People are going to ask questions, but for me it was really hard to say…I don’t go into things, because I think that’s his privacy. People don’t need to know. And the people that do need to know, will know” (Hannah)
“I suppose for me I want it to be normal, and for me being normal is that we acknowledge it. I don’t want Stephen to feel any shame in it” (Alison)

Considerations of supporting their child’s developing self-image also permeated decisions parents made about parenting strategies. For one parent whose child is several years post-enucleation, she described their thoughtfulness in trying to be conscious of their son’s developing resilience in relation to his retinoblastoma-related care, but being focused on his diagnosis and treatment not being the defining aspect of his childhood.
“We got to the hospital, and then in between times, we try to live a normal life and we try to keep all the things that Tom does to a minimum. We praise him, but praise him more for learning to ride the bike…we praise him for doing those things (hospital/treatment related), but we equally praise him for riding a bike or swimming like you would for any other child, because even though he’s a child who had cancer, he’s also a child who learned to ride his bike, learned to swim, learned to play rugby – he’s bright, he’s gorgeous, and we’ve tried to make it about all the other things, not just his eye” (Katherine, mother of Tom)
For these parents, it was important that their child’s sense of self and confidence in himself was developed around a range of skills and characteristics (e.g. swimming, riding a bike), and not solely focused on his perceptions of his facial characteristics. For another parent of a younger child, she described being in a stage of defining for herself as a parent how much focus or importance to place on the fit/matching of the prosthetic eye. She explains a process of thinking that any outcome should be acceptable in the context of her child surviving cancer, but recognising the cosmetic importance of a well-matched prosthesis on her child’s developing self-awareness.
“You think your child has cancer but now they are OK so why are we worrying about it…but actually he’s at an age where he is beginning to become aware and if people start noticing something about his eye, people can’t help but look…I don’t want him to become self-conscious about it, so I think I suppose I didn’t want to make a fuss (about look/fit of prosthesis) but worry about something that is just cosmetic, but actually it is important, isn’t it?” (Alison)

Parents also expressed a sense of anticipation of future challenges that would arise as their child became more independent outside of the close family environment. For some families this was in relation to their own response as the family became more exposed to situations where questions about their child’s eye was posed.
“I know there are going to be things in life that we will come up against, like if people start asking questions” (Beth, mother of Aaron)
For others, they recognised that their child’s development into older childhood and adolescence will potentially bring touchpoints that particularly impact on their child and their self-image and confidence.
“I think we anticipate that there will be harder times. There will be harder times but we don’t really quite know when, or what form, or what age that will be – when he’s 8 or when he’s 14” (John, father of Andrew)

Managing family/peer response
This subtheme was concerned with how the families managed sharing information about their child’s diagnosis and treatment amongst their extended families and peers (both parent and child peers). Decisions about whether to and how much information to disclose was particular to the strength of the relationship that existed. In the first instance, parents described the practical and emotional support received from within their families during their child’s initial treatment.
“the family is really really supportive, especially when we were going through chemo and everything you know. Michael’s mum and my mum were there the whole time, everyone was there for us” (Beth, mother of Aaron)
“But we are very lucky our families have been amazing. I don’t think we could have done it without them, and our friends…there were times when I would get frustrated. With my mum more than anything, bless her, she was trying to say all of the right things ‘he is fine, he’ll be fine, he is still the same boy’. I know all this. But it’s still not fair. I am still p’ed off at the world about it” (Diana, mother of David)
However, as can be seen from the above quote, even the loving support provided by grandparents did not always provide relief for the emotional burden that parents were carrying.

Some parents described how extended family (particularly their child’s grandparents) coped with and adapted to their child’s artificial eye. In most instances, this involved a period of adjustment as there had been for the child and family themselves. Often children within the extended family were much more matter of fact about their cousin’s/friend’s experiences.
 “The children (in the extended family) have been very matter of fact. I think for some of the adults it is…we had somebody looking after him recently and we said something about the eye and I could see whoever it was blanching and said I can’t do that” (Susan, mother of Andrew)
“They were a bit apprehensive about him taking it out. But we said, take it out and show Nanny. And they say ‘oh, that wasn’t too bad” (Diana, mother of David).

One parent described the realisation that their relationship with even extended relations was changed following their child’s treatment. She described experiencing friends and family being at a loss as to whether or how to address her son’s condition.
“I do think that people who are close to us find it hard to know…people don’t know whether to look at it and talk about it” (Alison)
 “I suppose what is interesting is people I have grown up around, some aunts and uncles and family friends who I saw a little while ago. It was the first time I had seen them since it all happened, and they didn’t know what to say to us almost, and it was really odd that people I suppose who protected you from a young age didn’t know what was the right thing to say to you” (Alison)
“You can see even our very close friends they don’t know, I suppose they don’t know if it is OK to ask questions, and when to stop asking questions” (Alison)

This places parents in a difficult position, as not only are they managing their own and their child’s responses to the enucleation, they also feel a level of responsibility for managing the responses of those around them. This parent took a proactive approach to preparing friends, particularly those with children, for them to be pre-informed about her son’s artificial eye – in some ways to prevent the opportunity for insensitive comments or questions to be asked in his presence,
“Friends with children we have said to them before we see them, tell the children about it and tell them to ask any questions. So we went to a friend’s house and their little boy right away said ‘Stephen has a special eye doesn’t he?’ and right away wanted to talk about it. And then we went to the playground and he was telling his friends at the playground, ‘oh my friend here has a special eye’ and they were all quite excited” (Alison)
 
However, another parent expressed the sense of validation she received when sharing information about her son’s artificial eye with peers, and them responding that they had not noted that he had a prosthesis. For this mother who had noted her difficulty with coming to terms with her son’s need for enucleation, this appeared to validate that her efforts to advocate for her son and work with the prosthetist for a well-fitted and matched eye was reflected in his perceptions by the wider community.
“I talk to the other mums at school and I tell them about Aaron’s artificial eye and they’re like oh my God I would never have known. And that’s a good thing because that’s what I want to hear” (Beth, mother of Aaron).
Apparent in each parent’s story was that managing the sharing of their child’s experiences within family, community and school/leisure contexts was another factor that required consideration on their part as they judged the best approach to take for their child and their circumstances.

Impact on sibling/family relationships
This theme was focused on the impact of their child’s enucleation within the nucleus family – both in terms of parent and sibling relationships. One parent described the impact that her child’s diagnosis had on the family functioning. She recalled receiving advice from another parent for her to sustain and open dialogue with her husband about how, as a unit, they were going to manage and process the situation they were in. 
“You’re scared, you’re stressed, you’re upset…you’re completely schizophrenic because one minute you’re trying to be totally Ok for your child and you’ve got all of these really strong feelings…to have a plan (of how to manage family relationships)…you know some people don’t have husbands or don’t have good relationships and I remember somebody else said on the first day of chemotherapy…one of the other mums who didn’t have retinoblastoma but her child was having chemotherapy…and she said apparently 50% of marriages fail when a child has cancer. I was like, oh thanks for that one…but it’s true, it puts a massive strain on the family. It puts a massive strain on your relationship” (Katherine, mother of Tom)
Their response was to agree a consistent approach which included both their means of communicating with each other during this time of extreme stress, but also having a consistent approach in how to parent their child who was experiencing life-altering treatment at the same time as a huge spike in child development.
 “It made a big impact on how Tom has dealt with it, how our life has gone. Because this thing, even though you don’t want to let it consume you, or define you, or any of those things, it does. It just does, especially when you are in it. You know you’re there every three weeks, in between times you’re seeing the oncologist, going down to the local hospital, doing eye time. It literally takes up your whole world. And there’s little snippets of that time that you need to claw back and be normal” (Katherine, mother of Tom)
Other parents in the study also concurred with this concept of ‘regaining normal’ – perhaps as a means to retreat and regroup their sense of family and those connections, before being buffeted by the next exposure to their child’s required care.

The children in this study had a mix of older and younger siblings, and many described the impact that their child’s condition had on their siblings. A number of families described their distress at the necessary separation in their family while their child was undergoing active treatment. One family had a younger child who was a baby at the time of his brother’s diagnosis and enucleation. She describes the impact that she perceives this has had on her own relationship with her younger son. 
“It’s a coping thing for them (siblings) as well. And I have found it really difficult because I feel that Matthew’s first year just flew by and to try and get that back, it’s never going to come back. And my relationship with Matthew I feel, you know, I feel like Matthew may be feeling ‘where’s mummy?’ but I don’t know if he remembers that or whether our relationship is…I think it is more about what I feel, the guilt that I feel” (Hannah)
This mother eloquently describes being torn between the needs of her infant, and being present with her older son during his surgery and appointments. This sense of separation was compounded in this family due to the geographical distance between their home and the hospital. Other parents also described the difficult choices they were having to make with regards to being present for their child’s care.
“With Katie (their daughter) it was hard because we felt like we were constantly leaving her. Because obviously when we were at Great Ormond Street and the Royal London we felt very strongly that we wanted to be together... So we always made sure that one of us, even though she was always with my mum or Michael’s mum, we always made sure that one of us was with her at night. We sort of tag teamed. But it was really hard, and it did affect Katie…she was so little as well and trying to explain to her and trying not to leave her out, but I think she probably felt that mummy and daddy were always with Aaron, and obviously not understanding, and the jealousy and being naughty” (Beth, mother of Aaron)
“We just tried to protect him so much, so in protecting him we were also keeping Katie from doing stuff. Family stepped in and said, oh let us take Katie out, but again that was separating Katie from us. And obviously sometimes we would take Katie out just one of us on her own, we would think oh we will do something with her, but I suppose that the whole family unit was sort of broken up for a long time” (Beth, mother of Aaron).

Both of these mothers went on to describe their perceptions of how their child’s relationship with their siblings was influenced by the retinoblastoma experiences. One parent describes being increasingly aware that her younger son is now starting to ask questions about his older brother’s care and appearance.
“I think what is difficult as well is that his brother has to come to all of the appointments and things like that, as good as he is, he’s started now to ask questions. Or to tell Mark that maybe he looks different. And not in a mean way at all, but that’s really hard for him” (Hannah)
She describes needing to protect the confidence of her older child while accepting that developmentally, her younger son is at an age where he is beginning to be more enquiring. Another parent described that her children’s relationship with each other seemed as close as it had prior to her son’s treatment, but that there was a noticeable change in the relationship between his sibling and themselves.
 “She was alright with Aaron, she was protective of him…it was just with us that she had the problem and it was hard because we knew that we had neglected her to a degree because we were so focused on Aaron” (Beth, mother of Aaron)
 
Finally, one parent shared how they engaged their older child in the practical elements of prosthesis management. This served the purpose of helping him to understand his younger brother’s experience, but also for him to feel that he had a particular role to play in participating in his brother’s management routine.
“We used to pretend that we were all having drops. (Older brother) liked to pretend that he was having them to show Stephen that it is OK and that it doesn’t hurt. And I think that helped to give him a role in all of it as well” (Alison)

The area of sibling support was one that was identified by a number of parents as where additional support or resources were beneficial. While they acknowledged that some of the chid-focused books could be used with siblings, it was the ongoing (and potentially future) impacts on their children’s developing relationship about which they remained concerned.

Managing emotional demand
As described earlier, parents faced a huge emotional burden during the time of their child’s initial diagnosis and treatment. This subtheme indicated that for many families, there was a longer term focus on managing the ongoing emotional demands on themselves as parents, and the potential influence this may have on their children.
“I never ever wanted Aaron to see me upset. I want to bring him up that it’s no big deal…I didn’t want him to see me upset” (Beth, mother of Aaron)
“I tried not to (cry) in front of Tom because I didn’t want him to feel…obviously he knew something was wrong but I didn’t want him to have any effect from it” (Katherine, mother of Tom)
“We were really upset when it happened, but we always tried to keep it together in front of Tom because they look to you to make sure it is OK…and then you go into the toilet and you’re like ohhhh, you’re broken hearted” (Katherine, mother of Tom)
“I can imagine if you were the sort of person or parent that transmitted any kind of fear, I mean obviously we had the fear, but you know, it’s just a case of coping, you create a coping mechanism to deal with it. But I think any parent, any child who had parents that perhaps weren’t as able to cover those feelings up, I think they may adopt some of those feelings themselves perhaps” (Megan, mother of Charlotte)

Parents also described some of the processes they used themselves to manage the ongoing emotional demands that they faced. These ranged from focusing on practicalities, to seeking specialist support as required.
“I think we are quite matter of fact about it with people, we have tried not to be particularly emotional about the process” (Alison)
 “We are really matter of fact and factual about how we talk about it – that is also for me personally my coping mechanism, because I am quite an emotional person so to talk about something in a statement of fact way and be positive about it, helps me to get past the awkward stuff” (Eleanor, mother of Daniel).
“Whatever supports me will give that support to him. You know, because if I’m not emotionally dragged down and have nowhere to let anybody know what is going on then I’m not going to be any good to him if I can’t let some of that off me” (Hannah)
“I have actually done this recently because I had a bit of a meltdown…bizarrely, since Tom has been fine. I found myself last year bursting into tears all of the time, having bad dreams every night of the week…You’ve held it together for years in a sense that part of the way you're trying to be OK, but you’re not OK and there comes a point where you need to deal with these things” (Katherine, mother of Tom)

A number of parents described being offered support through CHECT and being connected with other families. Many acknowledged and valued the support offered by the family support worker. However, several described making a clear decision to not be linked with other families for support or to share experiences.
“I didn’t want to go to any support groups, I didn’t want to talk to anybody. I didn’t want to hear anybody else’s story because everybody’s different. And I didn’t want to think…I didn’t want to either get false hope, or feel that way worse. You know, I just wanted to concentrate on us” (Katherine, mother of Tom)
“I know there are some support groups, and days out and stuff, but actually I didn’t want that, because I didn’t want to spend any more time on it, and also make him feel different” (Susan, mother of Andrew)

The parents in this study used a range of different mechanisms to manage their situation – both internal and external. Many had clear opinions on when (or if at all) they would find the benefit of sharing their experiences with other families while they themselves were in the midst of treatment. However, a number have subsequently offered to be available for this option to other families in future. Being sensitive to the needs of each family attending the retinoblastoma service, including the psychosocial support offered to parents, requires an individualised approach.

Anticipating the future
The final subtheme around parent adaptation was in relation to their consideration for their child’s future. For most parents this was an ongoing balance between enabling their child to have the same opportunities afforded to other children, while managing the potential risk to their sighted eye.
“If you can’t (keep his eye) try not to wrap him in cotton wool, try and allow him to do things …Don’t allow it to define you and the way you parent. Because if you parent defensively like that where you’re constantly trying to keep them safe…because that’s what your natural instincts are to just do all that. And I have to have a word with myself and say come on its fine” (Katherine, mother of Tom)
 “We are kind of still having to learn about now is things like what sports is he allowed to do and you know, is there a hard and fast rule, it is our decision, because then you have got a whole other realm” (Eleanor, mother of Daniel)
“One of the things you do think is what is it going to stop him doing? You don’t think what can he still do? You think what do we have to take away from him?” (Alison)
“For a while after his eye came out, we have a prosthetic and then we are done. But actually it’s not…it is the rest of his life he has got to find ways of managing that” (Alison)

Many parents in the study recognised adolescence as a key developmental stage where their child may require additional support and input, specifically around managing self-image and peer-relationships. One parent also had a long-term concern about the genetic basis of her son’s retinoblastoma and the unknown implications this may have for his future in relation to having a family.
“If I am apprehensive about anything it is going into adolescence, it is very hard you know, when your self-image becomes more important…going into puberty, I think we both feel that she needs to talk to people who have the same condition” (Megan, mother of Charlotte)
“I’m trying to keep on top of what’s happened. And whether there is any more research into Mark’s condition…whether it affects his children, because they just don’t know. And for me that’s the hard part as well, that I can’t give an answer about what the future holds for him” (Hannah)

The theme of parent adaptation is complex, and indicates the multi-factorial complexity associated with being the parent of a child adjusting to living with an artificial eye. While many families were still focused on adapting to the day to day practicalities of managing the eye, there was a consistent recognition of the life-long implications of their child’s condition – with parents trying to find a way between balancing protecting their child and supporting their developing independence.

[bookmark: _Toc513550745]5.6 Child Adaptation
The final theme delineates the perceptions of parents of how their children were adapting to living with and artificial eye. This was broken down into four subthemes: Increasing independence; Developing resilience strategies; Changes to self-image; and peer interactions.

Increasing independence
The children in the study were in various stages of developing independence in managing their artificial eye. This was a result of their age/developmental stage and the number of years since enucleation. For younger children, their parents described recognising that their child was on a continuum of becoming more engaged in, and ultimately independent in managing their artificial eye. 
“He can clean it and sometimes he can look in the mirror and if it moves he can push it back in, so the next step would be for him to take it out and put it back in, but I’m sure that will come naturally” (Beth, mother of Aaron)

One parent described being given a range of strategies by which their child could remove their prosthesis, and highlighted the importance of their child ultimately having some control in choosing the approach that felt the best fit for them.
“In the end he was taking it (the prosthesis) out for himself…everyone does it in different ways, but he’ll just take it out with his finger. And I think you’ve just got to let them do whichever way is comfortable for them” (Hannah)

Although parents were focused on developing their child’s independent in general terms, they were also focused on enabling independence in specific environments and contexts.
“For me, it was really important to get his independence there (school). So I don’t have to just run down to him. Which I would be completely prepared for, but for him, he knows that if he’s in assembly and its coming out he can just pop it back in” (Hannah)
The focus on developing independence in the school setting was particularly relevant for older children – as this would enable them to feel less distinct from their peers, and prevent situations occurring where they may be subject to unwanted focus from their peers around management of their prosthesis.

Developing resilience strategies
All parents recognised that their children had or would need to develop resilience strategies to help them to manage living with their artificial eye. Some of these were practical in relation to adapting to the loss of their visual field and/or depth perception and the implications this may have on choice of activity engagement.
“She did start dance lessons and they were positioned in front of a mirror, and she didn’t really like the fact that she had to watch herself in the mirror and then turn one way because when she turned that way she couldn’t see herself, so she couldn’t quite keep up, and she said I don’t really like that, so we stopped going” (Sara, mother of Angie)
While this mother described an activity that her daughter tried, and ultimately didn’t pursue, others focused on how engaging in normal childhood activity in and of itself was a mechanism by which their child built confidence and a sense of identity.
“It doesn’t matter that you have this, you can do whatever you want to do. And he is, he plays tennis, he’s a very good swimmer. He does martial arts. Which was another thing for him to build confidence, self-esteem” (Hannah)
“He’s not stopped by anything. You know he’s good with his colouring, he’s good with his writing, so it’s not like he’s hindered in any way at all, so he just makes me proud” (Beth, mother of Aaron)

Other parents focused on the internal and external processes through which they perceived their child could help to build resilience. One parent highlighted the importance for opportunities for her child to share time with other children living with an artificial eye. This was endorsed by many of the parents in the study who reported the benefits of ‘Eye-Club’ as a means of building their child’s confidence.
“I think meeting other children with the same condition is really useful because I think he is probably going to go to school being the only one with a prosthetic eye. So I think if he has friends who have prosthetic eyes I think that will give him confidence…it will make him feel like it isn’t bad, it is normal and not that different” (Alison)
Another parent voiced her concerns about the emotional resilience of her son – recognising how much he has had to cope with in his short life to date, and hoping that he could continue to build strength to cope with the new demands that adolescence and adulthood would place upon him.
“I think him managing it. Because he’s become quite aggressive, his behaviour – he’s quite an angry person sometimes. And I think some if it has stemmed from having to cope with this and having to be strong…I think for him just to maintain that as a person whether he’s going to be able to keep on with that. I think when he’s faced with questions when he gets older, I want him to be able to answer those” (Hannah)
 
Changes to self-image and peer interactions
Although the majority of the children in this study were in infancy or early childhood at the time of their enucleation, their parents recognised key moments where emerging or increasing awareness of their self-image had a direct impact on their child’s emotional resilience and preparedness to engage in social situations. While for much of the time these children were coping well with school, family and community life, there were key moments which highlighted that their emerging sense of self was influenced by the presence of their artificial eye.
“Tom’s had a big meltdown about his eye on about five occasions…He was like ‘I hate this stupid eye. Why do I have to have this stupid eye. I hate it. Nobody else has got this stupid eye’. And it just breaks your heart” (Katherine, mother of Tom).
“I think from their point of view, each time it’s really tricky, because each time there is a new period in his life that he’s going through there’s something new, or somebody at school said something to him or something like that…and I’ve just tried to say ‘look I wish it wasn’t anything like this. I wish you didn’t have anything to worry about. I wish that you never had anything to think about. I wish you didn’t need to see the doctor, but we do. And lots of people do. And just say to him ‘look I’m really really sorry that happened, and it’s OK to be upset, that it’s OK to get upset. But lots of people have it, and you’ve got a really good eye and you can do loads of things, and you can still do all of the lovely things that you want to do, and just try and give him a bit of confidence in himself that he can still achieve lots of things, even though he’s only got one eye” (Katherine, mother of Tom)
 “Where he is now is the most difficult to be honest. He now knows what he has, what he looks like, you know. What he has to cope with and how he is different – things like that. So those stages were really difficult but what’s ahead of us now is also going to be difficult” (Hannah)
“Well now’s she asking for a pink eye, so I don’t think she’s bothered that much now about it matching! I think she’s enjoying that she’s different, so might as well be really different! She’s really turned around. In the beginning she was like, ‘ohhh I don’t really like it, I don’t want to go out. But now she says most days I just forget, and she’s really good” (Sara, mother of Angie)

Each child’s own perception of their self-image could also impact on interactions with peers. For some children, they benefited from the support of a close peer group who acted as a support mechanism when they were exposed to more confronting social situations. For others, the presence of their artificial eye could inhibit their willingness to engage in social activities, or feel the cause of changing peer relationships at school.
 “I think he still does have trouble in school with some older children that want him to take it out, that haven’t been in his class but know that he has a magic eye. But what’s really nice is that his class friends are really protective of him, so they do come and tell me” (Hannah)
“Some days she comes home and says nobody played with me today, and then she will say, oh I think it’s because of my eye, so she’s still a little bit up and down” (Sara, mother of Angie)
“He was going to the birthday party of a really good friend, and he didn’t want to go. And I said why don’t you want to go? And he had a big meltdown and said this stupid eye, everybody looks at us! I walk into a room and everybody looks at me. They think I’m a weirdo because I’ve got this stupid eye” (Katherine, mother of Tom)
Parents had a sensitivity to their child’s adaptation to living with an artificial eye. They were keenly aware of their child’s need to become independent with managing their eye. However, they remained anxious about their child’s own emerging self-image and confidence – working to find ways to build resilience and confidence, while being conscious of being unable to protect their child from the challenges they will inevitably face.

From the child’s perspective even the children who had initially found caring for their artificial eye very difficult began to develop resilience strategies and adapted their own management for caring for their artificial eye so they could begin to become independent. 
“You can use a sucker or your hand, I don’t like using my hand so I use a sucker” (Charlotte) 
 “When would you take it out” (Interviewer) Um…when there is sleepy dust in it and my Mummy and Daddy have to wash it” (David)…”who takes your eye out?”  (Interviewer) “Me! (laughs)” (Daniel)
“Is there anything you would like to tell me about your eye” (Interviewer)“No but I like to take it out now” (David)
“Do you clean your eye yourself or does your Mum clean it for you?” (Interviewer) “I clean it” (Angie)  “Really how do you clean it?, I have never seen anyone clean an artificial eye” (Interviewer) “We get a bowl, put it in water, and get a tissue and just swish it around the water with a tissue” (Angie).
From a child who previously was very upset having his eye removed.
 “Can you take your eye out by yourself” (Interviewer)
 ”Yeah (proud tone to voice)” (Andrew)  
”Can you really? So who taught you?” (Interviewer)
 “Nobody, I learnt myself!....yes so I push this bit…and then the eye just falls out” (Andrew) 
“Oh wow that sounds easy” (Interviewer)
 “yeah and then I push the other bit in” (Andrew )
“What does it feel like when they do that (wash the socket)” (Interviewer) 
“It feels bubbly, it goes bubble, bubble, bubble, bubble” (David). 
“Can you tell me how you do it? (take out the artificial eye)” (Interviewer)  
”Ya, I take it out with a sucker” (David)

“I do it on my own now” (Charlotte) “yep, who used to help you?” (Interviewer) “My Mum or Dad” (Charlotte)
Once the children had achieved this independence they often had positive feelings about their eye.
“…and do you have any worries about your special eye?” (Interviewer) “No” (David). 
“How do you feel when you have to take your eye out” (Interviewer) “Um..I just feel quite happy” (Andrew) 

6. [bookmark: _Toc513550746]Parent Feedback and Action Forum
6.1 [bookmark: _Toc513550747]Key findings
Parents shared a range of experiences which continue to impact on their child and family’s adjustment to living with an artificial eye that should be considered in terms of service development opportunities.
· The importance of their child having a friend who shared the same experiences and they can relate to. Some families whose children were receiving treatment at the same time have remained in contact over the years and have seen this connection as being a positive source of support for their children. However, as RLH provides services for children from a wide geographical area, opportunities for children to meet together in-person are limited. Considerations for how we can use technology to provide a virtual meeting space for children and young people was identified.
· As their children become older (e.g. 8 years plus) parents described the ongoing impact of the emotional adjustment to living with an artificial eye. Two parents expressed the difficulties their children were experiencing, becoming frustrated and angry with their eye. This ranged from an infrequent experience, to one that was more consistent and impacting on the child’s regular daily experiences at school and socially. Both of these parents expressed the importance of appropriate psychosocial support (provided by parents or health professionals) to support their children during these episodes and continue to build their resilience.
· Managing and supporting the ongoing emotional adjustment of their children to living with their artificial eye was/is also emotionally draining for parents. Having shared experiences of other parents in this situation was helpful.
· Supporting children to understand what makes them special (i.e. not related to their eye) was an important strategy for several families. Parents described how they tried to help their children focus on other characteristics to promote more balance in their developing self-identity e.g. a good swimmer, good at football, kind, liking writing and drawing etc.
· One parent described the benefit of discussing the amazing capabilities and achievements of people with a range of abilities, focusing on how they did not let specific functional impairments prevent their personal participation and achievement. Using national figures such as Stephen Hawkins and the Paralympic team athletes helped parents to shape conversations with their children to encourage their strength and determination.
· Using hobbies to focus on a particular strength of their child that was completely unrelated to their artificial eye experiences has also been a positive strategy employed by parents. One parent described that her child’s talent in swimming has been a way for him to feel confident and encouraged. This activity provides him with inspiration to keep going and not give up.
· Additional support for siblings has been identified as an area where additional support is required. Parents described the impact of the enucleation process on their other children as they become more aware of their siblings condition. One parent explained that her younger child was receiving some support in their local school setting which they found valuable.
· Accessing psychological support services as needed – one parent described the significant support her child was receiving via psychology services at RLH and through a local art therapy provider to assist him in expressing his emotions relating to his artificial eye.
6.2 [bookmark: _Toc513550748]Practice recommendations
The parent participants and Rb team members then considered the specific recommendations for practice development. These include:
•	Sibling support
· It is recommended that the retinoblastoma team continue to strengthen links with the oncology team within the Royal London Hospital to offer a support group targeted at siblings of children with a cancer diagnosis. This group programme is called ‘Sib Squad’. The day provides answers to questions, a discussion group, a tour of the areas where their sibling receives care when in hospital, team building activities and peer support and shared experiences. The day is run by: the retinoblastoma clinical psychology, health play specialist and clinical nurse specialists. The team will routinely offer this support group to families.  
· It is recommended that the clinical psychologist and health play specialist also will provide families with sibling support and individual appointments when required. 
•	Communication/meet-up virtual portal for peer to peer support
· It is recommended that the retinoblastoma team will explore developing an app targeted at children providing age appropriate information, resources and support.
•	Superheroes 
· Superhero’s is a group intervention for children and their carers with a narrative therapy and therapeutic play approach. The group is aimed at providing peer support, building self-esteem and shared experiences. The day includes an intervention for children and a separate space for parents/carers to discuss the challenges of caring for a child with a health condition.  Ongoing access to this group will be dependent upon continuing resources to provide the group intervention. It is recommended that the Rb team will consider supporting referral to this group as when it is made available in the Trust. 
•	Art therapy/scrapbooking
· It is recommended that the retinoblastoma team consider means by which to encourage scrapbooking and art therapy as a way of providing support to patients, as well as, allowing them to express any feelings and emotions relating to their diagnosis, treatment and experiences with retinoblastoma.
•	Sharing parent experiences – managing emotional demands
· It is recommended that the retinoblastoma team continue to work in conjunction with CHECT to provide families with opportunities to link together and share experiences.  This is further supported by the inclusion of a clinical psychologist within the RB team whose expertise can be utilised to help families and children manage the emotional demands of living with retinoblastoma.
7. [bookmark: _Toc513550749]Study Strengths and Limitations
Reflexivity was promoted through the articulation of pre-study assumptions and the on-going use of research team meetings to monitor the progress of the study. The meeting discussions focused on three aspects:  information on the scheduling and logistics of the study; document tracking of the methodological decisions made; and reflective discussions during the period of data analysis as a forum to describe thoughts and emergent ideas generated through the study. 
Triangulation of researchers was achieved during data analysis. Once the initial independent coding had been completed, analysis focused on collapsing and confirming these categories into broader, overarching themes that accounted for the experiences of the participants and this was conducted collectively by all three authors. Proposed themes were reviewed and refined before coming to a consensus on the articulation and naming of the final themes.  
The study was subject to a number of limitations, predominantly related to sampling and recruitment. Despite the recruitment site being one of two national centres for retinoblastoma treatment in England, we recruited a smaller group of participants than anticipated despite holding recruitment open for far longer than originally planned. This ultimately influenced the breadth of the data obtained. Information regarding the cultural homogeneity of the participants has also been provided so that the transferability of the findings of this study to other settings can be considered. The sample was culturally homogenous, though anecdotally this was reported to reflect a large proportion of families accessing retinoblastoma services at RLH. Additional research is recommended with a larger and more culturally diverse sample. 
Recruitment was also influenced by our set inclusion criteria of children participants of 4 years and over. This inclusion criteria was set on the basis of guidelines for engaging children in research to ensure they could provide assent to participate in the study and  have adequate expressive language to express their perceptions about living with an artificial eye. 
The study was also intended to include teachers of children living with an artificial eye. Each named teacher was contacted on two separate occasions inviting them to participate in the study. Despite these efforts, only one nursery school teacher consented to participate. As such, this data was not included in the formal analysis, but summary feedback was provided to the Rb team for consideration in their approach to supporting school transitions. 
A further barrier to recruitment may have been related to concerns regarding the emotional burden for families related to participation in the study. Information was provided in the participant information sheet that indicated the potential for emotional distress and the support mechanisms that would be put in place should this occur for any participant. Some families may have decided not to participate on that basis.  
Finally, this qualitative research study did involve a commitment of time for families. The benefit of using the semi- structured interview approach was the resulting richness in the information that we obtained that described children and family experiences of living with an artificial eye. However, other methods of data collection could be considered for future research that reduces the perceived burden on families. 
This study provided a means of collaborating with parents within a research model to develop service recommendations to enhance practice. Further research that focuses on the effectiveness of specific resources/approaches, and the experiences of children and their families who have experience bilateral enucleation is also warranted.
8. [bookmark: _Toc513550750]Conclusion
This study has enriched our understanding of the experiences of children and families following enucleation as they adapt to living with an artificial eye. Whilst the medical management of their condition focused on their physical treatment experiences, the emotional cost for both parents and children can be significant. Families valued close connections and relationships with their professional team, both for their provision of specialist treatment and information and practical resources with which to support their children, but also in terms of their availability in supporting the families’ emotional well-being. However, the process of adapting to living with an artificial eye, for both children and families, extended far beyond the provision of a prosthesis: influencing decisions around parenting, learning to advocate for their child, supporting children through school and peer relationships. For children the importance of on-going support and information was vital to enhance understanding, adaptation and development of independence.  Further, all families indicated the life-long implications of their child’s enucleation, looking ahead to emerging barriers that may arise during adolescence and early adulthood. Overall the study suggests that children and families undergoing enucleation need continuing, individualised and specialist support.  This support is vital not just at the point of enucleation but as the child and family move to different stages in their lives. 
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[bookmark: _Toc513550753]9.2 Semi-Structured interview questions for children/young people
	Topic Area
	Questions
	Prompts

	Initial Treatment and Management 
	1a. How old are you now?

1b. What do you remember about when you first came to the hospital?




1c. Do you remember being told that you needed a ******* eye?

	

Age at diagnosis/enucleation
Treatment environment: eye-drops, mask/cannula, nursing staff, use of toys, food, healthcare staff.

What were they told/by whom



	Prosthesis Management
	2a. What do you remember about getting your first ******* eye?

2b.Who helps with your ******* eye?


2c. Tell me about how you manage your ******* eye?
    


2d. When do you take your eye out? (routine, circumstances)

2e. How do you like for your eye to be taken out?

2f. Do you ever have trouble with your ******* eye? Does it get sticky, fall out or hurt? What do you do when this happens?

	Reaction to prosthesis
Recollections of support
Eye routines
Clinic support

Can they remove by self? If not, who does?
If independent, who taught them how to remove eye?


Sucker, finger etc





	Adaption
	3a. What can you tell me about your eye? 

3b. What are your feelings towards your ******* eye?

3c. How do you feel when it needs to be taken out?

3d. Do you have any worries about your eye?

3e. What are the good things about your eye?

3f. If you have any questions about your eye, who do you ask?
	If negative feelings, what makes them feel better?






What kind of questions do you have?
What answers do you get?


	Family/Social Influences
	4a. Do your parents talk to you about your eye? What do you talk about?

4b. How do you think your parents feel about your eye?

4c. Do you have any brothers/sisters? Do you talk to them about your ******* eye or do they ask you questions?

4d. Do your friends know about your eye?


4e. If your friends don’t know you have a ******* eye would you like them to? Why?

4f. Do your friends or family ask you questions about your eye?

4g. Do you know anyone else with a ******* eye? 
	What do they say?
What do you tell them?





If they know:
 a. Do you mind them knowing?
 b. Who told them?

	School 
	5a. If you are having a problem in school with your ******* eye who do you talk to?

5b. Do you ever miss out on things at school because of your ******* eye? Can you tell me a story about when this has happened?

5c. Does anyone ask about your ******* eye at school? What do you say?

5d. Does your eye need any care at school?

	



[bookmark: _Toc513550754]9.3 Semi-Structured interview questions for parents
	Topic Area
	Questions
	Prompts

	Initial Treatment and Management 
	1a. What can you recall about the time when your child was first diagnosed with retinoblastoma? 

1b. Have they had any other treatments related to retinoblastoma?

1c. Did you notice any difference in XXXXXX’s personality/behaviour post enucleation?


1d. What were your experiences of enucleation surgery and initial post op period?


	Age of child at diagnosis
Age at enucleation

Radiotherapy, cryotherapy etc

What type of changes?
When did they occur?
Parental actions in response

	Prosthesis Management
	2a. Can you describe the time when your child was originally fitted for their prosthesis?

2b. Can you tell me about how you and your child manage the removal of their artificial eye?





2c. Can you describe any strategies that you use with your child for managing their eye (e.g. eye routine)?

2d. Have you experienced any issues or difficulties associated with the artificial eye?



2e. Is your child compliant with the removal/insertion of their eye? If so, how long did this take?



	

Who removes it?
If managed by parents/child :
· at what stage did you start to    remove/insert their eye?
· Parental/child confidence
Restraint required?

Description of routine
When implemented?

Requests for support
Support provided
How were they resolved


	Adaption
	3a. How do you feel initially about your child’s artificial eye?

3b. How do you feel you have adapted to child having an artificial eye?

3c. How would you describe your child’s understanding of their artificial eye?

3d. How do you talk to your child about their artificial eye?

3e. What advice or strategies did you find helpful in adapting to having a child with an artificial eye?

3f. What additional support or strategies do you think would have been useful to help you/your child adapt to living with an artificial eye?
	



Frequency/content



Recommended by whom?
Own design?


	Family/Social Influences
	4a. How do you think the rest of the family have adapted to your child’s artificial eye?

4b. Did/do you talk to anyone outside of the clinical environment about your child’s diagnosis and treatment?

4c. What advice would you recommend for other parents whose child is undergoing an enucleation?
	

	School 
	5a. What were your child’s initial experiences of attending school/nursery?

5b. Did you use any particular strategies to manage your child’s transition to school? 

5c. How confident do you feel that your child’s teacher is with providing the best support for your child in the classroom and school environment? 

5d. Have you/your child experienced any on-going issues regarding the school environment as they have progressed?

	Awareness/reaction of other children

Preparatory talks with school/teachers
Suggested education/resources



How are problems identified?



[bookmark: _Toc513550755]9.4 semi-structured interview questions for teachers
	Topic Area
	Questions
	Prompts

	Background awareness 
	1a. What was your understanding of retinoblastoma before teaching xxxxxx?

1b. What type of information were you given about xxxxx before they entered your class?



1c. Did you feel that you had sufficient information to support xxxx in your classroom, of did you feel like you needed to seek out additional information? 

	

Age at diagnosis/enclueation
Time since enucleation
Information about Rb


	Prosthesis Management
	2a. What type of information (written/verbal) did you receive about the care and management of the artificial eye when you began teaching xxxxx?
 
2b. Can you describe any specific concerns you had about how you would find supporting a child with an artificial eye in the school environment?
  

	


Support contacts/resources utilised

	Adaption
	3a. How do you feel xxxxx adapted to the classroom environment? 



3b. Can you tell me if xxxx’s classmates were told about their artificial eye?



3c. Can you describe any specific behaviours that you attribute to being related to the artificial eye?

	Position in classroom
Supporting visual access
Managing peer questions

Who made decision?
Who imparted information?
How was it received by peers?

	Social Influences
	4a. Do you feel that xxxx is comfortable discussing their artificial eye with their classmates?

4b. Have you noticed any differences in their interaction with other children that may be the result of their artificial eye 
	


e.g. not wanting to engage in specific activities (e.g. sport) 
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