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11 March 2020 
 
PSC Support is a national charity based in the UK to support patients with teh rare, immune-mediated                 
liver disease, primary sclerosing cholangitis (PSC). We’re working with leading transplant clinicians to             
improve services for patients before and after liver transplant. In February 2020, PSC Support              
conducted a survey to find out what sort of care is important to people having liver transplants. We’re                  
using the results to help demonstrate the urgent need for wider services and support for liver patients                 
before and after transplant. 
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Recommendations 

 
1. Transplant units must be equipped to enable people: 

i. who are waiting for transplants to be as fit and psychologically ready as 
possible for not just the operation, but life after it. 

ii. who have had transplants to feel prepared physically and mentally to resume 
everyday activities, including work and education. 

2. We believe that the following standards are critical for patients from the time of transplant 
assessment and continuing into the long term post-transplant: 

i. Specialist psychological support services, physiotherapy services and dietitian 
services are embedded into liver transplant services for all patients, regardless 
of transplant indication or stage in their transplant journey. 

ii. Patients are proactively asked about wellbeing and supported through 
physiotherapy, dietician and psychotherapy services. 

iii. Quality of life is evaluated and acted upon using appropriate tools and 
interventions. 

iv. General patient guidance from liver transplant units is consistent. 
3. Psychological support services, physiotherapy services and dietitian services should be 

available for liver disease patients in all liver units, regardless of aetiology or stage of disease. 
4. Research is urgently needed to understand the impact of interventions to improve physical 

fitness, dietary education, and mental health and wellbeing so that appropriate care can be 
provided for liver disease patients to optimise outcomes for all. 

5. Liver transplant units should be adequately resourced to be able to provide these services. 
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Discussion 
There is no doubt that excellent support and advice before and after liver transplant in the UK is                  
available, but this is not universal. Comments from survey respondents praised staff in transplant              
units for their dedication and efforts for patients.  
 
The recently introduced Liver Transplant Offering Scheme is based on the principle that donor organs               
are placed according to greatest ‘transplant benefit’. This integrates elements of a patient’s need for a                
transplant and a patient’s utility from receiving a particular donated liver. Strictly speaking, the              
intention is to maximise life-years gained from transplanting a donor organ, but in an era where quality                 
of life matters, how well patients live is crucial too. 

The 2017 Service Specification for Liver Transplantation Service in Adults states that, ”A transplant              
also offers the opportunity for an improved quality of life and greater social independence.              
Transplantation is not only beneficial for the individual but also represents value to the greater health                
economy. In addition, some patients can return to work and therefore have a lower dependency on                
state support.” 

However, the service specification has a focus on particular timepoints in transplantation e.g. when              
making an informed choice about having the transplant, “Support from Clinical Psychology should be              
offered to meet the needs of patients”.  

Whilst specialist services (e.g. dietician, pharmacist, physiotherapist, psychiatric liaison nurse) are           
specifically mentioned within the document, and as a minimum, patients can expect to have access to                
“all members of the multidisciplinary team to discuss specific problems or concerns”, this does not go                
far enough. These services should be available as standard for all patients from the time of                
transplant assessment in order to proactively optimise wellbeing and outcomes for patients, and not              
be available only when problems or concerns arise. There should be a greater emphasis on the                
holistic, long-term care of patients from the moment they are assessed for transplant. 

The progression of some liver diseases can be halted or reversed with healthy lifestyle modifications,               
and may result in improved outcomes overall and a reduction in numbers referred for transplantation               
(and consequent demand for donor organs). For this reason, we believe that psychological support              
services, physiotherapy services and dietitian services should be available for liver disease patients in              
all liver units, regardless of aetiology or stage of disease. Liver disease is rarely solely about the                 
liver, and patients should be treated holistically from the outset. 

However, we are concerned that transplant units are not properly resourced to be able to provide all                 
the specialist services that people need at times they need them. In addition, evidence demonstrating               
what optimal, holistic care should look like is lacking. There is an urgent need to clearly understand                 
this. 
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Key Findings 
● Nearly three quarters of respondents said that psychological support was very or extremely 

important while on the waiting list (75%) and during the first twelve months after transplant 
(72%). 

● Anxiety was experienced by 54% of people on the waiting list, 52% during the first year after 
transplant and 35% after the first year post-transplant. 

● Seven out of ten (69%) people on the waiting list for a liver transplant indicated that they 
needed psychological support. 

● 58% of people who had had a transplant in the previous twelve months indicated that they 
needed psychological support at this time. 

● 84% post-transplant patients said that physical fitness advice was very or extremely important 
during the first twelve months after transplant. 

● Two out of every three (65%) people who had had a transplant didn't know what intensity of 
exercise was safe or what kind of exercise  was safe (63%) during the first year after 
transplant. 

● Two thirds (69%) of people who were on the waiting list said they needed help to stay fit 
enough for transplant while on the waiting list. 

● Three-quarters (75%) said they needed help during the first year after their transplant to regain 
a good level of fitness. 

● Most said specific dietary advice (83%) was extremely or very important while on the waiting 
list (83%) and during the first year after transplant (85%). 

● A third (32%) of those who had had a transplant said they felt pressured to return to work. Two 
out of three cited financial reasons (67%) and pressure from themselves (61%) for returning to 
work before being physically and mentally ready. 
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Key Comments 

● "Lack of psychological support is my major take away. A transplant is a massive thing to come                 
to terms with and the mental side of things is currently neglected.” 

● "Nobody seems to know how to advise people who want to be really fit and active post                 
transplant. All the advice is tailored to the old and sick and I felt I had to make it up as I went                       
along." 

● “"I definitely feel there needs to be more psychological help immediately after and within the               
first year of transplant, as personally I found this time the most difficult and did not have any                  
care in this area. " 

● “"Abandoned after leaving hospital after transplant....had to find support and do own research" 

● “I think it is very difficult when you live so far away from your transplant unit to get any day to                     
day week to week support. More robust liaising with local services would be good" 

● "I can not fault the care and attention I received from all of the medical team as regards my                   
actual transplant, but I was totally unprepared for the feelings and emotions I was to               
experience post transplant and I don't think I ever will be totally over them, and I honestly                 
believe that more should have been done to prepare me for those feelings." 

● “I got very limited advice mainly from physio in hospital. I went to a rehab physio privately and                  
then to a personal trainer afterwards which was good but they were unclear themselves what a                
post Tx person should do” 

● “I’m still in my first year of recovery and I want to exercise as I know my physical activity isn’t                    
what it was pre-transplant but I don’t know how to go about it, or how intense to go. I don’t                    
want to accidentally overwork myself and cause a hernia or some further health problem.” 

● “Things were offered very early on but actually, I needed support emotionally and             
psychologically about 6 months post” 

● “The dietary support I received was exceptional. As the NAFLD progressed I was monitored              
closely and dietary changes made to help me. After the Op I was given encouragement and                
support to again readjust diet.” 

● “Each hospital has different dietary restrictions, this should be standardised” 

● “After my transplant i gained a lot of weight and struggled to get back to a health weight.” 
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About the survey 
PSC Support developed the questions with support from British Liver Transplant Group clinicians and              
LIVErNORTH. Using an online survey, we asked people for their views on care while on the waiting                 
list for a transplant, during the first twelve months after transplant and in the longer term. We invited                  
people to take part by sharing the survey through our social media channels, and, to ensure that as                  
many indications for liver transplant were included as possible, the Liver Patients' Transplant             
Consortium (LPTC), LIVErNORTH and the British Liver Trust also shared the survey. 
 
We asked questions about four topics: 

● psychological issues and support 
● physical fitness issues and support 
● dietary issues and support 
● starting or returning to work/education after liver transplant 

 
The survey ran for 14 days (10 to 24 February 2020). 
 
Thank you to everyone who completed the survey. 
 
While this report does not include everyone's answers, rest assured that everyone's responses are              
reviewed and used in our advocacy work to improve liver services overall. We are grateful for the time                  
people have given in sharing their important views. 
 

About the people who took part in the survey 
436 people started the survey. 425 were from the United Kingdom. For the purposes of improving liver                 
transplant services in the UK, only UK results are shown in this report. 
 
407 people from the UK answered the demographics questions of which 259 went on to answer the                 
topic questions. Only the responses from 259 people from the UK who answered topic questions are                
included in this report. Including data from those who only answered the demographic questions              
would misrepresent the backgrounds of those who went on to answer the topic questions. 
 
People with a broad range of transplant indications and complications took part. 

Age 
Respondents' ages ranged from under 18 to over 65 years old. 
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259 people answered this question. 

Transplant Status 

 
We asked people how many liver transplants they had had and when. Most (64%) had had one liver 
transplant over a year ago: 

● 36 (14%) people were on the waiting list for a transplant. 
● 36 (14%) had had a transplant less than a year ago. 
● 187 (72%) had had a transplant at least a year ago or had had more than one transplant. 

Year of Transplant 
We asked people in what year they had had their transplant. 
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223 people answered this question. 

43 people had had their transplant in 2019 or 2020. Two people had had transplants 33 years ago, in                   
1987. Although we did not collect IP addresses (to protect respondents' privacy), their individual              
responses were sufficiently different for us to believe that this was indeed two separate people. 

Transplant Indication 
People with a broad range of liver conditions took part. 
 
The survey was shared in the Liver Patients' Transplant Consortium network, by the British Liver 
Trust, LIVErNORTH and on online support groups for transplant patients.  The Queen Elizabeth 
Hospital (Birmingham) shared the survey during clinic time. 
 
The high proportion of PSC patients reflects the high engagement of people in this patient group. 
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259 people answered this question.  

See Appendix for full breakdown. 

 

Complications Before Transplant 
Respondents reported complications before transplant. The most commonly reported complications          
were ascites (fluid in the abdomen) and itch. This was a difficult question for patients to answer, and                  
respondents also reported various additional complications including jaundice, nausea, weight loss,           
varices, pain and fatigue. 
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259 people answered this question. 

Months on Waiting List 
We asked how many months people had waited for their liver transplant. 
 
The chart below shows the number of months people who were still on the waiting list had been                  
waiting. Nearly half had been waiting for three months or less: 

33 people answered this question. 

  
The chart below shows the number of months people who had had a transplant were on the waiting                  
list. Over half waited up to three months for their transplant: 
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223 people answered this question. 

Days In Hospital 
The chart shows how many days people spent in hospital for their liver transplant. The number of 
days spent in hospital varied. 42% spent 8-14 days in hospital for their transplant. Around two-thirds 
of people who had had transplants spent three weeks or less in hospital. 
 

 
223 people answered this question. Only people who had had a transplant were asked this question. 
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Mental Health  

Discussion 

Important 

It's no surprise that psychological support is needed from the very start the transplant process and                
continuing into the long term. The results showed that the issues and the type of support required                 
differed between people or between the different timeframes for individuals.  

Support needed 

Psychological support was seen as important to patients, particularly those on the waiting list for a                
transplant. Respondents indicated that they needed psychological support both before and after            
transplant. The issues people experienced relating to mental health varied depending on the stage of               
their transplant journey. 

On the waiting list for a transplant, respondents appear to go into ‘survival mode’ with the focus being                  
on getting a transplant, the possibility of not getting the call in time and anxiety relating to health                  
complications and the surgery itself. They report feeling anxious, stressed, overwhelmed and            
depressed (low mood). 

Time spent on the waiting list creates anxiety and uncertainty – we know from experience on our                 
online forums and patient meetings, as well as the results in this survey, that these issues can often                  
be eased slightly by talking to others who have been in the same position. Indeed, respondents                
identified mentor/buddy support with other transplant patients as a beneficial source of support. Other              
sources included face-to-face support with a mental health professional and written materials, both             
tailored to the individual and general. 

Complex issues 

After transplant, particularly in the first year after transplant, the psychological issues appear to be               
more complex and far-reaching, with the added pressure of survivorship, feelings of guilt and feeling a                
pressure to live the best life possible in honour of and in gratitude to their donor. 

Half of respondents reported feeling anxious, overwhelmed, depressed/low mood and stressed            
during the year after transplant, and 43% had difficulty adjusting to their new life. We saw these                 
persist well beyond the first twelve months after transplant for around one in three respondents. 

These psychological issues appear to peak months after the transplant operation. It is possible that                
this arises as the physical issues start to reduce and the emotional impact of what has happened start                  
to come into focus. There is a burden of expectancy to be ‘well’ and our survey showed that some                   
patients had difficulties coping once the focus moved away from physical healing. 

There were, however, comments from people who expressed that they didn't need any help or didn't                 
wish to seek it themselves. More research is needed to understand to what extent this relates to the                  
pressure to be ‘positive’ and ‘well’, or true resilience. 
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Timely evaluations needed 

We saw an interesting phenomenon in the response patterns. Fewer people who had had a transplant                
at least a year ago reported needing help and placed less importance on psychological issues while                
on the list and in the first year after transplant. A far higher proportion of people who were actually on                    
the list or in the first year after transplant reported that psychological support was important and that                 
they needed it. This tells us that when evaluating the needs of service-users, opinions should be                
sought from current patients, rather than relying on retrospective views. 

 

Comments 
 

“I sought support whilst on the waiting list, my transplant centre didn't offer this service.  
 
 
“I suffered anxiety & depression & was struggling to come to terms with an uncertain 
future. I would have benefited more if I had talked to a health professional who was 
familiar with liver disease and the transplant process” 
 

 
“Uncertainty of what the future will  bring / look like.” 

 
 
“I am already receiving the relevant support from a designated psychologist” 
 

 
“Things were offered very early on but actually, I needed support emotionally and 

psychologically about 6 months post” 
 
 
“I had a massive psychotic episode and no-one recognised what was happening or how 
to manage it. I was considered 'over-anxious'. I ended up very unwell pscyhologically. It 
possibly was avoidable with better psychologcal provision within the tranplant service 
[sic]” 
 
 

“You're so ill pre transplant that you just want the operation. Post op when you're in the 
early stages of recovery you are laid up and have a lot of time to think, you begin to 

process what you went through on the waiting list. When you were so busy trying to deal 
with your illness physically, you had little time to devote to the physiological impact” 

 
 
“Only much later did I start to think about how close I came to dying. Subsequently I felt 
guilt, not about my donor, but about close friends who have not survived their illnesses. 
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Why did I?” 
 
 

“PTSD and other mental health issues have been more prevalent post-transplant. It 
creeps up on you. There's also constant pressure to live a ‘full life’ & be happy for the gift 

of life so if you do feel down you feel guilty for doing so” 
 
 
“I am a positive person and didn't need phycological [sic] help pre or post, I had an 
excellent recovery, and was back to normal by 4 months post, didn't feel like I needed 
help” 
 
 

“I did not seek psychological support as I felt it was my responsibility to sort myself out 
with the help of my family. Probably should of [sic] sought support but that is not me” 
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Importance of Psychological Support 
We asked respondents how important it was to be given psychological support before and after               
transplant.  
 
Overall, nearly three quarters of our respondents said that it was very or extremely important to                
have support while on the waiting list (75%) and during the first twelve months after transplant. Half                 
said it was extremely important (72%). A quarter felt it was extremely important after the first year of                  
transplant too. 
 

 
259 people answered this question. 
 

Importance While on Waiting List 
However, the importance of psychological support is highest to people who are on the waiting list. The                 
chart below shows responses from the 36 people who were on the waiting list at the time of the                   
survey. 67% felt that psychological support was extremely important. 
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36 people answered this question. 

Mental Health Issues Experienced 

On the Waiting List 
We asked respondents to tell us about psychological issues they were experiencing (if on the               
transplant list at the time) or which they had experienced while on the transplant list. Over half (54%)                  
identified anxiety, and 37% identified stress and depression/low mood (37%) as issues. Other issues              
included feeling isolated, feeling guilty, and feeling overwhelmed. You can see the percentage of              
people that picked each issue on the chart: 
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259 people answered this question. 
 

During the First Year After Transplant 
During the first year after transplant, respondents indicated that they experienced anxiety (52%),             
feeling overwhelmed (48%), depression/low mood (44%), stress (44%), difficulty adjusting to their            
new life (43%), and feelings of guilt (41%), among other thoughts and feelings: 
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223 people answered this question. 
 

After the First Year Post-Transplant 
We asked people who had had a transplant at least a year ago what psychological issues they                 
experienced after that first year. Anxiety (35%), depression/low mood (34%), stress (30%), feeling             
overwhelmed (29%), difficulty adjusting to new life (28%), feelings of guilt (28%) and living up to the                 
expectations of others (28%) were the most frequently reported issues. 
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187 people answered this question. 

Support Needed 

On the Waiting List 
We asked people if they felt they needed psychological support while on the waiting list. This chart 
displays what each group of people said. People who were actually on the waiting list at the time of 
the survey were more likely to say that they needed support while on the waiting list (69%) than those 
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who had already had transplants who were looking back on their time on the waiting list (33-39%).

 
259 people answered this question. 
 

During the First Year After Transplant 
We asked respondents if they felt they needed psychological support during the first year after               
transplant. This chart displays what each group of people said. Over half of the respondents indicated                
that they needed psychological support after their transplant. Note that the people on the waiting list                
were not asked this question: 

223 people answered this question. 
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After the First Year Post-Transplant 
We asked respondents if they felt they needed psychological support after the first year              
post-transplant. This chart displays what each group of people said. Although half (48%) said they did                
not need psychological support after transplant, 41% said they did. Note that the people on the                
waiting list and people who had a transplant within the last 12 months were not asked this question: 

 
187 people answered this question. 

Beneficial Psychological Support 
We asked respondents what kind of psychological support they would find helpful before and after               
transplant. 
 
We asked people to choose three types of psychological support that they thought would be most 
beneficial while on the waiting list. The charts below show the percentage of respondents who picked 
each type of support. 
 
Having a mentor or buddy while on the transplant list was most often preferred (40% of 
respondents), closely followed by face to face individual support from a mental health professional 
(37%). 
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259 people answered this question. 
 
We asked the same question to people who had had transplants only, thinking about the first year 
after transplant. The most preferred option was face-to-face psychological support (52%), followed 
by mentor/buddy support (50%). 
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223 people answered this question. 
 
The same question was put to people who had had transplants more than twelve months previously.                
Although fewer people thought it would be beneficial, the top choices continued to favour face-to-face               
individual support (33%), and buddy/mentor support (27%). Support from patient organisations was            
also picked by just under a quarter of respondents (21%). 
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187 people answered this question. 
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Physical Fitness  

Discussion 

The definition of fitness 

When we talk about physical fitness and liver transplant, we are talking about being fit enough to                 
undergo transplant surgery, or making a recovery to a level of fitness that allows you to do the things                   
you want to do. For some this is doing daily activities around the house. For others, it is about being                    
physically fit enough to compete at sports. 

The shift to safety 

While people were on the waiting list, the main problem with physical fitness was simply not feeling                 
able to exercise. Post-transplant, the focus tends to shift to safety, and what people should and                
shouldn't be doing. If this isn't addressed early on, it can remain an issue for people in the long-term.  

Four out of five (84%) post-transplant patients said that physical fitness advice was very or extremely                
important during the first twelve months after transplant. Two out of every three (65%) people who                
had had a transplant didn't know what intensity of exercise was safe or what kind of exercise was safe                   
(63%) during the first year after transplant. 

However, the comments demonstrate that people do want to do activities to regain their fitness levels.                
Two thirds (69%) of people who were on the waiting list said they needed help to stay fit enough for                    
transplant while on the waiting list. Three-quarters (75%) said they needed help during the first year                
after their transplant to regain a good level of fitness. 

Influence of mental health 

It's likely that psychological and physical issues experienced by patients play a role in attitudes               
towards exercise and vice versa, for example, in terms of confidence, fear of the unknown, managing                
the operation scar and generally adjusting to the demands of life after transplant and resuming               
'normal life'. 

Individual differences 

The range of individual differences is reflected in preferences expressed by respondents for             
personalised physical fitness advice through a variety of means: one-to-one sessions (e.g. with a              
personal trainer) and tailored written guidance, and some thought general written guidance and group              
exercise sessions would be beneficial. 
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Comments 
 
“Addenbrookes hospital have been great. At 9 weeks post transplant they allowed me to go 
to zumba but no twisting or stretching. At 16 weeks I could do more. They have always 
advised me and answered questions.” 
 
 

“I’m still in my first year of recovery and I want to exercise as I know my physical activity 
isn’t what it was pre-transplant but I don’t know how to go about it, or how intense to go. I 

don’t want to accidentally overwork myself and cause a hernia or some further health 
problem. I also keep getting I’ll every time I’m ready to start exercise so it seems like I’ll 

never get around to it by this stage” 
 
 
“It appears some folks do little or nothing, to regain fitness, while others have completely 
over optimistic expectations. Peoples' post transplant health also varies widely and so 
advice must be tailored for individuals” 
 
 

“I got very limited advice mainly from physio in hospital. I went to a rehab physio privately 
and then to a personal trainer afterwards which was good but they were unclear 

themselves what a post Tx person should do” 

 

 

Importance of Physical Fitness Advice 
We asked respondents how important it was to be given physical fitness advice before and after                
transplant. Overall, 84% of our respondents said that physical fitness advice was very or extremely               
important during the first twelve months after transplant. Over half said it was extremely important. A                
third felt it was extremely important while on the waiting list and also after the first year of transplant. 
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259 people answered this question. 
 
Physical fitness support was most important to the 36 people who had had a transplant in the 
previous twelve months. The chart below shows responses from these people. Over half felt it was 
extremely important while on the waiting list, increasing to nearly three-quarters (69%) of respondents 
in the twelve months following transplant. 

 
36 people answered these questions. 
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Physical Fitness Problems 

On the Waiting List 
We asked respondents to tell us about physical fitness problems they experienced (or were              
experiencing) while on the transplant list. The main problems identified were not being physically able               
to do exercise activities (39% ), not having the motivation (28%), and not knowing the intensity (24%)                 
and kind (22%) of exercise that was safe. You can see the percentage of people that identified each                  
problem on the chart: 

259 people answered this question. 
 

During the First Year After Transplant 
A higher proportion of respondents identified physical fitness problems during the first year after              
transplant than they did for the period they were on the waiting list. Two out of every three (65%)                   
people didn't know what intensity of exercise was safe or what kind of exercise (63%) was safe                 
during the first year after transplant. 57% said they didn't know when to start exercise activities. 43%                 
were not physically able to do exercise activities and 39% didn't know where to begin. 
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223 people answered this question. 
 

After the First Year Post-Transplant 
We asked people who had had a transplant at least a year ago what physical fitness problems they                  
experienced after that first year after transplant. 
 
A quarter did not experience the problems. All issues were reported less frequently for the period after                 
the first twelve months post-transplant. 
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187 people answered this question. 
 

Physical Fitness Help 
We asked respondents if they felt they needed physical fitness help with these questions: 

● While on the waiting list, do you feel you need help to stay physically fit enough for                 
transplantation? 

● During the first year after your transplant, did you feel you needed help regaining a good level                 
of physical fitness? 

● After the first year post-transplant, did you feel you needed any kind of help with your physical                 
fitness? 

This chart displays a summary of what all respondents said: 
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259 people answered these questions. 
 
Half (50%)said they needed physical fitness help while on the waiting list and nearly two thirds (66%)                 
said they needed it in the first year after transplant. This dropped to just under half after that first year                    
post-transplant. 
 

People on the Waiting List 
Two thirds (69%) of people who were on the waiting list said they needed help to stay fit enough for                    
transplant while on the waiting list: 

 
36 people answered this question. 
 

 
www.pscsupport.org.uk/prehab 

33 of 55 

https://www.pscsupport.org.uk/transplant-services-survey-report/


 

People who had a Transplant in the Previous Year 
We asked respondents who had had a transplant within the last year if they felt they needed help 
staying fit enough for transplant while on the waiting list and help regaining a good level of fitness 
during the first year after transplant. 
 
As with psychological support, people who were actually on the waiting list at the time of the survey                  
were more likely to say that they needed help to stay fit enough for transplant while on the waiting list                    
(69%) than those who had already had transplants who were looking back on their time on the waiting                  
list (56%). 
 
Three-quarters (75%) said they needed help during the first year after their transplant to regain a good 
level of fitness. 

 
36 people answered these questions. 
 

People who had had a Transplant at Least a Year Ago 
We asked respondents if they felt they help staying fit enough for transplant while on the waiting list,                  
help regaining a good level of fitness during the first year after transplant or any kind of help with their                    
physical fitness. 
 
Note that the people on the waiting list and people who had a transplant within the last 12 months                   
were not asked this question. 
 
65% said they wanted help during the first year after transplant, compared to 75% (above) (who were                 
still in their first year after transplant. 
 
Half (49%) said they needed help with their physical fitness after the first year post-transplant. 
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187 people answered these questions. 

Physical Fitness Support 

On the Waiting List 
We asked people to choose three types of physical fitness support that they thought would be most                 
beneficial while on the waiting list.  
 
The chart below shows the percentage of respondents that picked the type of support. 
 
Overall, having general written guidance (35%), tailored written guidance (32%) and one-to-one            
exercise sessions (27%) were most likely to be picked. 
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259 people answered this question. 

During the First Year After Transplant 

We asked the same question about beneficial fitness support during the first year after transplant. The                
most preferred option during the first year after transplant was one-to-one exercise sessions (53%).              
Notably, a higher percentage of people picked this in the first year after transplant than they did for on                   
the waiting list. 
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223 people answered this question. 
 

After the First Year Post-Transplant 
The same question was put to people who had had transplants over twelve months ago. Fewer                
people chose specific types of support, but the top choices were one-to-one exercise sessions (25%),               
group exercise sessions (25%), tailored written guidance (20%) and general written guidance (18%). 
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187 people answered this question. 
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Diet 

Discussion 

Diet is important 

83% said specific dietary advice was extremely or very important while on the waiting list. The main                 
problems identified were not being able to eat (39% ), and not knowing how to maintain/build muscle                 
mass (34%) while on the waiting list. 

 Consistent dietary advice 

85% said specific dietary advice was extremely or very important during the first year after transplant.                
The issues after transplant tended to be around not knowing what to eat and maintaining the                
appropriate weight under a new medicine regime. Historically, transplant centres have each provided             
their own dietary advice for transplant patients. However, more and more patients are connecting              
online and asking questions and comparing notes. The inconsistencies in information between            
centres unintentionally causes confusion about what is safe and not safe to eat. 

 Weight management 

Some patients struggled to maintain weight whilst on the transplant list, then suddenly post-transplant              
started to gain weight (perhaps also being prescribed steroids). 

 Timely support 

Where there is dietary support available, it is highly valued and welcomed, and comments reflect this.                
We would like to see more widely available dietary support, for all liver disease patients at all stages                  
of their transplant journey. Ideally we'd like to see this support available from the point of diagnosis. 

 

  

 
www.pscsupport.org.uk/prehab 

39 of 55 

https://www.pscsupport.org.uk/transplant-services-survey-report/


 
 

Comments 
 
“The dietary support I received was exceptional. As the NAFLD progressed I was 
monitored closely and dietary changes made to help me. After the Op I was given 
encouragement and support to again readjust diet.” 
 
“Each hospital has different dietary restrictions, this should be standardised” 
 
“After my transplant i gained a lot of weight and struggled to get back to a health weight.” 
 
“Colds caused appetite loss during which time I lost quite a lot of weight. My exercise 
routine to regain fitness ought to be tailored to diet, currently struggling with this issue.” 
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Importance of Dietary Advice 
We asked respondents how important it was to be given specific dietary advice before and after 
transplant. 
 
Overall, 59% of our respondents overall said that it was extremely important while on the waiting list 
and another 24% said it was very important. Over half (56%) said specific dietary advice was 
extremely important during the first year after transplant with another 29% saying it was very 
important. 35% said it was extremely important after the first year post-transplant. 

 
259 people answered this question. 
 
Specific dietary advice was extremely important or very important to 91% of the 36 people who had                 
had a transplant in the previous twelve months. The chart below shows responses from these people. 

36 people answered these questions. 
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Problems Experienced  

While on the Waiting List 
We asked respondents to tell us about problems they experienced (or were experiencing) with diet               
while on the transplant list.The main problems identified were not being able to eat (39% ), and not                  
knowing how to maintain/build muscle mass (34%) while on the waiting list. Other problems for               
around a quarter of the respondents were around not knowing what to eat and how to get the most                   
out of food. Not knowing how to manage weight was an issue for one in five people. You can see the                     
percentage of people that identified each problem in the chart below: 

 
259 people answered this question. 

During the First Year After Transplant 
We asked people about diet problems they may have experienced during the first year after their                
transplant. 
 
Just under half (45.3%) said they didn't know what they should and shouldn't eat. 43.9% didn't know                 
how to maintain/build muscle mass. A third didn't know how to manage their weight and a quarter                 
found not knowing how to get the most out of their food a problem. The chart below shows the                   
responses people made when thinking about diet problems during the first year after transplant. 
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223 people answered this question. 

After the First Year Post-Transplant 
We asked people who had had a transplant at least a year ago what diet problems they experienced                  
after that first year post-transplant. 
 
Nearly a quarter (23.5%) did not experience diet problems. However 28.9% said not knowing how to                
manage weight was a problem. 
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187 people answered this question. 
 

Dietary Support 
We asked respondents if they felt they needed help with diet before and after transplant. 64% said                 
they needed help while on the transplant list. Three-quarters (74%) said they needed it in the first year                  
after transplant and still 43% said they needed diet help after the first year post-transplant. 
 

 
259 people answered these questions. 
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People on the Waiting List 
81% of people who were on the waiting list said they needed help with diet. 

 
36 people answered this question. 
 

People who had Transplant Within the Last Year 
We asked respondents who had had a transplant within the last year if they felt they needed help with                   
their diet before and after transplant. 
 
61% said they needed it while on the transplant waiting list rising to 83% in the first year after their                    
transplant. 

36 people answered these questions. 
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People who had had a Transplant at Least a Year Ago 
We asked respondents if they felt they needed help with their diet before and after transplant. 
 
61% said they needed help while on the waiting list. 72% said they needed diet help in the first year                    
after transplant and 43% needed it after the first year post-transplant. 

187 people answered these questions. 
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Work and Education  

Discussion 

 

Of the people who had had a transplant at least          
a year ago, 64% had returned to or started         
work/education, and 27% had not.  
 
Most people had returned to or started       
work/education within 6 months of their      
transplant and two thirds reported that they had        
started work at the right time for them. 6% felt          
they could have returned sooner. However 28%       
felt it was too soon for them. 
 
The kinds of issues that held people back from         
starting work were physical issues (34%), mental       
health issues (17%), frequency of hospital      
appointments (16%) and lack of confidence      
(15%). 
 
A third (32%) of our respondents who had had a          
transplant said they felt pressured to return to        
work, 39% said they did not, and 29%        
responded not applicable (i.e. had not yet       
returned/started work/education or did not intend      
to). Most cited financial reasons (67%) and       
pressure from themselves (61%) for returning to       
work before they are physically and mentally       
ready.  
 
For some, excellent support and advice is       
available, but this is not universal. Transplant       
units should be properly resourced to be able to         
provide specialist services to enable people who       
have had transplants to resume everyday      
activities, including work and education.  

Comments 
 
“Still off sick and would have to look for 
another job which in turn I am not ready 
yet and the future employer would not 
tolerate all essential appointments or be 
understanding” 
 

“I was ready emotionally and ended up 
going off with stress four months later. It 

was the right time for me in all senses 
except for the fact that I had a CMV 

infection.” 
 
“didn't think I'd be able to get a job with 
my health record so didn't bother” 
 

“Although I returned to work, I suffered 
from lack of confidence about being able 

to do my job.” 
 
“Had to sell our business due to illness. 
Then basically had to retire” 
 

"Financial reasons, lack of financial 
support.” 

 
“Yes as I'd been unwell and working from 
home…for a year, so had felt unreliable 
and that I'd had too long off work already.” 
 

“I was told by my consultant I could go 
back to work so I did. In retrospect I 

wasn’t yet fit enough to return especially 
as my work only offered a two week 

phased return. I also put pressure on 
myself to go back ASAP to make the most 

of the gift I was given to get back to 
normal.” 
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Returning to or starting work/education after transplant 
We asked respondents if they returned to (or started) work/education after they had had a transplant.                
Of the people who had had a transplant within the last year, 28% had done so, and 67% had not. 36                     
people answered this question. 
 
Of the people who had had a transplant at least a year ago, 64% had started work and 27% had not. 
 

 
36 people answered this question. 

 
187 people answered this question. 
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Months after transplant to return to or start work 
We asked people how long after their transplant did they return to or start work after transplant.  133 
people gave a timescale: most returned between three and six months after their transplant. 

 

223 people answered this question (and we excluded the 90 people who ticked 'not applicable' from 
the above table). 
 
Starting at the right time? 
Two thirds of people reported that they had started work at the right time for them. 6% felt they could 
have returned sooner. However 28% felt it was too soon for them. 
 

 
223 people answered this question. The chart excludes the 
people who answered 'not applicable' as this included 
people who had not started work. 128 people are included in 
the above chart. 
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Issues holding people back 
We asked people, if they hadn't gone back to or started work, if there were any issues that had held                    
them back. 
 
The following chart shows the issues that held people back. 34% of the issues holding people back                 
were physical ones, such as still being too ill. The other main issues were around mental health                 
(17%), frequency of hospital appointments (16%) and lack of confidence (15%). 
 

 
223 people answered this question, ticking 189 issues (shown in chart). 135 people ticked not               
applicable (e.g. because they had returned to work). 
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Part Time or Full Time? 
We asked respondents if they returned to or started work/education after their transplant, if they               
attended 35 hours a week or less, or more than 35 hours a week. 
 
The chart below shows what hours people worked or attended education. 123 people told us whether                
they worked 35 hours or more/less a week. Most people (84%) started back on a part time (less than                   
35 hours) basis, and were offered a phased or gradual return/start: 

 
223 people answered this question (but the chart 
above excludes the 'not applicable' answers). 

 
223 people answered this question (but the chart 
above excludes the 'not applicable' answers). 

 

  

 
www.pscsupport.org.uk/prehab 

51 of 55 

https://www.pscsupport.org.uk/transplant-services-survey-report/


 
Pressure to Work 
We asked people if they felt pressured to return to work. A third (32%) said they did, 39% said they                    
did not, and 29% responded not applicable (ie had not yet returned/started work/education or did not                
intend to). 
 

 
223 people answered this question. 

 

 
If yes, why? 
We asked those who felt pressured, why that was. Most cited financial reasons and pressure from 
themselves. 

 
87 people answered this question. 
 
  

 
www.pscsupport.org.uk/prehab 

52 of 55 

https://www.pscsupport.org.uk/transplant-services-survey-report/


 
Support that would be helpful for getting into work or education 
Respondents said having flexible hours, having a phased or gradual return and having the opportunity 
to work from home would be helpful for getting back to work or education. 
 
Other suggestions included: 
“Financial support.” 
“Possibility to stay on benefits while trying to see if I can safely work and support myself.” 
“Employers to be informed of likely changes to personality, stress levels and potential mental issues.” 
“Advice on how to attain the qualifications needed to become a counsellor.” 
“Listen to the patient so his whole life isn’t ruined because of the ego of the consultants.” 
“Part-time jobs.” 
“Helping us to reassess what we want from life and post transplant.” 
 

 
223 people answered this question. 
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APPENDIX 

Indications for transplant as indicated by respondents: 

Indication Count % 

Acute liver failure (with no underlying 
chronic liver disease) 

18 7% 

Alcohol-related liver disease 30 12% 

Autoimmune hepatitis 18 7% 

Chronic viral hepatitis B, C, D 10 4% 

Congenital hepatic fibrosis and other 
congenital or hereditary liver diseases 

5 2% 

Familial amyloid polyneuropathy 0 0% 

Familial hypercholesterolaemia 0 0% 

Genetic haemochromatosis 1 0% 

Hepatic epithelioid 
haemangioendothelioma 

1 0% 

Liver cancer (hepatocellular carcinoma - 
HCC) 

12 5% 

Non-alcohol-related fatty liver disease 18 7% 

Other 29 11% 

Polycystic liver disease 14 5% 
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Primary biliary cholangitis 26 10% 

Primary sclerosing cholangitis 69 27% 

Secondary sclerosing cholangitis 1 0% 

Wilson’s disease 3 1% 

α-1 antitrypsin deficiency 4 2% 
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