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 Please read the checklist for submitting comments at the end of this form. 
We cannot accept forms that are not filled in correctly.  

The Appraisal Committee is interested in receiving comments on the 
following: 

• has all of the relevant evidence been taken into account? 

• are the summaries of clinical and cost effectiveness reasonable 
interpretations of the evidence? 

• are the provisional recommendations sound and a suitable basis for 
guidance to the NHS?  

 

NICE is committed to promoting equality of opportunity, eliminating unlawful 
discrimination and fostering good relations between people with particular 
protected characteristics and others.  Please let us know if you think that the 
preliminary recommendations may need changing in order to meet these 
aims.  In particular, please tell us if the preliminary recommendations: 

• could have a different impact on people protected by the equality legislation 
than on the wider population, for example by making it more difficult in 
practice for a specific group to access the technology; 

• could have any adverse impact on people with a particular disability or 
disabilities.    

 
Please provide any relevant information or data you have regarding such 
impacts and how they could be avoided or reduced. 
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Do not paste other tables into this table, because your comments could get lost – type directly into this 
table. 

 
Example 1 

 
 

We are concerned that this recommendation may imply that ………….. 
 
 

1 We are very concerned by the Committee’s initial recommendation to not make this drug 
available as a treatment option for this indication on the NHS. 
 
We note that the Committee agrees with patient and clinical experts that there is significant unmet 
need and that new medical treatments are needed.  
 
In this vein, ustekinumab has shown itself to be clinically effective within its indication for groups of 
patients. It offers a novel and effective treatment option and increases choice for both clinicians and 
patients (in the context of shared decision making). This is particularly relevant given how individual a 
person’s condition can be and consequently how personalised treatments are required to be. 
 
It also very importantly has the potential to significantly improve the lives of patients with uncontrolled 
and unresponsive refractory disease, who are likely to be experiencing an extremely low quality of 
life. 
 
We believe that for this small and defined group of patients –-estimated to be <5% of any cohort of 
patients with ulcerative colitis1 - making this drug available on the NHS would be a good use of 
finite NHS resources in the circumstances and is in the best interests of these patients. Untreated 
and unresponsive disease has risks associated with mortality and life-threatening complications. It 
gives this cohort the ability to avoid costly and traumatic interventions like surgery which have lifelong 
consequences and ongoing cost both to the NHS and to the individual.  
 
As such, our position remains that ustekinumab should be recommended and we urge the Committee 
to reconsider its initial recommendation. 
 
“Before I started Stelara, my calprotectin levels were in excess of 2000, and now 5 months on, they 
have hugely improved and are just 66. I have noticed over this time my pouch function has improved; 
my output is reduced to an average of 5-6 BMs a day on a good day. I have little or no pressure 
feeling and no urgency. I can eat better and am only up once at night. This is all on the good days 
which are about 50% of the time.” 
 
“When I am unwell, I struggle with extreme tiredness and extended periods in the bathroom which 
makes my working life very difficult. I work in construction so spend a lot of time away from toilets. 
Vedolizumab, when I first started it, was my wonder drug. It was difficult spending so much time in 
hospital but worth it to be completely symptom free. I was in remission for nearly 4 months.” 
 
“We, as clinicians, are very excited to see the latest data demonstrating the effectiveness of 
ustekinumab for the induction and maintenance of remission in UC. This will be a very important 
addition to the therapeutic toolkit for people with UC, particularly given the evidence of remission and 
mucosal healing in both bio-naive patients and in those previously failing anti-TNF therapy.” 
Dr Charlie Lees, Gastroenterologist, Edinburgh Western General Hospital 
Chair, BSG IBD Clinical Research Group 
CSO Specialty lead for Gastroenterology, Scotland2 
 

 
1 Ian Arnott, Gastroenterologist 
2 Previous response 
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2 Recommending ustekinumab for this indication would give patients and clinicians added 
options (a) to treat co-morbidities such as skin conditions, (b) the choice of subcutaneous 
delivery and the ability to be treated at home. 
 

3 We have concerns that the Appraisal Consultation Document (ACD) conflates the experience 
of those who experience mild to moderate Ulcerative Colitis with those with moderate to 
severe / refractory disease.  
 
The ACD advises that the patient expert was suggesting “effects of the disease and side effects of 
medication can be moderated, to an extent, by individual circumstances including a patient’s support 
network and responsibilities.”3 
 
Our understanding was that the patient expert was pointing out the role that self-management and 
support can play in managing their symptoms, but not in controlling or moderating their disease itself 
which is quite different. While self-management and support can play an important role in helping to 
manage symptoms and the emotional impact of the condition, it would be inaccurate to suggest an 
individual can induce remission or control disease severity through self-management or self-care 
alone. 
 
“Uncontrolled or poorly managed acute severe colitis is still a medical emergency requiring effective 
therapy or life-saving surgery regardless of whether these other factors are in place. It is NOT 
possible for the natural course of the disease or side effects of medication to be altered in any way by 
support networks or patients taking responsibility for their overall wellbeing or self-care”.4 
 
Given that disease severity is wide-ranging, and while each person has their own individual 
experience, we would like to take this opportunity to reiterate the impact and experience of the 
specific cohort of patients this guidance is targeting. It is important to recognise that differences occur 
not just between those with mild to moderate and moderate to severe disease, but also apply within 
the group who experience moderate to severe disease.   
 
This sub-group is likely to comprise <5% of patients with Ulcerative Colitis who experience more 
severe flares, weight loss, fever and constitutional symptoms and whose disease has not responded 
to other treatment options, are unable to tolerate these, and/or can benefit from this treatment in 
particular  
 
Truelove and Witts define severe Ulcerative Colitis as six or more stools a day plus at least one of 
the features of systemic upset (marked with an *): visible blood; pyrexia*; pulse rate greater than 90 
BPM*; erythrocyte sedimentation rate (mm/hour)* and anaemia.5  
 
The Mayo Score defines severe Colitis as more than five stools a day, blood passed without stool,  
obvious blood with stools in most cases and severe disease (spontaneous bleeding, ulceration).6 
 
For this sub-group (<5%) of patients with moderate to severe Ulcerative Colitis, the condition is 
more than challenging, but frequently overwhelming and detrimentally life altering, as 
described below: 
 
“it stopped me from being a full-time carer to my son” 
 

 
3 NICE (2020) Appraisal consultation document: Ustekinumab for treating moderately to severely active ulcerative colitis. Page 5 

4 Nancy Greig, Patient Expert, response to ACD 11 Feb 2020 
5 NICE (2019) NICE Guideline on Ulcerative Colitis: Management (NG130) https://www.nice.org.uk/guidance/ng130/chapter/Recommendations  
6 Dignass, A,. Second European evidence-based consensus on the diagnosis and management of ulcerative colitis Part 1: Definitions and 
diagnosis. Journal of Crohn’s and Colitis Vol 6. Issue 10  https://www.sciencedirect.com/science/article/pii/S1873994612004047#t0020  

https://www.nice.org.uk/guidance/ng130/chapter/Recommendations
https://www.sciencedirect.com/science/article/pii/S1873994612004047#t0020
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“I had my relationship break down” 
 
“I have become isolated and really hid myself away from society” 
 
“Your life is on hold and all normality is replaced by a ‘new normal’ of pain, distress and sickness” 
 
“The isolation I have felt has been overwhelming. I can’t take my children to the park, for a walk or 
play date, or any of the other simple things that I used to take for granted”7 
 

4 We are concerned that this recommendation may imply that for those who cycle through 
available treatment options without success, steroids are an alternative treatment.  
 
However, “corticosteroids have no proven efficacy in maintaining remission in IBD and should not be 
used for this purpose.”8 The BSG guidelines set out clear stipulations on the best practice of 
prescribing of steroid therapies given their diminishing returns, harsh side effects and risk of 
dependency.9 
  

5 We would strongly urge the Committee to reconsider their position that surgery is an 
alternative to ustekinumab. 
 
If ustekinumab was not made available on the NHS, next steps for this small group of refractory 
patients would be surgery.  Yet, for many patients, surgery is unacceptable, but with no other option 
becomes a very desperate last resort. 
 
We would draw the Committee’s attention to previous discussions on this issue during NICE’s 
consideration of infliximab, adalimumab and golimumab for treating moderately to severely active 
Ulcerative Colitis after the failure of conventional therapy [TA329].  To quote our submission:  
 
“We welcome the Committee’s agreement that surgery is not a relevant comparator for most patients 
with moderately to severely active disease.  While it can offer the individual concerned the feeling 
they have ‘got their life back’, for many it is not an option that they want to consider except as a last 
resort when all available options have been exhausted, and can bring with it a range of potential 
complications, which may require further treatment and ongoing management.  There can also be an 
associated profound psychological and social impact, for example, in terms of body image and self-
esteem.  For those who are facing this at an age when they have just begun to form relationships and 
do not yet have a family, this can be especially difficult”.10 
 
Surgery has both associated risks and an impact on quality of life. 
 
“Surgery would have been a massive emotional and psychological barrier for our son at this stage in 
his life.”  
 
“Surgery was on the cards, but my mum, dad and I begged the surgeon not to do it.”    
 
“Personally, I'm not prepared for the drastic surgery of having my colon removed.”11 
 
 

 
7 Quotes from people living with Ulcerative Colitis following a request via social media (January-Feb 2020) 
8 Barrett, K. (2018) Using corticosteroids appropriately in inflammatory bowel disease: a guide for primary care, British Journal of General 
Practice. 68 (675): 497-498. https://bjgp.org/content/68/675/497 
9 BSG (2019) British Society of Gastroenterology consensus guidelines on the management of inflammatory bowel disease in adults. 
https://www.bsg.org.uk/resource/bsg-consensus-guidelines-ibd-in-adults.html 
10 Crohn’s & Colitis (2014) UK NICE Appraisal consultation response, October 2014 

11 Ibid 

https://bjgp.org/content/68/675/497
https://www.bsg.org.uk/resource/bsg-consensus-guidelines-ibd-in-adults.html
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The most common surgeries are:   
 
Colectomy with ileostomy (subtotal): The colon is removed, leaving the rectum, with the end of the 
small intestine brought out through an opening in the wall of the abdomen. 
 
Restorative proctocolectomy with ileo-anal pouch: This generally requires two or three 
operations, but in rare circumstances may be done as a single stage. 
 
Proctocolectomy with ileostomy: The entire colon is removed, together with the rectum and the 
anal canal. The surgeon then brings out the end of the small intestine through a permanent ileostomy 
in the wall of the abdomen. 
 
Colectomy with ileo-rectal anastomosis: The colon is removed and the surgeon joins the end of 
the small intestine directly to the rectum.12 
 
Surgery has significant associated long- and short-term risks which include: 

- general anaesthetic complications 
- infections.  
- anastomosis  
- adhesions 
- pouchitis,  
- pouch leakage,  
- pelvic abscesses 
- pouch fistulae 
- small bowel obstruction,  
- post-operative bleeding 
- sexual dysfunction 
- delayed wound healing  
- nerve damage13,14 

 
A 2011 research study found severe postoperative complications were experienced for 27% of 
surgeries.15 
 
Additionally, a meta-analysis has shown ‘an approximate threefold increase (from 15% to 48%) in the 
risk of infertility in women with Ulcerative Colitis as a result of ileal pouch anal anastomosis (IPAA) 
(Waljee et al. 2006). Johnson et al. reported the infertility rate in females who had pelvic pouch 
surgery was significantly higher compared to females who were managed medically (38.1 % 
compared with 13.3 %; p < 0.001).’16 
 
We would also urge the Committee to consider the ‘persistent quality of life issues that impact 
multiple domains, including psychological and sexual functioning’.17 A 2015 study found 81% 
experienced problems in at least one of the following areas: depression, work productivity, 
restrictions in diet, body image, and sexual function. In the same study, amongst moderate to severe 
Ulcerative Colitis patients, post-colectomy, 27% of men and 28% of women reported that their sexual 
life was worse now than before surgery.18 

 
12 Crohn’s & Colitis UK (2020) Surgery for Ulcerative Colitis https://www.crohnsandcolitis.org.uk/about-crohns-and-colitis/publications/surgery-

for-ulcerative-colitis (last accessed 4/2/2020) 
13  Ibid 
14 Brown C, Gibson PR, Hart A, et al. Long-term outcomes of colectomy surgery among patients with ulcerative colitis. Springerplus. 
2015;4:573. Published 2015 Oct 5. doi:10.1186/s40064-015-1350-7 
15 Ibid 
16 Johnson et al. 2004 in Ibid 
17 Ibid 
18 Ibid 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4628015/#CR40
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4628015/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4628015/
https://www.crohnsandcolitis.org.uk/about-crohns-and-colitis/publications/surgery-for-ulcerative-colitis
https://www.crohnsandcolitis.org.uk/about-crohns-and-colitis/publications/surgery-for-ulcerative-colitis
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4628015/#CR20
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Surgery should not be considered as curative or a one-off. Patients may require multiple surgeries, 
increasing the risk of complications. 
 
Pouch failure rates in high volume centres have been estimated at 5.7%.19 
 
The BSG Guidelines cite research that ‘up to 50% of patients will develop pouchitis at some time 
after IPAA (as many as 40% in the first year). Typical symptoms of pouchitis include increased bowel 
frequency, urgency, nocturnal seepage or incontinence, pelvic discomfort and abdominal cramps.’20 
 
The Ileoanal Pouch Report 2017 (ACGBI) found that ‘complications occur in about 1 in 5 patients and 
1 in 17 patients will need an early second operation to sort out a complication.’21 
 
‘The literature suggests that pouch failure over the long term is between 10 and 15%.’22 
 

23 
 

6 We would urge the Committee to review its initial recommendation taking into consideration 
the fuller NHS costs associated with surgery. 
 
We would ask the Committee to consider: the costs of surgery itself; post-operative costs; 
complications, inpatient stays, emergency admissions, nursing/stoma support and appliances.  
 
‘Perhaps the most unexpected finding from SWORD is the 27.4% 30-day readmission rate after 
pouch surgery’.24 

 
19 BSG guidelines page 24 
20 Ibid 
21 https://www.acpgbi.org.uk/content/uploads/2016/07/Ileoanal-Pouch-Report-2017-FINAL.compressed.pdf  
22 Ibid 
23 https://www.acpgbi.org.uk/content/uploads/2016/07/Ileoanal-Pouch-Report-2017-FINAL.compressed.pdf  
24 Ibid 

https://www.acpgbi.org.uk/content/uploads/2016/07/Ileoanal-Pouch-Report-2017-FINAL.compressed.pdf
https://www.acpgbi.org.uk/content/uploads/2016/07/Ileoanal-Pouch-Report-2017-FINAL.compressed.pdf
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These include:  

- Potential second or third operations (e.g. restorative protocolectomy with ileoanal pouch is 
usually undertaken as two operations; colectomy with ileostomy may be followed by pouch 
surgery at a later date or permanent ileostomy)  

- Ongoing stoma care and appliances (estimated at £5,000 per year by Clinical 
Commissioning Groups for up to 50 years for younger patients)  

- Potential fertility treatment for young women after surgery  
- Hospital costs for the treatment of infections and other complications  
- Psychological support – IBD-related surgery or hospitalisation is associated with a 

significant risk for depression and anxiety.25 
 

7 We would ask the Committee to consider growing evidence that psychological factors have on 
the impact of surgical outcomes. This is very relevant given that many patients state that they wish 
to avoid surgery. 
 
There are many reasons for this including the impact on their bodies; self-esteem; wishing to 
complete studies; start or keep up with their young family and those for whom surgery would be 
considered unacceptable due to cultural or religious factors. 
 
Increasingly, evidence suggests ‘that psychological factors have an impact on surgical outcomes in 
both the short and long term. Pre‐operative anxiety, depression and low self‐efficacy are consistently 
associated with worse physiological surgical outcomes and postoperative quality of life’.26 

 

8 We would ask the Committee to consider evidence around the risks and mortality associated 
with untreated and uncontrolled disease if this treatment option is not made available on the NHS. 
 
NICE Guideline on Ulcerative Colitis 130 states: ‘Ulcerative colitis is a lifelong disease that is 
associated with significant morbidity. It can also affect a person's social and psychological wellbeing, 
particularly if poorly controlled.’27 
 
This is echoed by BSG Guidelines that state that ‘acute severe colitis is a potentially life-threatening 
condition.’28 
 
Acute severe colitis has a 1% mortality risk and a 29% chance of requiring emergency surgery to 
remove the inflamed bowel (colectomy).29 Between 15-25% of patients with Ulcerative Colitis will 
need to be hospitalised due to an acute severe flare up at some stage. Often this will be the first 
presentation of their disease. 30 
 
When a flare occurs in acute severe colitis, deterioration can occur rapidly. Patients will require close 
monitoring and review by appropriate specialists. It’s also vitally important to make decisions quickly 
to avoid severe complications.  
 
The very real risks associated with acute severe colitis include: 

 
25 Ananthakrishnan AN, Gainer VS, Cai T et al. Similar risk of depression or anxiety following surgery or hospitalization for Crohn’s disease and 

ulcerative colitis. Am J Gastroenterol. 2013 Apr; 108(4):594-601. 
26 Levett DZH Psychological factors, prehabilitation and surgical outcomes: evidence and future directions. Anaesthesia. 2019 Jan;74 Suppl 

1:36-42. doi: 10.1111/anae.14507 
27 NICE Guideline on Ulcerative Colitis: Management  
28 BSG Guideline 2019 
29 Ibid 
30 BSG (2011) British Society of Gastroenterology consensus guidelines on the management of inflammatory bowel disease in adults. 

https://gut.bmj.com/content/60/5/571.long   

https://onlinelibrary.wiley.com/doi/full/10.1111/anae.14507
https://gut.bmj.com/content/60/5/571.long
https://www.ncbi.nlm.nih.gov/pubmed/?term=Levett%20DZH%5BAuthor%5D&cauthor=true&cauthor_uid=30604423
https://www.ncbi.nlm.nih.gov/pubmed/30604423
https://gut.bmj.com/content/60/5/571.long
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• Life-threatening haemorrhage 

• Toxic megacolon - can occur in up to 1 in 40 people with Colitis31 

• Perforation of the bowel32 

 

9 We would ask that the Committee further consider the complications of chronic, uncontrolled, 
active disease. 
 

- Both osteoporosis and vitamin D deficiency are common in IBD.  The major risk factors for 
osteoporosis complicating IBD are age, steroid use and disease activity33 

 
- Anaemia is a common complication of IBD.  Iron deficiency and anaemia of chronic disease 

are the commonest causes of anaemia in IBD34 
 

- Increased risk of cancer35 
 

10 We would invite the Committee to consider that the regular review of patients and stopping rules 
(where clinically appropriate) mitigate against inappropriate use of biologics and should allay 
concerns around inappropriate costs. 
 

11 We would ask the Committee to further consider the impact on social functioning. 
 
Social functioning can be impaired - leading to an inability to work, attend school, participate in 
leisure activities, or have intimate relationships. Research shows that young people aged 16-25 with 
IBD who have not yet entered full-time employment often feel that their condition has compromised 
their education and significantly limited their career aspirations.  There is a clear associated 
“productivity loss” by health state, whereby the lowest score for health state (Visual Analogue Score 

0-2.5) corresponds with a 71% productivity loss.36 More recent research supports this. 
  
Emotional function is affected by difficulty in coping with personal lives and feelings of anger, 

embarrassment, frustration, sadness, and fears of needing surgery or developing cancer.37 

 

12 A number of equalities issues were raised in evidence and discussed by the Committee such as: 
- sexual relationships 
- pregnancy  
- fecundity 

  
There are significant equality/diversity issues in terms of effectively compelling patients in this 
group to having surgery: 

•  particularly for young people who have not begun a family and whose fertility may be 
affected,  

• and for religious groups such as Muslims, for whom this may impact on religious practices 
and cause distress.38  

 
 

 
31 Parray, F. Q. et al. Ulcerative colitis: a challenge to surgeons. Int. J. Prev. Med. 3, 749–63 (2012) 
32 IBDUK (2019) IBD Standards 2019 www.ibduk.org  
33 Mowat C, Cole A, Windsor A et al. Guidelines for the management of inflammatory bowel disease in adults. Gut 2011; 60:571-607. 
34 Ibid 
35 BSG guideline (2019) 
36 Gay M et al. Crohn’s, Colitis and Employment – from Career Aspirations to Reality. Crohn’s and Colitis UK, 2011 
37 Cosnes J, Gowerrousseau C, Seksik P, and Cortot A. Epidemiology and natural history of inflammatory bowel diseases. Gastroenterology. 
2011; 140(6):1785–1794. 
38https://www.researchgate.net/publication/258203344_Quality_of_life_after_restorative_proctocolectomy_in_Muslim_patients  

http://www.ibduk.org/
https://www.researchgate.net/publication/258203344_Quality_of_life_after_restorative_proctocolectomy_in_Muslim_patients
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We would ask the Committee to outline to what degree these issues have been taken into 
consideration when making their final decision. 
 

 Patients have asked us to share the following experiences on their behalf: 
 
“I was diagnosed with Ulcerative Colitis in 2016. During the first year of treatment, I was given 
numerous types of drugs, some of which worked for a short amount of time, others for longer, but 
often my body would begin to react against them. During that first year, I was hospitalised four times 
due to the severity of the flare ups. Steroids helped to calm the symptoms, but as soon as the dosage 
was tapered, the flare ups returned. In hospital, the steroid injections were sometimes painful, 
sometimes distressing. I was given biological drugs for over a year. This entailed 6-weekly trips to 
hospital and the best part of day hooked up for an infusion. It left me feeling more fatigued than 
usual, but it seemed to work. Then blood tests revealed my body was reacting against the drug, so 
they were changed again. A constant has been immune suppressants, which seem to work well, but 
of course bring their own set of issues.  
 
I have developed side effects that have been worrying and caused even more stress, such as hair 
loss, joint pains, fatigue, onset of rashes and eczema. My body and face shape changed and I felt 
generally unwell. Living with UC is unpredictable and soul-destroying. It impacts on your daily life, 
especially during a flare up. It is messy, painful and depressing. Your life is on hold and all normality 
is replaced by a “new normal” of pain, distress and sickness. This is borne by sufferers as well as by 
relatives and friends.  
 
Hope of using a new drug can be a lifeline; something that gives an opportunity to start living life to 
the full again.” 
 

 
“I was diagnosed with acute severe Ulcerative Colitis at the start of 2018. My condition arrived very 
suddenly and within three weeks of starting to notice symptoms I was hooked up to a steroid drip in 
hospital for a week. As I was currently pregnant, I was limited to taking 5ASAs and steroids. Despite 
taking high dose prednisolone for almost the entirety of my pregnancy, this did little to control my 
symptoms. I was severely anaemic and struggling to do day to day tasks because of the fatigue. I 
was visiting the toilet up to 20 times a day. Taking high dose steroids for this length of time was also 
very difficult - I experienced severe mood swings which were difficult to deal with for me and those 
around me.  
 
Following the birth of my son I was given the opportunity to start with adalimumab. Unfortunately, this 
was not successful in controlling my symptoms either and I had to remain on steroids. Following an 
arthritis diagnosis in 2019, I also started on methotrexate which finally started to control things. 
However, I have since experienced a further flare up and my consultant is reviewing my options, 
including possible surgery. 
 
It cannot be underestimated how important it is for patients to have a choice of drug treatments, 
especially where other initial drug choices have failed. Patients want to be able to continue their lives 
symptom free for as long as possible, so refusing to back a drug that has already been shown to be 
effective in some patients is really disappointing. I have one more drug choice left now and otherwise 
it will be surgery. For many reasons, patients should be able to put off surgery for as long as they can 
- the general risks associated with surgical procedures and anaesthetics are often forgotten, never 
mind the procedure specific issues that can occur with bowel surgery. The cost to the NHS of 
surgeries, hospital stays, and follow up treatments must be more than the possible cost of this drug 
being available to treat patients who have tried other drugs and whose only other option is surgery. 

 
I hope that, on the basis of the comments received from patients, NICE will reconsider its decision.” 
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“Since 2018, I have had a huge flare up, I have taken long term prednisolone and mesalazine.  
I am a young mum to 4 young children, one of whom is severely disabled.  My flare up stopped me 
from being a full-time carer to my son.  My 8-year-old daughter made a comment to me that I was no 
longer a "proper" mummy anymore because I spent all my time in hospital or in bed or the toilet.  
 
In October 2019, I had an emergency operation which resulted in an ileostomy being fitted because 
no meds were working even after long stints in hospital of IV hydrocortisone and infliximab. The 
steroids caused me to gain weight which have caused other medical complications and pains in my 
joints.  As well as loss of appetite, I also have severe anxiety due to my looks now due to a massive 
weight gain.  I have become isolated and really hidden myself away from society.” 
 

 
“My daughter has colitis and this was a drug I was reading about only because my niece is on it for 
Crohn’s and is in remission , I have read some literature that supports this treatment and feel strongly 
that NICE review this decision.” 
 

 
“I have suffered from ulcerative colitis for 4 years.  After the failure of a number of conventional 
treatments (prednisone/azathioprine/mesalazine) I have been taking regular infusions of infliximab.  
Whilst this has shown some improvement in the condition, I still experience flare ups and struggle to 
control the condition on a regular basis.  Oral steroid use causes many side effects and no longer 
brings about any substantial benefit for the condition. My consultant has suggested the next step may 
be surgery.” 
 

 
“As a father with a young family, with two children under 4, and who works full time, the strain on my 
mental and physical health has been significant.  Should the condition continue to worsen, and 
surgery be necessary, it is unlikely I would be able to carry on working and support my family 
adequately. The stress and worry of all of this has a huge impact on myself and my family every day. 
 
Any possibility of alternative treatments would be welcome, and I would encourage the NICE panel to 
support those suffering with this condition by approving any new treatments.” 
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• Complete the disclosure about links with, or funding from, the tobacco industry. 
• Combine all comments from your organisation into 1 response. We cannot accept more 

than 1 set of comments from each organisation.  
• Do not paste other tables into this table – type directly into the table. 
• Please underline all confidential information, and separately highlight information that is 

submitted under ‘commercial in confidence’ in turquoise and all information submitted 
under ‘academic in confidence’ in yellow. If confidential information is submitted, 
please also send a 2nd version of your comment with that information replaced with 
the following text: ‘academic / commercial in confidence information removed’.    See 
the Guide to the processes of technology appraisal (section 3.1.23 to 3.1.29) for more 
information. 



 

 
 

Ustekinumab for treating moderately to severely active ulcerative colitis [ID1511] 
 

Consultation on the appraisal consultation document – deadline for comments 5pm on 
Tuesday 11 February 2020 email: NICE DOCS 
 

  

Please return to: NICE DOCS 

• Do not include medical information about yourself or another person from which you or 
the person could be identified.  

• Do not use abbreviations  
• Do not include attachments such as research articles, letters or leaflets. For copyright 

reasons, we will have to return comments forms that have attachments without 
reading them. You can resubmit your comments form without attachments, it must 
send it by the deadline. 

• If you have received agreement from NICE to submit additional evidence with your 
comments on the appraisal consultation document, please submit these separately. 

Note: We reserve the right to summarise and edit comments received during consultations, or 
not to publish them at all, if we consider the comments are too long, or publication would be 
unlawful or otherwise inappropriate. 

Comments received during our consultations are published in the interests of openness and 
transparency, and to promote understanding of how recommendations are developed. The 
comments are published as a record of the comments we received, and are not endorsed by 
NICE, its officers or advisory committees.  

 
 
 
 


