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On Tuesday 20th October between 9.30-11am a Westminster Hall debate on the availability of 

cancer drugs is taking place. This debate has kindly been sought by Jim Shannon MP to highlight 

the issues patients are currently facing in gaining access to vital cancer medicines, particularly 

due to the suspension of appraisals of new cancer medicines by the Cancer Drugs Fund (CDF) and 

the closure of the Fund completely from March 2016.  

 

Chronic myeloid leukaemia (CML) is a cancer of the white blood cells, a stem cell disorder. It is 

more common in males than in females (male to female ratio of 1.4:1) and appears more common 

in the elderly, with a median age at diagnosis of 65 years. CML is incurable, but with treatment can 

go into remission. CML is now largely treated with targeted drugs called tyrosine kinase 

inhibitors (TKIs) which have led to dramatically improved long-term survival rates, delaying 

disease progression and prolonging survival of patients. 

 

TKI resistance is a significant problem in up to a third of CML patients, some of whom are resistant 

from the outset and some of whom become resistant following successful TKI treatment. For TKI 

resistant patients, very few treatment option exist other than stem cell transplant, which may not 

be suitable for all and relies on a matching donor to be found. 

 

 

Because of the issues of TKI resistance, a number of medicines for CML need to be available for 

patients. These targeted therapies treat small patient cohorts and, as such, have proven difficult 

for NICE to evaluate. Indeed, NICE has refused to evaluate CML medicines, such as ponatinib 

(Iclusig®), citing the small patient population and passing the medicine onto the CDF.  

 

With the CDF now closed to any new medicines, CML patients have no opportunity to access 

medicines such as ponatinib, unless they have the relatively rare and specific T315l mutation, for 

which the CDF has approved the drug. The medicine has been found clinically and cost effective in 

both Wales and Scotland (by the AWMSG and SMC respectively) and by HTA bodies across Europe, 

Canada and Australia, but there has been no opportunity for the drug to be fully appraised as per 

its European licence in England. 
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CASE STUDY: KHALID YOUNIS 
 

43 year old father of four, Khalid Younis, lives in Birmingham. He was 

diagnosed with CML in 2001 and was at that point treated with first-line 

CML treatment, imatinib. His condition went into remission until 2009, 

when he began treatment with dasatinib. Unfortunately, Khalid 

developed pulmonary hypertentsion, so he moved onto the drug 

nilotinib in 2011.  

 

Khalid’s condition worsened significantly in 2013 so he started 

treatment with bosutinib. He experienced worsening of pulmonary hypertension and pleural 

effusions on the drug, so began continuous iloprost infusions via a Hickman line March 2014. 

As it was felt this may be a side effect of using bosutinib, the drug was discontinued in June 

2014. Khalid’s only remaining treatment option is ponatinib, which has been specifically 

designed to work for patients who are resistant or intolerant to other TKI therapies, but this is 

not available to him as he lives in England.  

 

Khalid’s clinician put in an Individual Funding Request (IFR) for ponatinib, but the request was 

turned down as it was stated that Khalid is not “exceptional”. This decision is now being 

appealed, however without access to this treatment Khalid will only live for another 9-18 

months.   

 

Khalid’s story has been covered extensively in the media, and you can read the coverage 

below: 

http://www.dailymail.co.uk/health/article-3238151/Dying-father-four-denied-life-saving-

cancer-drug-NHS-postcode-lottery-scandal-s-outraged-doctors.html  

 

http://www.birminghammail.co.uk/news/midlands-news/kings-heath-dad-denied-wonder-

10068459 

 

http://www.mirror.co.uk/news/uk-news/dying-dad-denied-life-saving-6458085 
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