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PATIENT PARTICIPATION  
Osteoporosis Patients at  

Caen Medical Centre 
on Tuesday 25

th
 April 2017 

 
Attendees     
Dr Brian Bennett   Lindsay Johnson  
Nurse Rhona Short   Geraldine Neale 
Julie Tanton    Kathleen Perrett 
Jacyntha Bailey   Sarah Romback 
Jennifer Bonds   Ann Rothwell 
Rosemary Brooke   Linda Taylor 
Maureen Cheesman  Janet Torrington 
Gwenda Goss   Michael Samuels 
Carol Hawes 
      
   
The practice invited 30 patients who are documented in their clinical records as having 
Osteoporosis and are on active treatment to attend today’s patient participation group 
meeting, 16 patients accepted the offer and 14 of those attended today’s meeting.  
  
 
Welcome/ Introduction 
Dr Bennett started the meeting by thanking everyone for taking the time to attend and 
asked everyone to introduce themselves.  Dr Bennett then explained that we hold patient 
participation group meetings on a quarterly basis inviting selected groups of patients with 
particular needs or conditions to discuss how we are doing at meeting their needs, the 
experiences they have encountered and how we might improve our services by asking 
them for their perspective on the service offered.   He explained that after previous 
meetings minor changes or improvements had been implemented for the benefit of those 
patients using that service. 
 
Practice Nurse Rhona Short was also present at today’s meeting. 
 
The following areas were raised and discussed. 
 
Understanding Your Condition and Your Treatment Regime 
On discussion it soon became very apparent that the treatment pathways for individuals 
can be very different.  This could be due to how long ago their condition was diagnosed, to 
the treatments available and recommended when diagnosed, to the individual risk factors 
with regards to the most appropriate treatment for each patient 
 
Some patients present are receiving active input from secondary care and some have not 
been seen for many years, or only at the point of diagnosis.    
 
Some patients said they were completely unaware of the disease until suffering a 
completely unexpected fragility fracture when undertaking a completely normal daily 
activity. 
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Many of the patients present said that they did not like taking bisphosphonates due to the 
side effects and some often felt very unwell on the day they take the medication (usually 
taken weekly or monthly). 
 
On discussion the length of time patients were recommended to take bisphosphonates, 
Calcium and Vit D supplements was very different.  Some have taken a treatment course, 
some have stopped all together and some continue taking treatment indefinitely.   
 
Dr Bennett explained that each patient case was different and that other risk factors need 
to be taken into consideration when treating each individual patient.  Over time with more 
and more research the possible long term effects of continued treatment have been 
studied, but still there is no definite treatment plan to be followed.   
 
One patient asked why Calcium and Vit B treatment would be stopped for any patient with 
osteoporosis as these supplements are recommended as good for all people.  Dr Bennett 
explained that some patients with a good diet can obtain the required levels of calcium so 
supplements that are a cost to the NHS are not needed on prescription.  Also treatment for 
patients over 80y ears old is not always recommended. 
 
 
DEXA (Bone Density Scans) 
Some of the patients present have received numerous DEXA scans since diagnosis but 
other patients many have only received one at initial diagnosis.   
 
Dr Bennett explained that each patient’s pathway would be different depending on DEXA 
results, planned treatment and other individual patient risk factors.  He explained that there 
is no guidance on how often a patient should be scanned.   
 
Most scans are requested by a Consultant at the hospital and the scan interval will be 
decided for each patient. GP’s can refer for DEXA scans but the patient must fit strict 
criteria or otherwise the referral might be rejected.   
 
Patients used to have to travel to Exeter for scans but in the past few years this service 
has become available at Barnstaple.  One patient said she was originally scanned in 
Exeter and was very surprised that when she attended a scan in Barnstaple that they had 
no information or records on her previous scans, meaning they could not compare results, 
she has since reverted for scans in Exeter for continuity of care. 
 
 
Denosumab Treatment 
The practice team asked if any patients present were currently receiving Denosumab 
injections, some were and some had in the past.   
 
The practice team explained that we are working with secondary care to take over the 
administration of this injection so patients do not have to travel to NDDH.  A couple of the 
patients present said that their treatment had already been passed to the practice and they 
were due their next injection at the practice rather than NDDH.  They felt this was a great 
improvement.   
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The practice team explained that other patients on the treatment wishing to move across 
to the practice for injections would need to discuss this with their consultant who would 
then ask the patient’s GP to share their care. 
 
The need for patients to be aware of dental side effects(OCJ) when being treated with 
Denosumab was explained and discussed. 
 
 
Lifestyle Changes 
One patient present said that she had struggled with the side effects of Bisphosphonates 
and her Consultant started her on Denosumab but she suffered dental issues.  She made 
great efforts to improve her lifestyle choices with regards to diet, exercise, alcohol etc but 
continued with Calcium and Vit D supplements.  She then insisted on a further DEXA scan 
before any treatment was re-started and this scan showed an improvement in her 
condition and she has reverted from having Osteoporosis to being Osteopenic.  She 
believes that patients do need to be proactive about their condition but that the NHS 
should provide regular DEXA scans as this is cheaper than having patients on regular 
treatment which may not be needed. 
 
Dr Bennett said that making lifestyle changes can help patients who are osteopenic or who 
have osteoporosis and that good diet, exercise where possible and reducing alcohol and 
stopping smoking are all good life choices. 
 
Some of the patients present had been issued information at the onset of their condition 
but others with an older diagnosis knew very little about lifestyle changes and the impact 
this might have on their condition and said they had been given no information to help 
them when diagnosed. 
 
 
Local Support Groups 
No one present at today’s meeting were aware of or had attended any local support 
groups.  Some had made contact with the National Osteoporosis Society and had found 
this useful 
 
 
Outcome/Changes Suggested 

 Practice to continue working with secondary care to enable the shared care of 
patients being treated with Denosumab injections to enable patients to attend the 
Practice rather than travel to NDDH. 

 Practice Newsletter article to be written highlighting lifestyle changes to aid bone 
protection. 

 Practice to consider Patient information leaflet to inform newly diagnosed patients 
about lifestyle changes which could help their condition. 

 Practice to consider inviting patients taking Bisphosphonate medication for an 
annual review of their treatment with a GP 
 

 
Summary/ Discussion 
The group concluded that in the past Osteoporosis has been a hidden condition but feel it 
has become more talked about in recent years.  Over the years the treatment of the 
condition has changed greatly and that more treatments are available but also lifestyle 
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changes can make a difference to the condition.  The treatment that patients received 
could have been very different depending on when they received their diagnosis and what 
the guidance was at that time.   
 
The group however were positive and felt the meeting had been a great opportunity to 
raise their concerns regarding their condition further.  Some would be booking an 
appointment with their own GP to discussion personal concerns about their condition or 
treatment. 
 
Dr Bennett explained that GP guidance on the condition remains vague and hopes that 
more structured guidance will be available in the future for both patients and GP’s.  In the 
meantime patients should continue to discuss their concerns and needs with either their 
consultant or GP. 
 
The patients present were thanked for taking the time to attend today to talk about their 
experiences.   
 


