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Foreword 
 
 

There are around 39,000 people with long-term conditions living in Lewisham (Census 
2001).   
 
A long term condition is a problem with your health that lasts for more than a year. 
There are lots of long-term conditions. Diabetes, cardiac vascular disease, cancer, 
epilepsy and asthma are all examples of long-term conditions. 
 
People with long-term conditions need good services, support and information to 
make their lives better. 
 
Lewisham Local Involvement Network (LINk) is a network of people and organisations 
or groups, who are able to represent the views and ideas of lots of different people. 
 
Sometimes the people who use services don’t feel they have a strong enough voice 
to change aspects of their health or social care.   
 
People with long-term conditions and their carers want health and social care staff to 
be better at listening to them. They want staff to believe what they tell them. 
 
People with long-term conditions want to decide what happens to them. 
 
People want health and social care staff to understand what carers do. They want 
carers to get more support to do it. Carers need more information about other 
services.   
 
When a person they support cannot remember things, carers want to be allowed to 
see the doctor with them.  Carers need help for times when they cannot be there and 
more support in emergencies.  There should be more back up support on Bank 
Holidays. 
 
Some carers tell us that they do not get enough information and they are not always 
listened to by health and care professionals. 
   
 
        
Miriam Long 
 

Lewisham LINk Development Manager 
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 Practical suggestions included… 
 
 More work on a individual’s care record  
 which would facilitate communication  
 between professionals and promote joined up 
 working 
 
 Some kind of simple treatment plan for a  
 single hospital visit to avoid confusion and  
 delay 
 
 A benefits advice service in GP surgeries. 
 
The expert panel members promised further 
dialogue on hand-held records, directories of 
community-based services, and other methods 
of communicating with the general public.   
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
       “Change your GP”  if you are not happy with service 
 
 
Aileen Buckton welcomed continued dialogue 
with the LINk and local communities to ensure 
that people are involved in all decision making. 
 
Participants were urged to use all the new 
resources available to get advice and 
information, to change their GP if necessary to 
get the kind of services they needed.  
 
Also to get involved in the development of 
Lewisham’s strategy for the health and well-
being of the borough’s population. 

 

Several important themes were consistent across 
all the working groups & subsequent discussion. 
 
 
 
 
 
 
 
 
 
 
 
 
 
              Seeing a GP who knows you is important 

 
 Participants were concerned about… 
 
 Consistency and continuity of care, which  
 involves seeing a GP who knows you, and  
 who knows about the condition you have;  
 genuine  collaboration between people  
 concerned with your care; and keeping in  
 touch with your own health needs 
 
 The role of carers, which is central to the  
 health and well-being of the person they care 
 for, but which can be overlooked  or  
 undermined by practitioners in hospital or in  
 the community 
 
 Joined-up, multi-agency working which would 
 support consistent care & avoid duplication 
 
 Early intervention, which can support people 
 with long-term conditions in managing their 
 own care, prevent crisis, avoid hospital  
 admissions and release further funding for  
 prevention 
 
 Information of all kinds – about the side  
 effects of drugs and available community-  
 based services, for example 
 
 Effective communication about new services  
 and the possibility of self-referral, of the  
 reasons for tests and treatments, between  
 practitioners and service providers, and of  
 health trends and lifestyle changes to the  
 general public to support their health and  
 well-being 
 
 Maintaining quality in existing services, such as 
 home care, and momentum in innovations  
 such as personal budgets. 

 

Summary of Key Points 

  “ The cancer specialist 
  “ was superb! ” 
 

Have your say over at the  forum! 
 

www.lewishamlink.co.uk/forum_b/ 
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 Workshops 
 
Participants were invited to attend any one of 
the four, and move between them as they 
chose during the morning. Flip-charts from the 
workshops would be displayed in the Council 
Chamber so that people could emphasise points 
or add to them during the day. The workshops 
were introduced: 
 
 Managing long-term conditions  
 
Miriam Long, Development Manager at the LINk, 
said that the Managing long-term conditions 
workshop would discuss what works or not in 
service provision. The views of people with long-
term conditions and their carers are vital to 
improving services: ‘You’re the expert,’ she said, 
‘we want to hear from you’. 
 
 Lewisham’s Health and Well-being Plan  
 
Ed Knowles, London Borough of Lewisham (LBL) 
said that Lewisham’s Health and Well-being Plan 
would be introduced and discussed at his 
workshop. The Plan was being prepared in 
partnership with local community organisations 
and the NHS. He was here to find out about 
people’s priorities for action. 
 
 Access to your Primary Care Records  
 
Richard Ince, NHS Lewisham, introduced the 
workshop dealing with the Access to your 
Primary Care Records project, funded by the 
Health Foundation, which aims to improve 
access and take-up. Currently, about half of all 
GP practices in Lewisham allow patient access 
to their online records. People with long-term 
conditions want to decide what is best for them, 
and access to their personal records will help. 
Feedback from areas where access was 
available had shown benefits for patients as well 
as GPs. 
 
 Taking Medicines Safely & Stopping Waste  
 
Cleo Butterworth from Lewisham PCT said that 
the Taking Medicines Safely and Stopping Waste 
workshop would help the Pharmacy Team get a 
better understanding of how to improve support 
for managing and taking medicines. How do 
people with long-term conditions access their 
medicines? What information do they need, and 
do they get it? 

On 7 November 2011, the Lewisham Local 
Involvement Network (LINk) held a conference 
at the Town Hall about the support and services 
available in the borough to people with long-
term medical conditions. Val Fulcher, Chair of 
the LINk, also chaired the day. Val began by 
welcoming the 130+ participants: they included 
many people with long-term conditions 
themselves, their carers, clinicians and 
practitioners, and staff from local public, private 
and voluntary agencies. 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
                7th November 2011, Lewisham Town Hall 
 
Val explained that the day was designed to 
produce a dialogue about what people with 
long-term conditions and their carers really need 
and want from services, what is working well and 
what needs to improve.  
 
Discussion in the morning would focus around 
four workshop topics, and the afternoon would 
include short presentations on some innovations 
in local services, as well as the opportunity to 
raise questions with key local practitioners and 
officers.  
 
At every stage, points made in discussion would 
be recorded and fed back to the conference, 
and a report of the whole event would be 
available. Throughout the day, participants 
would have the chance to talk to voluntary and 
other agencies which had set up stalls in the 
Civic Suite foyer. 

Finally, Val said that the day was about hard 
work – but fun as well. After a good, healthy 
lunch, people could take part in a gentle Zumba 
session with Bianca Ewart, or a walk led by Jenny 
Budd; and the afternoon would begin with a 
reviving Happiness Workshop facilitated by 
Cathy Collymore. 

 

Introduction 
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  Health, Primary Care 
 

 Access to primary care records would be  
 useful in enabling people to understand,  
 manage and control their own condition 
 

 GPs provide too little information in general, 
 and about side effects of drugs in particular 
 

 Information about supplementary and  
 alternative therapies and medicine should be 
 available through GP practices 
 

 Finding your way through the benefits maze is 
 hugely difficult: regular benefits advice should 
 be available to people – again in GP  
 practices, if possible 
 

 Information about the community matron  
 service, only 2 people in the group of people 
 with long term conditions had heard of  
 community matrons. 
 
 Health, Hospital Outpatients 
 
 Long waits without information give rise to  
 anxiety and stress, and should be avoided 
 

 Hospital staff should respect confidentiality  
 even when chatting in hospital cafés. Data  
 Protection extends to conversation 
 

 Hand-washing signs should be widespread,  
 and respected 
 

 A typical Outpatients appointment might  
 involve multiple tests and consultations. The 
 patients’ experience would be improved by  
 much clearer signposting in the hospital,  
 more help from volunteers in finding their way 
 around, and a simple, hand-written ‘Today’s 
 Treatment Plan’ note handed to them at the 
 first consultation 
 

 Multiple consultations in one visit can involve  
 giving the same information over again.  
 Again, a hand-held record, or a reference to 
 a central computerised record would help 
 

 Children’s outpatients provide a model of  
 how things can work well 
 

 Feedback from Discussion Groups 
 
Towards the end of the morning, participants 
returned to the Council Chamber to hear 
summaries of the four workshop discussions. (The 
notes which follow also include material taken 
from flip-charts.) 
 
In general, good practice means: 
 
 Seeing a GP at the Practice who knows about
 your condition and a specialist who knows  
 about the condition 
 
 Reception staff who respect your dignity 
 
 Consistency/continuity of care & information 
 
 Full and clear communication 
 
 Carers fully involved by GPs and hospitals,  
 and seen as the ‘expert’, with the patient 
 
 Social Care 
 
 Social workers should be better trained to  
 understand the needs of people with long- 
 term conditions, including, especially, learning 
 difficulties and dementia. Lack of  
 understanding leads to lack of respect, and  
 increases the stigma of dementia 
 
 Locally, a move towards specialisation seems  
 to be undermining multi-disciplinary working  
 which is putting consistency of care at risk 
 
 There should be a single, home-held book  
 where all practitioners involved in the person’s 
 care should record what they are doing and  
 why 
 
 Personal budgets are not really working. The  
 idea is brilliant, but local implementation has  
 been inadequate 
 
 There should be many more and better- 
 known voluntary sector resources for people  
 with long-term conditions. A properly  
 updated local directory of community-based  
 services to support people with long-term  
 conditions would help 
 
 The quality of home care is at best patchy,  
 and sometimes poor 
 
 The telecare service is working well, and the  
 Linkline is a great resource. 

 

Managing long-term conditions: What works and what needs to get better? 

  “ Thanks to my wheels  
  “ I get around! ” 
 

Have your say over at the  forum! 
 

www.lewishamlink.co.uk/forum_b/ 
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 Access to your Primary Care Records 
 
This group reported that the access promoted 
by the project provided a ‘perfect tool for 
consistent care’. Issues and queries raised by the 
group included the following: 
 
 Group members discussed some of the  
 barriers which might prevent both patients  
 and GPs from responding positively to the  
 project. Would access change the  
 relationship with the GP? Were security and  
 safety fully assured? Would GPs be involved in 
 more work as a result? Might access lead to  
 more complaints, misunderstandings – even  
 litigation? 
 
Richard Ince explained that all these fears had 
been fully explored and found to be baseless. 
Access to GP records would be as secure as 
online banking. It was agreed that the project 
needs to: 
 
 Make access relevant to people’s concerns  
 and motivations 
 
 Provide clearer information about what is  
 available, and what it can do, and  
 
 Support people to use the service effectively. 
 
 Taking Medicines Safely & Stopping Waste 
 
This relatively small group heard that over 3 
million prescriptions were filled annually for 
people with long-term conditions, and that 
about 3% of these were wasted. About 4million 
prescription dispensed each year in Lewisham, 
that’s around 330,000 per month. It was agreed 
that: 
 
 This problem arises from a variety of factors:  
 no one solution would account for all of it 
 
 There needs to be greater understanding of  
 how medicines impact on people’s lives and  
 timetables 
 
 Choices available to patients should be fully  
 explored with them, and side effects  
 explained. 
 
Communication, clearer information about 
options, monitoring, and feedback from patients 
about the medicines prescribed for them – how 
they access them, and use them - were all seen 
to be important.

 Health, Hospital Inpatient 
 
 It is very difficult to attract a nurse’s attention, 
 there is no obvious line of responsibility on the 
 ward 
 
 Carers’ views should be fully respected 
 
 Joined-up working between service providers  
 is critical when someone with a long-term  
 condition is discharged from hospital. Does  
 care management exist any more? 
 
 Lewisham’s Health and Well-Being Plan 
 
This group felt that Lewisham’s ‘score’ against all 
the health and well-being indicators needed to 
improve. Their priorities were: 
 
 Recognition that achieving good health  
 involves all local, social conditions and  
 tackling the wider determinants of ill health 
 
 Action to reduce smoking, and passive  
 smoking (with LBL leading by example) 
 
 Action to tackle obesity which should begin in 
 primary school 
 
 Understanding the social implications of brain  
 injury 
 
 Understanding that carers are key to the  
 health and well-being of people with long- 
 term conditions 
 
 More readily available information and much  
 better communication with patients and the  
 general public about health matters and  
 trends to encourage greater understanding  
 and self care by individuals and communities 
 
 Action to tackle social isolation, including the  
 production of a comprehensive directory of  
 community-based services 
 
 Prevention, based on a flow of information  
 about what works from people with long-term 
 conditions to service providers and better  
 understanding that people may have  
 complex needs and requirements 
 
 Using information and funding to empower  
 the voluntary sector and the community to  
 support people who need it 
 
 Easier access to specialist care and the right 
 professional expert at the right time. 

 

Managing long-term conditions: What works and what needs to get better? 
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For the final session, chaired by Val Fulcher, 
experts in health and social care were asked to 
respond to a summary of the questions raised by 
conference participants during the day. The 
panel comprised: 
 
Aileen Buckton (Executive Director of 
Community Services, London Borough of 
Lewisham) 
 
Dr. Helen Tattersfield (Lead GP Oakview 
Practice, Chair of Lewisham Clinical 
Commissioning Committee) 
 
Dr. Danny Ruta (Joint director Public Health, NHS 
Lewisham & London Borough of Lewisham) 
 
The questions covered the need for: 
 
 Reliable, up-to-date sources of information  
 about community-based services, such as  
 online directories 
 
 Consistent, joined-up care from a multi- 
 disciplinary team. Currently, a drift towards  
 specialisation seems to be pulling in the  
 opposite direction 
 
 Some method of ensuring that all service  
 providers concerned with an individual’s care 
 are fully aware of what each is doing. A  
 home-held record was one suggestion 
 
 GPs to have systems for identifying and  
 monitoring people with long-term conditions 
 
 Recognition in the GP’s surgery and in  
 hospital of the central part played by the  
 carer in ensuring the well-being of a person  
 with a long-term condition 
 
 Improvements across all indicators of health  
 and well-being. How are  priorities being set? 
 
 Really effective methods of getting messages  
 about health and well-being across to the  
 general public. 
 

 
 
 
 
 
 
 
 
 
 
 
 
             Cathy Collymore hosts a laughter workshop 
 
After lunch and the Happiness Workshop, the 
afternoon session began with presentations: 
 
Jackie Ganley and Carol Burtt (SL&M NHS 
Foundation Trust), introduced Improving Access 
to Psychological Therapies (IAPT) This is a free 
and confidential NHS service which offers a wide 
range of therapies and support. Having a long-
term condition can have a negative impact on 
your mood and general well-being, and IAPT 
may be able to help. People can self-refer, and 
what is offered will be tailored to the individual. 
 
The Lifestyle Education Diet Programme was 
introduced by Hellen Adom, who had created 
the programme as a result of her own 
experience of sickle cell anaemia. Through 
information and making positive changes to 
lifestyle and diet, people with a range of long-
term conditions can improve their well-being 
and take control of their own lives. 
 
Salim Jetha said that the conference was taking 
place at the start of Ask Your Pharmacist Week – 
a campaign designed to increase the public’s 
awareness of all that pharmacists can do to help 
you keep healthy. Pharmacists had a crucial role 
to play in the NHS Long-Term Conditions Quality 
Innovation Productivity and Prevention (QIPP) 
Programme, which aims to improve service 
quality, and promote innovation, productivity 
and prevention. Most pharmacists provide a 
range of services which people may be 
unaware of: ‘Please use us more!’ 
 

 

Presentations and Question Time 

 

  “ I need more information about personal budgets and 

  “ cookery classes for people with diabetes. ” 
 

Have your say over at the  forum! 
 

www.lewishamlink.co.uk/forum_b/ 
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A cross-cutting aim of the strategy is to move 
work with patients ‘upstream’, focus on 
prevention and individually tailored care, and 
reduce costs by avoiding emergency 
admissions. As for getting the message across, 
Dr. Ruta said that the borough had recent 
successful experience of the ‘SMILE’ campaign, 
which mobilised the power of social marketing to 
increase take-up of dental services. 
 
Aileen Buckton welcomed continued dialogue 
with the LINk and local communities to ensure 
that people are involved in all decision making. 
 
Dr. Ruta encouraged people to contribute to the 
Lewisham Joint Strategic Needs Assessment.  
 
Val Fulcher ended the session with thanks to all 
the speakers, as well as all the participants. The 
ideas and information from the day will be in a 
full report posted on the LINk’s website, and a 
summary will appear in the LINk’s newsletter. The 
invitations for further dialogue with the panel 
members on specific issues will of course be 
taken up; and participants are urged to send in 
any further questions or proposals to the LINk. 
She said that special thanks were due to Linda 
George and the Vietnamese Women’s 
Association for preparing the delicious lunch. 
Finally, she thanked all the staff at the LINk, and 
volunteers who had helped to set up the day 
and make it run smoothly. 
 
Diana Robbins  
Lewisham LINk Member 
 

Aileen Buckton began with the information issue. 
She said that LBL needed participants’ advice 
on this important question. Directories quickly 
become out of date, and on-line materials are 
not accessible to everyone. Leaflets have been 
tried, but are they really effective? Dr. Tattersfield 
added that there are two new health resources 
just coming on stream: the GLA and NHS London 
‘My Health London’ website which will include a 
directory of local services, and the 111 non-
emergency health information line. 
 
On joined–up working, Aileen Buckton said that 
this was top of her list of concerns and everyone 
remained committed to it. Again, she would 
welcome advice and ideas from the conference 
and the LINk about the obstacles there are to 
achieve it, and how to overcome them.  
 
She said that she and her colleagues were trying 
a number of ways of coordinating care through 
home-held or hand-held records, and none had 
so far proved genuinely useful. Manuscript 
records quickly became illegible, and an 
electronic one had not worked. Dr. Ruta added 
that a key worker scheme for people with long-
term respiratory disease is currently being trialled, 
along with patient booklets and guides. If this 
worked well, it could be rolled out. 
 
Dr. Tattersfield responded to the comments 
about the role of carers by encouraging people 
to stand up for themselves and shop around for 
a GP who provides the service they need and 
want. She said that screening for patients with 
long-term conditions is nationally recognised to 
be part of the GP’s job; but it is also up to the 
public to be aware of what is on offer from their 
GP. A 5-year rolling vascular check programme 
is currently underway, and take-up is good. 
 
On health and well-being in Lewisham, Dr. Ruta 
said that the strategy had a very high priority. 
The Health and Social Care Bill imposes a duty 
on local authorities to establish a high-level 
Health and Well-being Board in 2013, and 
Lewisham has already set up a shadow Board, 
chaired by the Mayor. This is currently focusing 
on nine priorities for action in the borough, 
including smoking, obesity, respiratory disease, 
alcohol misuse and sexual health. Full 
information about specific topics and the 
opportunity to make suggestions for new ones is 
on the website: 
 
  www.lewishamjsna.org 

 

Question Time, Continued… 

About Us… 
 

 

Lewisham Local Involvement Network 
2nd Floor Ladywell Leisure Centre 

Lewisham High Street 
London  SE13 6NJ 

 
  020 8690 3900 

  www.lewishamlink.org.uk 

  lewishamlink@parkwoodhealthcare.co.uk 
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Annexes 
 
 

Presentations 
 

Keeping Well and Happy With a Long Term Condition 
Ask Your Pharmacist 

IAPT Lewisham 
The LED Programme 

 
 

   Information stall-holders  
 
   1. Lewisham LINk (Local HealthWatch) 
    www.lewishamlink.co.uk 
  
   2. Lewisham Stop Smoking Service 
    www.lewishampct.nhs.uk/a/219 
    www.smokefreelewisham.co.uk/Home.aspx 
 
   3. Carers Lewisham 
    www.carers.org/local-centre/lewisham 
 
   4. London Epilepsy Society 
    www.epilepsysociety.org.uk/?gclid=CNi_q7q32awCFaEmtAoduiTwvQ 
 
   5. Lewisham Record Access 
    www.health.org.uk/areas-of-work/programmes/closing-the-gap-through-changing- 
   relationships/related-projects/patient-record-access/ 
 
   6. Lewisham Healthcare NHS Trust 
    www.lewisham.nhs.uk 
 
   7.  Macmillan Cancer Support 
    www.macmillan.org.uk/Home.aspx 
 
   8. Lewisham Mencap  
    www.mencap.org.uk/local-groups/group/lewisham-mencap 
 
   9. Diabetes UK and Lewisham Diabetes Support Group 
    www.diabetes.org.uk/ 
 
   10. South London Cardiac and Stroke Network and The Stoke Association. Guy Holly (WPCT)     
    Holly.Guy@slcsn.nhs.uk or Tom Greenwood  Tom.Greenwood@stroke.org.uk 
 
   11. NHS Lewisham Business Support Unit  
    www.lewishampct.nhs.uk/ 
 
   12. Improving Access to Psychological Therapies (IAPT)  
    www.slam.nhs.uk/service-finder/service-details.aspx?su=SU0468&currentPage=7 
 
   13. Treloar's Moving On in the Community 
    http://treloar.rroom.net/moving/ 

 
   14. British Heart Foundation  
    www.bhf.org.uk 
 

Event Evaluation 

http://www.lewishamlink.org.uk/ltc/3.ppt
http://www.lewishamlink.org.uk/ltc/1.ppt
http://www.lewishamlink.org.uk/ltc/2.ppt
http://www.lewishamlink.org.uk/ltc/4.ppt

