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Aims 
 

Devise and implement a step wise strategy 
to establish a Patient Support Group 

 
Evaluate progress and outcome of Support 

Group meetings 



 Immunology Service manages a cohort 250 
complex primary & secondary patients 

 
 100 patients on Immunoglobulin therapy 
 
75% opted for home therapy, majority 

SCIG 

Patient Group 





 
 
 

Common themes & challenges in 
long term Conditions 

Disease, symptoms 

Immunodeficiency 

Emotional impacts 

Complex medical regimes 

Psychosocial impact 

Impact on family 
Lifestyle 

adjustments 



 Local strategies: 
 Patient choice  
 Multidisciplinary team approach 
 Home therapy training 
 Shared care 
 Telephone support  
 Annual Immunoglobulin & technical infusion/review 
 National Patient & International Support Groups: 

PIA & IPOP 

Strategies employed to support 
patients with Immunodeficiency 



How can we improve our 
supportive strategies? 

How can we improve our Strategies to 
Support Patients? 



An established concept for long term 
conditions, aiming to: 

• Empower/increase confidence 
• Provide practical and emotional support  
• Increase knowledge of the condition to 

promote self management 
• Increase accessibility to help & advice 
• Encourage social inclusion 

Concept: Patient support groups 



 Our Multidisciplinary Team vision to develop and 
improve our Patient Focused Services 

 Patient’s response to enquiries, they …  “Miss the 
opportunity of meeting others in a similar position” 
and “Miss the social aspect of hospital based 
infusions” 

 National Framework for best practice: Integration 
of Patient & Public involvement within service 
development, particularly in long term conditions, 
(DOH 2008) 

Developing a support group:  
Key influences:  

  



 
 

How did we initiate  
the development & implementation of 

a local support group?  
  



Devised a step wise process/strategy: 
 
• Building on initial discussion with our 

patient group  
 

• Accessing local resources to assist in the 
process 

How did we initiate the development & 
implementation of a local support group?  

  



Step 1;  
Sharing the Vision 

 Access in house 
expertise i.e. PALS; 
Patient Advice & 
Liaison Service 

 Gain support from 
team & managers 

 Network with 
colleagues already 
involved in  developing 
support groups 

Step 1: Sharing the Vision & 
Developing a Collaboration 



 Postal satisfaction survey sent to all 
patients on Immunoglobulin therapy n=100: 
Response rate 75% 

 
This survey specifically asked patients if 

they felt a local patient support group 
would be beneficial 

   
 Patient Focus Meetings x two, n=16 

Step 2: Asking our patients views & 
gathering supportive evidence 



 Invite PALS Team to lead  meetings: 
 

• Capitalise on experience in Patient Group meetings  
• Promote Patient Focus rather than medical focus  

 
 Identify two dates, weekday & weekend 

 
 Provide lunch, travel & parking expenses 

reimbursed 

Step 3: Organise & lead a Patient 
Focus Group meeting (1) 



 
 
 
 

Step 3: Organise & lead a  
Patient Focus Group meeting (2) 

 Small group meetings x2, 8 in each group 
 
 Ask open ended questions 
 
Solicit patients views on how a support group might 
run &  the possible benefits  
 
 Record responses anonymously 
 
 PALS generates summary from the meetings & 
disseminates feedback within the team 



 Postal patients satisfaction survey results 
confirmed that a local support group would 
be beneficial 

 
We gained overwhelming agreement that a 

local support group would improve our 
services 

Step 4: The Results  



 Findings from both survey & focus group meeting 
was disseminated to the team at MDT meetings   

 
 Trust level: PALS Manager disseminated the 

findings with Head of Nursing & Trust Board:  
 
• Secure ongoing support to facilitate in-hospital 

venue, refreshments, lunch & travel expenses 

Step 5: Disseminate Key Findings 



Step 1;  
Sharing the Vision 

 
 Identify members of 

group to act as co-
ordinators to facilitate 
meetings 
 

 Establish Patient Led 
Steering Committee to 
develop a patients guide 
about the support group 

Step 6: Advocate ownership of the 
group to the patients (1) 



Step 1;  
Sharing the Vision 

 
 Steering committee have 

been fundamental in the 
development of the 
information leaflet 
regarding the support 
group   

 
 Since 2009 the RIII 

team have successfully 
facilitated 6 support 
group meetings 

Results/Outcomes (1) 



Results/Outcomes (2) 

 

 Patient Led Support Group is proactive in 
requesting topics & speakers to present at 
meetings e.g.  

• Overview of the immune system 
• Chest physiotherapy techniques 
• Understanding lung functions test 
• Hospital news/updates on move to Cambridge 



Results/Outcomes (3) 

 Group is growing as patients opt in 
 
 “Buddy” system introduced 
• Opt in/Group membership by patient choice = 

consent to share experiences  
• Access to other patients experiences 
• Access to additional support network  for 

treatments,  such as home therapy  



Discussion 

 
• In our experience patients with long term medical 

conditions welcome the perspective of others, 
delivered through a patient support group 
 

• Patient support group - a forum for additional 
educational & practical support, by patient’s request & 
facilitated by the multidisciplinary team 



Conclusion  
 A Step wise Strategy including: 
 
 Involving our patients throughout the process 
 
 Collaborative working with PALS  
 
 Has been fundamental to establishing a patient led 

& patient owned group 
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