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NHS KIRKLEES

PERSISTANT PAIN – ENGAGEMENT WITH SERVICE USERS
SUMMARY OF KEY THEMES
JUNE 2009
Background

Persistent pain has a severe impact on many peoples’ lives - nearly 1 in 7 people experience chronic pain in the UK, with 20% of those having suffered for more than 20 years
. In Kirklees, 1 in 3 people are affected by pain problems, including backache.
 As a result, NHS Kirklees working with key partner organisations, has made persistent pain a key health priority.
Aim

The aim of this process was to ensure patient/ service user engagement in   reviewing and re-designing pain services across Kirklees and to establish a mechanism for continuous participation in the work.

Throughout the consultation process, it is intended that there will be an improved understanding of service users experience of persistent pain conditions i.e. lasting longer than 3-6 months and not responding to standard treatment, and to provide an opportunity for service users to share their experiences of their pain condition, the quality of information they have received and the type of services (NHS and non NHS) they have accessed. 

The information received will inform the Persistent Pain Programme plans that are underway to review and re-design pain services in the Kirklees area.
The outcome from the process will provide the PCT with valuable insight to “pre-test” whether a wider social marketing approach is required to better understand the health needs of people experiencing persistent pain. 
Methodology

It was agreed to identify service users who experience persistent pain by inviting individuals from the PCT Patient & Public Involvement (PPI) database and via  identified services (Better Health at Work, Health trainers, Expert Patient Programme support groups) that have contact with individuals suffering from persistent pain.

The PPI Team produced a letter inviting service users to attend two discussion groups (one in South and one in North Kirklees) to share their experiences.  Copies of the invite letter and outline briefing sheet was sent to the identified services to invite their service users to attend the discussion groups. Interested patients were asked to complete a reply slip and send to the PPI team using the freepost address.
From the freepost reply slips received by the PPI team, participants were allocated to one of the two discussion groups – one held on Wednesday 3rd June in Huddersfield, and one held on 5th June in Batley.
The PPI team and Public Health also attended 2 EPP support group meetings in June to ask the same set of questions, as the majority of attendees experience persistent pain.  
Number of service users involved
There was a good response from people interested in attending the sessions. 

Over 40 service users expressed interest in being involved in the sessions, although not all individuals were able to attend the meetings. From the replies received, individuals were allocated to the 2 discussion groups.

In total 27 participants attended 2 discussion groups - 15 people attended the discussion group in Huddersfield and 12 people attended the discussion group in Batley.

The PPI team and Public Health also consulted with 43 individuals attending 2 EPP support group meetings, the majority of participants living with long term conditions and chronic pain.
The PPI team and Health Improvement Practitioner (Public Health) led the discussion groups at each meeting. The following questions were used to structure the discussions.

Questions

1)  Do you suffer from persistent pain i.e. pain that has continued for 3

months or more and is not responding to standard medical treatment?

2)  How does the pain you experience affect your day to day life?

· Physical health - functioning

· Mental health / emotional well-being?

3) Were you working when you first experienced pain?

    If so, what happened in the workplace?

         What help/support was provided in your workplace.

4) Which NHS services have you been in contact with to help manage your pain? 

· What help did the service(s) offer?

· Did the help provided make a difference for your pain management?

· Were you fully informed about the service and receive adequate support?

5)  Have you found help regarding your pain management from other places

     outside the NHS?

· What help did the service(s) offer?

· Did the help make a difference for your pain management?

· Were you fully informed about the service and receive adequate support?

6)  Have you managed the pain yourself? If so, in what way(s)?

 7)  In your opinion what support/help do you need to self manage your pain?
Key themes
1. Experiences of persistent pain
1.1 Physical health

Participants at all of the sessions expressed that pain impacted on their physical health to varying degrees.  They reported that the threshold of pain varied from day to day, influenced by medication, and depended on levels of activity. 
Some of the key comments include:

· Daily tasks become difficult and more time consuming, with extra effort required for washing, walking, toileting, bending etc.
One service user said that “… I haven’t washed up for 3 days”

· Low energy levels with extreme fatigue
One participant said that …“Some days I feel totally wiped out”

· Sleep deprivation & problems

· Limitations/restrictions of movement for all daily functions
One participant reported that…“ I no longer wear shoes that have shoe laces”

· Loss of dependency and self sufficiency - reliant on others/carers

· Physical and emotional side affects of medication and using medication to be able to get on with daily life.
1.2 Emotional health / wellbeing
All attendees at the engagement sessions reported that the level of pain they lived with had a significant impact on their emotional and mental wellbeing.  

A range of issues were expressed at the sessions including:

· Frustration associated with low energy levels, difficulties in accepting the impact on daily life and inability to plan ahead
One service user said that “You get to a certain point and you try anything”

· Low motivation
· Anger 
· Depression/anxiety/sense of hopelessness

· Impact on personal dignity
· Variable moods – good days/bad days

· Feeling of being “invisible”

One participant said … “They don’t see us, we are invisible”

· Discrimination due to lack of understanding of “invisible” nature of pain and some of the associated disabilities

· Isolation
· Affect on family/friends – feelings of guilt due to needing to continually ask for help. 
2. Experience of work / employment 

Most of the participants were working when their pain first occurred but eventually had to retire on ill health grounds.  For several people this was earlier than intended.

Comments included:
· General lack of awareness/respect from employers – no support or guidance from Occupational Health departments.
· Impact on emotional health and confidence levels.

· Effect on finances
· Accessing benefits/care vouchers was difficult - systems are very bureaucratic.  One service user reported that…” the DLA forms are horrendous”…another said “there is too much bureaucracy”

A few people stayed at work with good levels of support from their employer.  There were comments that the employer support depended on individuals’ level/status within the organisation.  It was noted that there was generally more support from public sector organisations.
One participant mentioned that they had a “positive” experience of accessing support from Job Centre Plus to identify alternative employment. 

Participants emphasised the need to stay involved in groups to maintain self respect and feel valued (in absence of employment) e.g. PPI forums, EPP groups, change your thinking, courses via Carers Gateway. 
3.  Experience of NHS services to help manage pain 

3.1  Primary care staff/ GP services
Overall, the groups experienced varying levels of support from their GP practice. 

Some individuals felt they had very comprehensive pain management support and others felt they had no assistance with their condition.  

The main responses included:

· GP’s has provided pain relief medication: 
One participant stated that…” I have had so many pain killers the doctor doesn’t know what else to give me”
· Difficulty accessing GP for appointments 

· GP referred to EPP programme 
· Long waiting time for referral services e.g. physiotherapist, OT services
· No follow-up information or advice about other services available

· Positive experience of accessing “Choose & Book” 

One participant said… “You have to be so demanding to be able to get help”
Another said “the people who need (the help) most, don’t always get it”

Comments about improvements within Primary care services
· More immediate action for relevant assessments/investigations.
· Being able to see the right person at the right time

· Help with transport to GP practices 

· More links between services

· Improve waiting times for referral to Physiotherapy

· Improve opening times – late opening doesn’t seem to work?

· Improved GP understanding of other support services e.g. EPP, PALS and specific criteria for chronic pain, health trainers, pain clinic.
· More pain management courses should be made available e.g. Self Management Programme (Huddersfield)- excellent course giving skills to deal with pain.  Would be more manageable to have 1 session /week rather than 2 sessions – too intensive for some patients. 

One participant suggested that… “I would like to see GP’s issuing a prescription for everyone with long term condition to attend Expert Patient Programme”

Another participant reported that “patients need to know about the criteria of services before they get there”

3.2  Community health services

Only a small proportion of participants had accessed community health services.  On the whole, these participants felt that the services had helped them to varying degrees, in managing their pain condition.  

Examples of service included:

· Physiotherapy 

· Acupuncture

· Expert Patients Programme (EPP) course

· Pain management courses
· Pharmacies

· Health trainers

· District Nurses 
Comments about improvements within community health services
Participants commented that there needs to be more continuity of care with each service having an understanding about other services that can provide help.
3.3 NHS Hospital services
Several participants had been referred to hospital services to manage their pain condition.  Overall people had a positive experience of Choose & Book to access the most appropriate service.  

These services included:

· Physiotherapy

· Neurologist
· Occupational Therapy
· Hydrotherapy – although limited availability
· Mill Hill Health Centre Rheumatology

· MRI scan

· Specialist hospitals – London, Liverpool

· Support from cancer nurses

· Local Musculoskeletal services 
· Local Pain services / clinic
Those people who had contact with local Pain services felt that the service had helped them manage their pain condition and provided positive comments about the consultants and staff. 
It was identified through the discussion that there was variation in referrals from Pain services /clinic to other services.  For instance, from Dewsbury hospital some people had been referred for physiotherapy/hydrotherapy to Hollybank.
Comments about improvements to hospital services.
Overall, participants were encouraged by the treatment and support from key services.  However there were a range of comments about how services could provide better quality care from a patient perspective:

· Extend opening times, availability of services and referral for appointments e.g. hydrotherapy.  Better patient information about criteria for relevant services.  One participant stated “If you don’t give the right answer at the right time, then you’ve had it”

· Improve access to Physiotherapy & O.T services- reduce confusion of how to refer i.e. should it be self referral or GP referral? 
· Reduce waiting times for OT assessment

· Reduce waiting times to pain clinic

· Investigate DNA’s – reasons may indicate areas for improvement/support

· Provide comprehensive programme, rather than just one or two sessions. 
· Improve parking at hospitals – could provide Park & Ride for staff/visitors to create more disabled parking at front entrance.

3.4 “Other” NHS services
The majority of participants had accessed a range of other NHS services, including alternative/complimentary therapy, to help manage their pain conditions.
Overall, service users reported that they thought that Kirklees is way ahead with self care/ pain services comparative to other districts.

Examples included:

· Osteopathy

· Acupuncture
· Homeopathy
·  Support for carers

· Hydrotherapy pool

· Expert Patient Programme (EPP) - excellent feedback

One service user reported that “EPP is a life changing experience…”

· Self care toolkit – advice to manage everyday tasks/keeping mobile etc
Comments about improvements to “other” NHS services. 

From people who attended the generic discussion groups, around half had participated in EPP programmes and were extremely enthusiastic about the impact the course had made to helping them to manage their pain conditions.  This led to a number of other participants expressing interest in attending the courses.

There was overwhelming support for provision of specific persistent pain EPP courses.
Other comments included:

· Improved awareness of referral services 
· Eliminate the divide of North & South Kirklees service provision 
· Reduce the cost of alternative therapy

· Improve level of communication and information about services
· Develop A-Z directory of pain services 

3.5 Non NHS services

Some of the participants had accessed services from outside the NHS. 
For example: 

· PALS exercise on prescription scheme e.g. gentle exercise, swimming 

· PALS programme Revive – specifically for people with chronic pain.
· Aqua exercise
· Private alternative therapy – reflexology, aromatherapy, massage, reika
· TENS machine
The participants who had accessed PALS exercise on prescription provided excellent feedback of the service.  There were issues raised about people living with pain finding it difficult to participate in swimming as a form of activity due to the temperature of water/ changing areas and limited mobility making it difficult to change before and after swimming.
4. Summary
There were a range of themes that emerged from the discussion groups regarding the delivery of pain services:
4.1 Primary Care
The experience of service users accessing their GP’s was that they were willingly  prescribing pain relief but that there needed to a broader understanding of referral services for pain management.  For instance, Exercise on Prescription PALS scheme – new criteria for chronic pain and the range of self care advice/support services such as Expert Patient Programme. 
4.2 Pain Service provision

Overall, participants were positive about the services that they had accessed.  There was general consensus from participants that the definition of pain needs to be improved to be made much more understandable for members of the public and that a standard pain score should be used by all clinicians. 

The response from service users across Kirklees highlighted that there is clearly different provision at Huddersfield and Dewsbury.  Generally, people felt that the referral times for accessing pain clinics were too lengthy.  Service users said that they would benefit from more patient information about other services available, possibly in the form of an A-Z directory. 

A number of people commented that when programmes end they would prefer to have some follow-up provision offered.

Participants had experienced varying levels of discrimination in relation to their pain.  They felt that assumptions by staff and members of the public were being made about them as their pain is not “visual” to other people.   

Many service users explained that they found the bureaucracy surrounding benefits and the support services overwhelming.

We asked about what service improvements could be made and a number of issues were highlighted:

· Immediate access to treatment services for acute pain 

· Multi-disciplinary assessment with a requirement to treat the person as a whole with a full assessment. 
· Consider the chronic pain work under Long Term Conditions to avoid duplication
· Improve expertise amongst service providers
· Improve referral for dietary advice/ speech therapy
· Provide contact details of support/advice services around Health, Finance and Social care, with better information about how to buy your own care.

· Set up 24 hour specialist telephone line, with a link from NHS Direct.

· Wider understanding and availability of Expert Patient Programme and  setting up a specific EPP for persistent pain. 

· Clarify the process for accessing complimentary therapy on NHS – via Exceptional Cases Committee? 
In terms of information about pain services:

· Need an A to Z directory of pain services
· More thorough information to help people with day to day living, activities and sleep problems.
In relation to Carers perspective;

· Carers need more help and own time out.

· Reduce levels of bureaucracy for accessing benefits/ care services.
Specifically about prescription charges:

· Reduction or exemption for prescription charges for people with Long Term Conditions.
4.3 Self management of pain
Service users viewed self care as an integral part of managing their pain condition and self care was a strong discussion theme throughout all of the sessions.  The majority of participants had used different ways of self managing their pain.

Key self management techniques included:

· Mind over matter - positive thinking

· Complimentary therapy

· Relaxation therapy and music

· Trial and error

· Medication

· Wheat bags

· Relaxation methods

5. Next steps
From the verbal feedback and written evaluations, the participants valued the opportunity to express their views and to have an involvement with the pain consultation sessions.  
One of the suggested ways of keeping participants involved was to form a   chronic pain reference group.  Many of the participants were keen to be involved on an ongoing basis and names were collected at the consultation sessions.
It was agreed that a summary report be sent to all service users who attended the sessions.  

The key themes will be reported back to the Pain Health Improvement Team and these findings will form part of the decision making around reviewing service provision and development of a Kirklees Pain Care pathway.   
6. Contact support organisations
Refer to Pain toolkit for useful website links.
In addition, participants discussed and shared details of the following organizations:

Local Social Services Information Points/Gateway to care – free, confidential gateway service to health and social care including information, carers support, social care needs assessment (home care, meals on wheels, housing adaptations, Carephone etc), disabled parking badges and bus passes, disability equipment, help with completing forms and referrals to benefit advisors etc.
Gateway to care

30 Market Street

Huddersfield 

HD1 2EH

Tel: 01484 223 000

The Walsh Building

Town Hall Way

Dewsbury 

WF12 8EQ

Tel: 01924 325 070

Gateway to care

90 Commercial Street

Batley

WF17 5DS

Tel: 01924 326 029

Cleckheaton Town Hall

Bradford Road

Cleckheaton

BD19 3RH

Tel: 01274 335 072

Carers can also contact Kirklees Council Carers Gateway on 01484 226 050.

Expert Patient Programme: self management courses for people with long term conditions – tel: 01924 351 600

The Physical Activity Development Team

Kirklees Culture and Leisure Services

The Stadium Business and Leisure Complex

Stadium Way

Huddersfield, HD1 6PG

Tel: 01484 234 095

E-mail: physicalactivity.development@kirklees.gov.uk
www.kirklees.gov.uk/activeforlife
Kirklees Benefits Advice: tel: 01484 223 950
Voluntary Action Kirklees – Volunteer centre: If you are thinking about voluntary work, Volunteering Kirklees can give you information on many different and varied volunteering opportunities that are currently available, and guidance on what to expect as a volunteer.
15 Lord Street

Huddersfield

HD1 1QB

Tel: 01484 226608 
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