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Chronic or persistent pain is defined as pain that last longer than three
months after an injury and/or beyond the expected time of healing.
It is a dominant feature of many
long-term conditions like i.e.
fibromyalgia, back pain, chronic
fatigue and arthritis. It can become
extremely disabling if not managed
appropriately and in good time.
At least one in five people are
affected by chronic or persistent
pain in high income countries.
Many of these want support to
better live with their condition
but cite lack of information and
advice as a key barrier to achieving
this.1 There are also widespread
misconceptions amongst the public
and professionals about the nature
of persistent pain, whether it can
be cured or not and how it can be
managed well.

“Each week I was learning
how to take steps to move
forward, rather than being
stuck in my condition and
in pain”. Female 47

It is estimated to cost between 3
and 10% of GDP in high income
countries, depending on which
factors are taken into consideration.2
Alongside mental health problems,
it is the most common disabling
long-term condition and often most
troubling for patients.3
Almost 500,000 people of all ages
in Northern Ireland are believed
to be currently affected.4 Numbers
are rising due to obesity, multimorbidity and an ageing population,
but information on prevention and
good pain management remains
scarce.
Most people need to self-manage
most of the time and could improve
doing so with sound advice from
friends and family, GP support
and community health care to
remain as active as possible
active and well, but many need
peer and multidisciplinary expert
professional support for a good
quality of life, and some require
pain hospital services, complex
treatments and rehabilitation,
occasionally even as inpatients.
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Until publication of The Painful
Truth1 by the Patient and Client
Council in 2014, the paucity of pain
management support services and
the plight of many people living
with pain did not receive as much
attention as other long term health
conditions. Furthermore, given
that pain medicine is marketed as
‘pain-killers’, it is not surprising that
solely taking medication is by far the
most common way of supposedly
tackling long-term pain i.e. the
label informs the patient that the
medicine will ‘kill’ their pain off,
hence the expectation of the patient
that pain-killers will kill their pain.
More recently awareness of pain
medication related harms began
to increase, and many agencies
have started coming together to
address the challenges arising from
injudicious prescribing and use of
pain medication.
Between 2001 and 2018, drug
related deaths (DRDs) in Northern
Ireland have increased more than
fivefold. Men aged 25-44, those
living alone and experiencing

Patient and Client Council. The Painful Truth:
2500 people who live with chronic pain tell their
story. Belfast: Patient and Client Council, 2014.
2
Arthritis Research UK. State of Musculoskeletal
Health 2018: Arthritis and other musculoskeletal
conditions in numbers. Chesterfield: Arthritis
Research UK, 2018.
3
Global, regional, and national incidence,
prevalence, and years lived with disability for 328
diseases and injuries for 195 countries, 1990–2016:
1

EVEN THOUGH MY

PAIN LEVELS HAVEN’T
DECREASED IN ANY

WAY I HAVE LEARNT

NEW TECHNIQUES TO
COPE GIVING ME A

BETTER QUALITY OF
LIFE. MALE 75

deprivation due to poor education,
low income and long term mental
and/ or physical illnesses are most
at risk.
Almost three out of four DRDs
involve two or more substances.
Opioids are most common (in almost
two out of three drug related deaths)
followed by benzodiazepines,
pregabalin and gabapentin.
The latter two are relatively new
prescription-only expensive
medications not originally intended
for pain management but efficacious
in some patients. In 2017/18 there

a systematic analysis for the Global Burden of
Disease Study 2016. GBD 2016 Disease and Injury
Incidence and Prevalence Collaborators Lancet
2017; 390: 1211–59.
4
Estimated data for NI based on trends from
the English survey: Faculty of Pain Medicine
Professional Standards Committee and British
Pain Society Council. National Pain Audit 20102012. http://www.nationalpainaudit.org/ accessed
13/01/2015.
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were 189 drugs-related deaths in
NI. This is an increase of 40% on
2016/17 and a 112% increase in the
last 10 years. Pregabalin featured in
54 of these.5

unable to respond adequately to the
needs of patients, many of whom
have complex needs on account of
long-standing disability and other
illnesses.

Prescription costs have increased
significantly here from £23m
in 2004 to £33m in 2018. This
trend continues despite growing
evidence that much prescribed pain
medication is taken incorrectly and
over time loses its efficacy while
continuing to cause potentially
harmful side effects.

In response to these concerns
and following a successful pilot
programme in 2018/19 in 13 Healthy
Living Centres (HLCs) across the
north of Ireland, the Integrated
Care Directorate of the Health and
Social Care Board (HSCB) funded
the Healthy Living Centre Alliance to
deliver 16 Pain Support Programmes
in September – December 2019 and
This, in combination with the paucity 16 in January – March 2020.
of accessible information about and
support for good pain management,
This paper focusses on evaluating
leaves many people living with
the former and describes the latter
pain feeling isolated and helpless
cut short by the pandemic in a more
in their quest for a better quality of
qualitative manner towards the end.
life. Waiting lists for existing health
services can be long and are often

EACH WEEK I WAS

LEARNING HOW TO

TAKE STEPS TO MOVE
FORWARD, RATHER

THAN BEING STUCK IN

MY CONDITION AND IN
PAIN. FEMALE 47
Drug-related Deaths in Northern Ireland
Socio-Demographic Analyses – NISRA published
24/03/2020
5

PROGRAMME
DESIGN

The framework for the Pain Support Groups was devised in consultation
with pain professionals, patients and HLC staff and managers.

TA RG E T PA R T I C I PA N T S

15 people
TA RG E T D E LI V E RY

1 session of 2.5 hours per week x 12 wks
PEER LED ACTIVIT Y

1 session per month
A N C H O R FAC I L I TAT O R

1 anchor facilitator

as main point of contact for the full duration of programme in each HLC
with qualifications and experience of delivery in Personal Development and
Mental Health First Aid or equivalent.
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PROGRAMME
DELIVERY

The 16 programmes were delivered in all five Health and Social Care Trust
(HSCT) areas and are detailed in Appendix 1.

Healthy Living Centres
By Location
Western HLC
Belfast HLC
Northern HLC
South Eastern HLC
Southern HLC
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1. THE OLD LIBRARY TRUST
Healthy Living Centre, Central Drive, Creggan, Derry. BT48 9QG. Tel: 028 7137 3871 Email: george@olt.ie
2. BOGSIDE AND BRANDYWELL HEALTH FORUM
128 Lecky Road, Brandywell, Derry BT46 6NP. Tel: 028 7136 5330 Email: aileen@bbhealthforum.org
3. OAK HLC
LITE House, Cross Street, Lisnaskea, Fermanagh, BT92 0JE. Tel: 028 6772 3843 Email: Micheal.Mowen@oakhlc.com
4. THE ARC HLC
116-122 Sallyswood, Irvinestown, Fermanagh BT94 1HQ. T: 028 6862 8741 Email: jenny.irvine@archlc.com
5. DERG VALLEY HLC
5 Parkview Rd, Castlederg BT81 7BN Tel: 028 8167 0764 Email: martin@dergvalleycare.com
6. OMAGH FORUM FOR RURAL ASSOCIATIONS
Omagh Community House, 2 Drumragh Avenue, Omagh, BT78 1DP Tel: 028 82 251559 Email: maryt.conway@omaghforum.org

7. THE MAUREEN SHEEHAN CENTRE
106 Albert Street, Belfast BT12 4HL Tel. 028 9031 0346 Email. heartproject@btconnect.com
8. TOP OF THE ROCK HLC
689 Springfield Road, Belfast BT12 7FP Tel. 028 9244 5748 Email. r.mccorley@usdt.co.uk
9. ARDOYNE/SHANKILL HEALTH PARTNERSHIP
The Houben Centre, 432 Crumlin Road, Belfast. BT14 7TF Tel. 02890 75663 Email. una@ashlc.com
10. EAST BELFAST COMMUNITY DEVELOPMENT AGENCY (EBCDA)
55 Templemore Avenue, Belfast. BT5 4FP Tel. 028 9045 1512 E. linda@ebcda.org
11. SHAFTSBURY COMMUNITY AND RECREATION CENTRE
97 Balfour Avenue, Belfast, BT7 2EW T.028 9031 2377 Email. nbrennan@lorag.org
12. NEWLODGE DUNCAIRN COMMUNITY HEALTH PARTNERSHIP
206 Duncairn Gardens, Belfast. BT15 2GN Tel. 028 9074 5588 Email. julie@communityhealthpartnership.co.uk
13. LIGONIEL HEALTHY LIVING CENTRE
Wolfhill Centre, 148 Ligoniel Road, Belfast. BT14 8DT Tel. 028 90 391 225 Email. health@ligonielvillage.com
14. NEW LIFE COUNSELLING
25 Ardoyne Road, Belfast, BT41HX Tel. 028 9039 1630 Email.normapatterson@newlifecounselling.net

15. NORTHERN AREA COMMUNITY NETWORK
Old School House, Mill Street, Cushendall, BT44 0RR Tel: 028 2177 2100 Email: info@nacn.org
16. LOUGHGIEL COMMUNITY ASSOCIATION
The Millennium Centre, Lough Road, Loughgiel, Ballymena, BT44 9JN Tel: 028 2764 1389 Email: loughgiel@btconnect.com
17. COOKSTOWN WESTERN SHORES AREA NETWORK
2 Hillhead, Stewartstown, Dungannon BT71 5HY Tel: 028 8773 8845 Email:info@cwsan.org
18. CAUSEWAY RURAL AND URBAN NETWORK
1 Brook Street, Coleraine, BT52 1PW Tel: 028 7034 4934 Email: ann@crun.org
19. TIDAL
Toome House, 55 Main Street, Toome County Antrim, BT41 3TF Tel: 028 7965 9199 Email: tidal_toome@hotmail.com

20. THE RESURGAM TRUST
Laganview Enterprise Centre, 69 Drumbeg Drive, Lisburn, BT28 1NY Tel: 028 9252 8233 Email: gillian.lewis@resurgamtrust.co.uk
21. PENINSULA HEALTHY LIVING PARTNERSHIP
4 Church Grove, Kircubbin, Newtownards BT22 2SU Tel: 028 4273 9020 Email: sheila.bailie@setrust.hscni.net
22. COUNTY DOWN RURAL COMMUNITY NETWORK
Ballymote Centre, 40 Killough Road, Downpatrick, BT30 6PY Tel: 028 4461 2311 Email: nicholas@countydownrcn.com
23. POLEGLASS COMMUNITY ASSOCIATION
Sally Gardens Lane, Bell Steele Road, Dunmurry, Belfast BT17 0UJ Tel: 028 9062 7250 Email: martin@sallygard 22ens.org

24. THE VERVE PROJECT
Brownlow HSSC, 1 Legahory Centre, Brownlow, Craigavon, BT65 5BE Tel: 028 3756 3952 Email: lisa.mcaliskey@southerntrust.hscni.net
25. THE CLANRYE GROUP
Drumalane Mill, The Quays, Newry. County Down. BT358QS Tel: 078 6674 6423 Email: liam.devine@clanryegroup.com
26. WEST ARMAGH CONSORTIUM
20 Cathedral Road, Armagh City, BT61 7QX Tel: 028 3752 2759 Email: smccleary@btinternet.com
27. SOUTH LOUGH NEAGH REGENERATION INITIATIVE
1 Maghery Road, Dungannon, BT71 6PA Tel: 028 3885 2550 Email: mcalindenmary@yahoo.co.uk
28. RURAL HEALTH PARTNERSHIP IN SOUTH ARMAGH WALD CENTRE
Tullynavall Road, Cullyhanna, Newry, BT35 0PU Tel: 028 3086 1220 Email: ruralhealthpartnership@hotmail.co.uk
29. KILKEEL DEVELOPMENT ASSOCIATION
The Nautilus Centre, Rooney Road, Newry BT34 4AG Tel: 028 4176 2525 Email: kda.chiefexecutive@gmail.com

PROGRAM M E DELIVERY
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Each centre delivered a twelve-week group-based programme with light
exercise, usually Chi Me, personal development, pain management using the
Pain Toolkit and peer-led skill-sharing to promote development of relationships,
self-confidence and group rapport.
WEEK

T O P I C / FAC I L I TAT I O N

T O P I C / FAC I L I TAT I O N

1

Introduction
Programme planning with
participants Introduction
to your HLC and other
programmes on offer – this is
to provide participants with a
broader knowledge of what
is available and encourages
the ‘wrap-around’ approach
found commonly in HLCs

Led by HLC facilitator
Outline programme
Ask for participant suggestions
Get to know your group
Fill in registration and week 1 monitoring – HSC
Week 1 medication Each participant to be given a
Unique Identifying number (e.g. HLC name/001)
Collect HSC Numbers (of those willing) – to be
added on database beside Unique identifying
number
Ensure consent for follow up is signed

2

Understanding pain
Led by HLC facilitator
Introduction to pain selfSlides can be used from Pamela’s/ Christine’s
management
August 2019 presentations
Chi Me session
Session 1 PHARMACIST –
Pain and medication overview

3

Session on Pain Toolkit

4

Session on Pain Toolkit
Group-chosen gentle
movement session such as
Chi Me

5

Nutrition and Pain
Group-chosen movement
session such as Chi me

HLC facilitator to lead on Nutrition presentation
provided

6

Recap Event (Midway
point)
Possibly a dinner,
refreshments etc. a fun
activity that gives everyone
a chance to take stock of
learning and development to
date

HLC to lead
Fill in HSC Week 6 evaluation form

HLC facilitator to lead session on Pain Toolkit
presentation and Q&A session

HLC facilitator to lead on Pain Toolkit session

11

A BIG BARRIER THAT

I BROKE DOWN WAS

THAT I WASN’T ALONE,

AND THAT MEDICATION
COULDN’T FIX IT ALL.
FEMALE 47
WEEK

T O P I C / FAC I L I TAT I O N

K E Y FAC I L I TAT O R I N FO R M AT I O N

7

Introduction to Take 5
Group-chosen movement
session such as chi me

HLC to lead take 5 info

8

Session on Pain Toolkit
Group-chosen movement
such as Chi Me

HLC to lead

9

Group chosen movement
session such as Chi Me

HLC to lead chi me / facilitator

10

Peer-led chosen activity
Group-chosen movement
session such as Chi Me

HLC to lead / facilitator

11

Pain or local MDT
PHYSIOTHERAPIST if possible
– more information on
movement and pain Groupchosen movement session
such as Chi Me

Pain or local MDT PHYSIOTHERAPIST if possible
– more information on movement and pain Groupchosen movement session such as Chi Me
Contact physios in your area (or a fitness instructor
with exercise referral and) pain experience

12

Final session
HLC to lead
Key info on further (HLC)
Evaluation forms to be filled out: EQ5D form
programmes
HSCB Week 12 forms
Discuss if and how to proceed
into ongoing support group
Recap on Pain Toolkit and
Take 5
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PROGRAMME
OUTPUTS

The ongoing development and delivery of the programmes has been
overseen by a Steering Group since April 2019. Its membership includes
HLCA, HSCB and PHA staff, primary and secondary care clinicians and
academics. It meets monthly.
FI GU RE 2
OUTPUT

TOTAL NUMBER

HLC Staff trained to deliver
pain support programmes

45
19

HLC Staff trained in Chi Me, a
softer version of Tai Chi suited
to people living with pain
Hours of Pain Support
Programmes delivered
Total number of beneficiaries

Total number of attendances

576
244
1504
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PATIENT
CHARACTERISTICS

Of the 244 participants over 220 listed their health conditions. Often more than
one condition was recorded, and some conditions are not known to cause pain
as such but were either perceived to do so by participants at the beginning of the
programme or were listed regardless. Mental health issues were reported by more
than 30% ( 73 participants).
FI GU RE 3
TYPE OF PAIN REPORTED ON REGISTRATION (NUMBER OF PARTICIPANTS)
Arthritis
ME / Chronic fatigue
Migraines
Rheumatoid Arthritis
Spine injury
Slipped discs
Knee Pain
Back pain
COPD
Fibromyalgia
Nerve damage / pain
Osteoarthritis
Gout
Underactive thyroid

(76)
(26)
(19)
(31)
(N/A)
(32)
(21)
(39)
(18)
(52)
(19)
(7)
(16)
(13)

52.2% had a form of arthritis and the most common areas of pain were
in hips, knees and wrists. The second most common condition at 23.3%
was fibromyalgia often paired with other issues such as nerve pain, thyroid
problems and mental health issues such as depression or anxiety.
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PROGRAMME
OUTCOMES
From the evidence we have gathered it
is clear that the planned and trained-for
approach to pain support programme
provision within HLCs has been
successful. We provide a number of
case studies to reflect this. Retention
of beneficiaries was high with 67.6%
of participants attending eight or more
sessions and 77.87% completing the
programme, i.e. registering during the
first session, attending the last and a
variable number in between.

For evaluation our programmes used
PSEQ2 and PHQ4+2, also used in
the earlier pilot programmes. These
were chosen as recommended by
the Northern Ireland Pain Forum for
evaluation of any pain management
intervention and use in all settings
including community and primary care.
We also gathered qualitative information
through case studies and HSCB
questionnaires (see Appendix B).

PSEQ2 RESULTS

The PSEQ-2 is the two-item short
version of a 10-item long original pain
self-efficacy assessment tool designed
to measure confidence in one’s ability

to work and lead a normal life despite
pain.6 A score of 5 or less indicates a
low level of confidence in being able to
function in the presence of pain. A score
of 8 or higher reflects a desirable level
of pain self-efficacy or confidence in
being able to function in the presence of
pain.
At the beginning of the programme, all
244 registering participants completed
this, and 92% of them had a PSEQ2
score of under 8. The lowest scores
come from clients with arthritic
conditions and ranged from 2-5. Those
who attended 8 or more sessions
experienced an increase in their scores
by over four points at the end of the 12week programme.
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The minimum increase was 1 point in
21% of participants, all of whom had
an original pain score of 8-10 or an
attendance rate of less than 50%. This
demonstrates the positive correlation
between participants consistently
attending and their improved scores,
including increases of 6-8-points.

On week one 62.3% of participants
scored pain intensity as 8-10. Within
this cohort, pain intensity reduced to
4-7 by week twelve. The majority of this
group suffered from a form of arthritis,
ME or fibromyalgia.

PHQ4+2 RESULTS

I HAVE DEVELOPED
A VERY POSITIVE

The PHQ4 is a four-item questionnaire
that measures depression and anxiety7
augmented with two pain-intensity and
interference questions.

ATTITUDE TO

MY HEALTH. MY

CONSULTANT WAS

The PHQ4+2 pro-forma was completed
by 70% of participants on both week
one and week twelve. This percentage
was less than for the PSEQ2 perhaps
due to it being longer. Pain interference
decreased by at least one point for
all of the 70% of participants who
completed it. Pain intensity reduced
by a minimum of two points and a
maximum of seven points.

Nicholas MK, McGuire BE, Asghari, A. A 2-item
short form of the Pain Self-efficacy Questionnaire:
development and psychometric evaluation of PSEQ2. J Pain 2015 Feb;16(2):153-63.
6

ASTONISHED AT

HOW WELL I WAS
DOING SINCE SHE

HAD LAST SEEN ME
TWO YEARS AGO.
FEMALE 55

Loewe B, Wahl I, Rose M et al. A 4-item
measure of depression and anxiety: validation
and standardization of the Patient Health
Questionnaire-4 (PHQ-4) in the general population.
J Affect Disord 2010 Apr;122(1-2):86-95.
7

MY FIRST THOUGHT WAS
THAT IT (THE SUPPORT
PROGRAMME) WAS

GOING TO TAKE MY PAIN
AWAY. THEN I REALISED
IT’S NOT GOING TO GO

AWAY BUT I THAT CAN

MANAGE IT MUCH BETTER.
FEMALE 55

PROGRAMME OUTCOMES
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SAMPLE
PROGRAMMES

A selection of sample programmes was chosen to outline the delivery
outputs of the programmes in a mix of rural and urban areas.

DERG VALLEY (DV) HLC
DV HLC had fourteen participants
with 64.3% attending eight or more
sessions and a 100% completion rate
of the programme. The programme
outcomes demonstrated improved
PSEQ2 scores for participants
ranging from a one-point increase
to a maximum of six points. On

week one 8 participants scored
between 1-3 and 6 participants
scored between 3-5. The chart below
shows the increase of participants
point score by week twelve with 8
participants scoring between 6-8
and 4 participants scoring between
4-7.

DV PSEQ2 SCORE INCREASES BY WEEK 12
4.5
4
3.5
3
2.5
2
1.5
1
0.5
0

x1

x2

x3
DV PSEQ2 SCORES WEEK 12

x5

x6

18

PROGRAMME OUTCOMES

COUNTY DOWN RURAL
NETWORK (CDRN)

CDRN had fourteen participants
with PSEQ2 score improvements
over the twelve weeks ranging from
one to seven points.

14 PEOPLE

CRN PSEQ2 SCORES WEEK 12
7
6
5
4
3
2
1
0

x1

x2

x3

x4

NUMBER OF PARTICIPANTS IMPROVED POINTS

x7
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OLD LIBRARY TRUST HLC (OLT)
OLT had 25 participants with
67.3% completing the twelve-week
programme and attending more
than eight sessions.

• Pain Intensity scores for 18
participants reduced by between 5
and 7 points by week twelve, from a
baseline at the start of between 7-12
to between 1-3 by week twelve.

• 16 out of 25 participants, all of
whom completed the PHQ4 on week
one, indicated that they were feeling
anxious and depressed nearly
every day at the beginning of the
programme.

• Pain Interference scores reduced
for all participants by a minimum of
one and maximum of eight points

PHQ4 - 4 ITEM SCORE
18
16
14
12
10
8
6
4
2
0

Score of 3

Score of 2
WEEK 1

Score of 1
WEEK 12
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HSCB
QUESTIONNAIRES
WEEK ONE

WEEK TWELVE

Out of 244 participants, 235
completed this medication focussed
questionnaire. Of these:

231 participants completed the
medication-focussed questionnaire
at the end of the programme.

• 98% were taking some type of
medication for their condition.

• 18% of participants stated 		
that their medications had 		
changed from the beginning of the
programme.

• 62.2% stated that their medicines
were prescribed
• 36% stated that they do not take
their medications as prescribed.
• 69% 5 on a scale of 1-5 of how
much they rely on their medication
for their pain.
• According to feedback from
facilitators based on their 		
observations, many participants
appeared to ‘mix’ prescription
medication with over the 		
counter (OTC) “painkillers” and
other medications.

• 29% of participants stated that
they do not take medications as
prescribed.
• 60% of participants scored “3” on a
scale of 1-5 of how much they rely
on their medication for their pain.
Anecdotal feedback from facilitators
indicates that many participants
changed their medication, all
felt they understood medication
more and felt confident in asking
their GP about their medication in
future if necessary due to having a
better understanding of pain and
the pharmacist input. We intend
to measure this understanding in
future programmes through the
addition of the COMM evaluation tool.
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CASE STUDIES
We have included a range of case studies that illustrate the individual
outcomes achieved by participants illustrating the benefits of the pain
support programme and the impact it has on people’s lives.

EXAMPLE 1:

EXAMPLE 2:

“5 months ago I thought that was it
for me. My new life was me sitting in
the house, in pain, with nothing to do
or look forward to. The Pain Support
Group has completely changed that
for me. I now have a reason to get out
of bed (even when I am feeling unwell
and in a lot of pain) because I know
when I participate in the group, I
will feel better about myself. I am
communicating with people and
making new friends. I am no longer
isolated at home with too much time
on my hands to overthink things. I
am learning new skills and I am also
imparting the skills that I already
have to group members.
The Pain Support Group has quickly
become an integral part of my life
and I love attending every week”

“During the programme I was
unfortunately diagnosed with
cancer but continued to come along
when I wasn’t attending hospital
appointments.
My mobility was and still is limited
and I use a mobility scooter when I
need to. In saying that I was keen to
take part in the gentle exercises and
felt they did help me. Unfortunately,
due to my diagnosis I wasn’t able to
stop or reduce any of my medication,
but from having the pharmacist in
on one of the sessions I went back to
my own GP and questioned some of
my current pain medication. I am
very upbeat about things despite
my diagnosis and am taking an
approach of one day at a time. I
enjoyed the mindfulness and have
been practising this along with some
of the steps from the pain toolkit.”

HLC: Top of the Rock
Participant Age: 57
Participant conditions:
Fibromyalgia, anxiety,
stiffness

HLC: EBCDA
Participant Age: 65
Participant conditions:
Asthma, arthritis knees
and back

22
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CASE STUDIES
EXAMPLE 3:

HLC: Resurgam
Participant Age: 52
Participant conditions:
Arthritis, lymphedema,
cellulitis, diverticulitis
“I felt the course helped me as I
learned relaxation methods and
feel a lot more confident. Learned
how to discuss and change
medication with pharmacist.
Enjoyed meeting like-minded
people and finding I am not alone
with my pain. Feeling a lot more
positive for the future”

ARTHRITIS,
LYMPHEDEMA,
CELLULITIS,
DIVERTICULITIS

I WAS IN UTTER SHOCK AT THE

GROUP WHEN WE TALKED ABOUT

TABLETS AND HOW WE CAN BECOME

DEPENDENT ON THEM (I MYSELF WAS
GOING THAT WAY!) I’VE LEARNED
THAT THEY DON’T CONTROL ME I
CONTROL THEM! FEMALE 46

NOW AN AWARD-WINNING
PROGRAMME!

In October 2020 our pain support
collaboration i.e. Health and Social
Care Board, the Healthy Living
Centre Alliance and the Public
Health Agency, won two of the
most prestigious ‘PrescQIPP’8
NHS Innovation in Pharmacy and
Medicine Awards. The collaboration
secured the ‘Delivering Across
Integrated Care Award’ and, on the
day of the ceremony, broadcast from
Cardiff, also won the overall Silver
Award.

Anne-Marie Groom, HSCB
Pharmacy Advisor, who presented
on behalf of the partners, said she
was ‘simply delighted to have won
the Integrated Care Category, but
then for us to also take the Silver
Award on the day was just the icing
on the cake! This fantastic news,
especially now when there is so
much gloom in our midst in terms
of the ongoing Covid-19 pandemic
and the effect it is having on mental
health in the community.’
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KEY LEARNING POINTS
1. An 80% standardised programme
with a key delivery inventory works
best, leaving 20% for local flavour
in each community to allow for
flexibility.

outcome to allow participants who
encounter unexpected problems to
be taken offside by a facilitator while
another continues to deliver the
programme.

2. There is wide variation in levels
of pain and ability as well as a broad
range of health conditions among
programme participants. This must
be reflected in a flexible, gentle
and confident approach especially
to physical activity appropriate to
participants’ circumstances.

6. To enhance retention of
participants in some areas (urban
more than rural), it is agreed as a
good practice element to incorporate
a dinner or celebration event at
week six to review learning, provide
opportunities for discussion and
renew the “buzz” of the group for
the second half of the programme.
This proved successful in the Down
Rural Community Network and is an
option for all future programmes.12

3. Informal interaction between
participants helps to encourage and
empower otherwise less confident
members of the group to re-engage
with activities they no longer
believed themselves capable of
doing safely and enjoyably.
4. The anchor facilitator at each
centre is key to maintaining
discussion, enabling learning and
supporting beneficiaries throughout
the programme, especially where
external facilitators are brought in
to deliver particular sessions.
5. Having two HLC facilitators
delivering the programme is
recommended as a learning

7. The addition of arts-based therapy
sessions was highly welcomed by
participants in Clanrye and Top of
the Rock HLC and added as a key
element to January – March 2021
programmes.
8. Not all participants are ready
for group-based programmes. If
1-1 work needs to be undertaken to
build confidence and relationships,
this can be explored through social
prescribers like the Belfast-based
Connected Community Care hub.
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9. Longer lead-in times are needed
for programmes to recruit the “right”
participants and steer away from
those participants that “attend all
groups”, arriving at a truly painfocused cohort. This requires earlier
confirmation of funding, delivery of
training, collection of feedback and
planning for the next phase. It would
also give lead-in time and allow for
more referral sources to feed in
participants in need of and most
likely to benefit the programme.
10. To this end, we had planned
roadshows to create better links with
pain clinics in each HSCT area to
learn how we could work mutually
supportive, but the pandemic
intervened. Other interim options
include existing channels through
the Pain Forum, GP Federations,
clinical networks and educational
networks.
11. More training is needed for
facilitators on evaluation methods
and information management skills
because there are varying levels of
experience among facilitators and
this can reduce the quality of data for
monitoring and evaluation.

12. Finally, the Steering Group will
consider the scheduling of future
programmes both during and after
the 9-5 working day to facilitate those
working full or part-time.

80%

20%
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CONCLUSION

The Healthy Living Centre Alliance
is delighted to attest that Pain
Support Programmes sit among our
most successful and popular ones
and would welcome independent
verification as to their success. HLCs
are now more capable of providing
support to the many pain patients
they encounter. Many skills of their
staff are transferable and they are
trained to deliver a wide range of
interventions competently and to a
high standard. Interest among HLC
managers in delivering the Pain
Support Programme has grown with
the success of each phase, of which
there are now three. Networks

with other pain services like the
connection established with pain
consultants in Belfast continue to
grow and can easily be replicated in
other HSCTs with a view to setting
up referral pathways.
The learning from September to
December 2019 described here was
used to develop the programme
schedule for January – March
2020 and beyond. By then we had
worked with over 600 participants
living with pain and had aimed to
develop peer-led training to include
those who have participated in
programmes in future delivery, but
the pandemic intervened.
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APPENDIX A

January – March 2020 Healthy Living Centre Pain Support
Programmes Evaluation

INTRODUCTION

METHODOLOGY

Between January and April 2020
members delivered 18 pain support
programmes across all five Health
and Social Care Trust (HSCT)
areas. The programmes began
and proceeded very successfully
in each location with a total of 229
participants taking part, 84% of
which were still attending regularly
by week 8 of the programmes.

While this had not been planned
for, HLCA set about contacting
the Pain Support Facilitators and,
by early April, meetings were
being held on Zoom with a view to
retaining programme cohesion and
connectivity with the participants.

Unfortunately, a significant decrease
in attendance occurred from early
March due to increasing concerns
around the COVID 19 pandemic
and its potential impact. The target
population group for pain support
programmes not only suffers from
persistent pain, but more often
than not has co- morbidities like
other long-term conditions and is
therefore in the main particularly
vulnerable to infection with the
virus. Therefore, by mid-March 2020
and the beginning of lockdown, all
face-to- face programme activity
had stopped.

From this point onwards, HCLA
supported facilitators to continue
engaging with their programme
participants in this novel manner
through a variety of methods:
• Whatsapp videos on pain support
topics to groups and weekly
check-ins
• Individual phone support for
those who could not access other
means
• Zoom or other online platform
facilitation for participants who
had digital access
Despite this, it quickly became clear
that less than 40% of participants
felt comfortable and able to access
and engage with online programme
delivery. It was also evident that this
new programme delivery method
required confidence-building and
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support for facilitators. On account
of this, the project steering group
decided on a flexible approach
to continued engagement with
participants in each individual
programme.
As a result, facilitators successfully
continued to work with 62% of the
original participants throughout
April, May and June, providing
support in pain management and
social connectivity well beyond the
originally intended programme
duration of 12 weeks. Whatsapp and
Facebook groups were set up and
encouraged peer support through
lockdown for participants with
very positive feedback outlined
below. Throughout lockdown in
March and beyond into June HLCA
facilitators delivered 204 hours of
support to programme participants
in this adaptive manner, which is a
great testament to the facilitators’
commitment to their participants
and to the programme.

RESULTS
Given lockdown conditions,
much of the intended monitoring
methodology became impractical
because it had been designed for a
face-to-face delivered programme
and could not be easily adapted to the
new virtual context of the pandemic.
At its beginning, facilitators observed
heightened anxieties, pain and
insecurity among many participants.
Many participants (over 50%) were in
the shielding category i.e., clinically
highly vulnerable.

HSCB MEDICATION
QUESTIONNAIRES

The HSCB Medication Questionnaire
was deemed the most relevant
monitoring tool to get quantitative
data from participants after
programmes had been disrupted
by the pandemic. This brief report
therefore focusses on its initial
results
Week 1 (220 participants
completed)
• 99% were taking some type of
medication for their condition
• 79% stated that their medicines
were prescribed
• 33% stated that they do not take
their medications as prescribed
• 60% scored 5 on a scale of 1-5
of how much they rely on their
medication for their pain.
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• During the pharmacist presentation
sessions, facilitators observed that
many participants did not appear
to have a full understanding of their
medications and what each was for.
Confusion seemed quite common,
but afterwards it appeared that
participants were more confident
to speak to their doctor or
pharmacist about their current
medication or use of prescription
medication.
Week 12 (143 participants
completed)
• 12% stated that their medications
had changed from the beginning of
the programme
• 61% of those that completed the
week one questionnaire stated that
their medicines were
prescribed
• 19% stated that they do not take
medications as prescribed
18% scored 5 on a scale of 1-5
of how much they rely on their
medication for their pain, with
24% scoring 4, 31% scoring 3 and
the remainder scoring 1 or 2 on
this scale.

CASE STUDY - SAINTFIELD
PAIN MANAGEMENT
COURSE JAN 2020
77 yr. old female with self-reported
severe hip pain and arthritis in
both hands; who attended all nine
pre-pandemic programme sessions
until the programme ceased to be
delivered, having been signposted
to the Healthy Living Centre of the
County Down Rural Community
Network by her GP.
Case study details:
“This lovely lady arrived each week
and engaged with all aspects of
the programme. She embraced the
mindfulness, the Chi Me and the
various inputs from a physiotherapist,
pharmacists and aromatherapist. She
found the programme very helpful.
The Pain Toolkit was central to
supporting and educating this lady about
how to think about her daily routine –
pacing and planning.
She learnt about opioids and other
drugs which prompted her to reduce her
medication intake. This lady enjoyed the
weekly contact and connectivity of the
group and her analysis was that despite
finishing prematurely she gained greatly
from the course.
We continued to connect with this lady
on an almost weekly basis at the start of
lockdown with phone calls, sending out
wellbeing packs and audio meditations.”

30

CONCLUSION
By mid-January 2020 some 229
people experiencing persistent
pain had enrolled on the 18 pain
support programmes spread across
the region. By early March, with the
threat of Covid-19 edging closer and
closer, attendance at the programme
modules was decreasing and by
mid-March we had to abandon any
further delivery. The Pain Support
Facilitators, after meeting in early
April, continued to deliver elements
of the programme by phone, social
media and eventually by Zoom. As a
result of the disruption, facilitators
were not able to glean the full

extent of monitoring information as
planned. However, the HLCA Pain
Steering Group was satisfied that
it was the best that could’ve been
achieved in the circumstances and
set about planning the post-summer
tranche of programmes electronically
rather than face-to-face. Now, thanks
to the dedication of the HLC staff,
we have overcome many of the
challenges in delivering pain support
online, completing 19 programmes
September-December 2020 and are
currently in the midst of a second
tranche of 22 programmes.
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Pain Medication Questionnaire - Week 1
This information will be used for the sole purpose
of evaluating the pain management programme.
1.

Do you get prescriptions for pain medicines from your GP practice?
Yes 		

No

If yes, do you use these medicines as prescribed?
Yes		 No
If no, please explain why: .............................................................................................................
2.

Apart from medicines, what else do you do to help your pain?
Nothing
Hot/cold packs
Stretching
Keep active/exercise
Relaxation techniques
Rest
Alternative therapies
Other 					Please explain: ................................................................

3.

On a scale of 1-5, how much do you rely on your medicines to help your pain?
1		 2
3
4
(Very little)			

Thank you for completing

5
(A huge amount)
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Pain Medication Questionnaire - Week 12
This information will be used for the sole purpose
of evaluating the pain management programme.
1.

Please tick any of the following statements that apply to you since starting the 		
programme:
I understand my pain medicines better
I understand that medicines play only one part in helping pain
I have discussed my pain medicines with my GP practice
I have discussed my pain medicines with my local pharmacist
The amount of pain medicines I take has changed
None of the above statements apply to me
If the amount of medication you take has changed since starting the programme, 		
please explain briefly what has changed.

2.

Apart from medicines, what else do you do to help your pain?
Nothing
Hot/cold packs
Stretching
Keep active/exercise
Relaxation techniques
Rest
Alternative therapies
Other 					Please explain: ................................................................

3.

On a scale of 1-5, how much do you rely on your medicines to help your pain?
1		 2
3
4
(Very little)			

Thank you for completing

5
(A huge amount)
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Pain Medication Questionnaire – 6 Months
This information will be used for the sole purpose
of evaluating the pain management programme.

2.

Please tick any of the following statements that apply to you since starting the 		
programme:
I understand my pain medicines better
I understand that medicines play only one part in helping pain
I have discussed my pain medicines with my GP practice
I have discussed my pain medicines with my local pharmacist
The amount of pain medicines I take has changed
None of the above statements apply to me

If the amount of medication you take has changed since starting the programme, please
explain briefly what has changed.
2.

Apart from medicines, what else do you do to help your pain?
Nothing
Hot/cold packs
Stretching
Keep active/exercise
Relaxation techniques
Rest
Alternative therapies
Other 					Please explain: ................................................................

3.

On a scale of 1-5, how much do you rely on your medicines to help your pain?
1		 2
3
4
(Very little)			

5
(A huge amount)

PAIN STEERING GROUP &
FACILITATORS

