
The role of

in delivering a holistic 
sickle cell service

Gary Bridges, Counselling Psychologist &

U’mau Otuokon, Honorary Assistant Psychologist



IMPARTS Screening

 The IMPARTS (Integrating Mental and Physical Health 
Research Training and Services) screening system was 
introduced within haematology clinics in March 2019. 

 Given routinely to patients attending for an annual review 
or who are new to the service (e.g. transferred from a 
different hospital or transitioned from the paediatric 
service). 
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Questionnaires used
 The Patient Health Questionnaire-9 (PHQ-9)

 The Generalised Anxiety Disorder Scale (GAD-7) 

 The IRT SMOKING questionnaire

 The Jenkins Sleep questionnaire (JSQ)

 The Work and Social Adjustment Scale (WSAS)

 Brief Pain inventory (BPI) for patients who answer that 
pain been an ongoing and significant problem in their life 
over the past three months

 Medication questionnaire (for patients currently 
prescribed Hydroxycarbamide or Exjade)
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Why bother?
It is well established that when patients have co-morbid 
mental health problems, this:

 Results in poorer outcomes through direct physiological 
mechanisms, by decreasing adherence to treatment and by 
increasing unhealthy behaviour such as smoking, poor diet 
and lack of exercise;

 Predicts increased length of hospital stay, more outpatient 
visits, poorer quality of life, greater disability, increased 
admissions and health care costs, poorer concordance with 
treatments and poorer health outcomes;

 Predicts functioning better than medical variables do.
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Screening in Clinic
 Patients are given an information sheet by a member of the 

nursing team upon arriving for their appointment;

 The information sheet explains the purpose of screening 
and invites them to complete the web-based questionnaire 
on the iPad;

 If the patient agrees to complete the screening, they will be 
given the iPad to complete the questionnaires prior to their 
consultation;

 Support is given to the patient to complete the screening as 
far as possible, particularly if they have sight impairment, 
physical disability, language or learning needs.
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Honorary Assistant Psychologist
 Currently we are lucky to have U’mau Otuokon as an 

Honorary Assistant Psychologist who has played a vital role 
in:

 Supporting patients to complete the questionnaires

 Maintaining an electronic database of their scores 

 Liaising with the IMPARTS team and troubleshooting  
any technical problems
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Screening Implementation

• 3 patients only declined 

participation (1.5%)

• Most patients were happy to have psychological and 

other impact/concerns addressed

Participation Anecdotal themes from patient 

conversations:

• At times patients became notably emotional during  

screening sessions, occasionally ending in tears 

• Some patients felt psychological distress was not relevant 

to them but would participate anyway

• A substantial number of patients expressed the 

frustration they felt living with a very disruptive yet 

invisible disease; ‘no one understands’

• 201 Patients screened March 2019 

– March 2020

King's Sickle Cell Service 
IMPARTS Participation

March 2019 - March 2020

Participated Declined Participation
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Remote Screening
 Patients are sent a link 24 hours prior to their appointment;

 Patients clicking the link will see an information summary 
which explains the purpose of screening and invites them 
to complete the web-based questionnaire;

 If the patient agrees to complete the screening, they will 
follow the link on the information summary to complete 
the screening;

 A central email account for the clinic will receive a 
notification that the patient has completed screening;

 Patients answering positively for suicidal ideation will see a 
pop-up screen which directs them to more immediate 
sources of help and support if they feel unable to keep 
themselves safe until their appointment. 
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Depression
 52 out of 201 patients screened positive for probable Major 

Depression, a prevalence rate of 26% (based on a score of 10 
and above out of 27 on the PHQ-9). 

 This prevalence rate rises to 35% if an additional 19 patients 
are included who had milder symptoms of depression and 
scores between  5-9.

12



Anxiety
 39 out of 201 patients screened positive for probable 

Generalised Anxiety Disorder, a prevalence rate of 19% 
(based on a score of 10 and above out of 21 on the GAD-7). 

 This prevalence rate rises to 29% if an additional 19 
patients are included who had elevated levels of anxiety 
and scores between 5-9.
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Sleep disturbance
 51 out of 201 patients had a high frequency of sleep 

disturbance, a prevalence rate of 25% (based on a score of 
12 or more out of 20 on the JSQ). 

 If using a lower cut off score of 5 and above, this would 
indicate 68% of patients had experienced poor sleep over 
the preceding month as compared to normal sleepers.
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Functional Impairment
 45 out of 201 patients rated the degree of impairment in 

their functioning due to their health condition as being in 
the moderately severe to severe range, a prevalence rate of 
22% (based on a score of 21 or more out of 40 on the 
WSAS). 

 This prevalence rate rises to 52% if those with moderate 
impairments are included (scores between 10-20 on the 
WSAS).
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Pain
 119 out of 201 said pain had been an ongoing and significant 

problem in their life over the past three months, a 
prevalence rate of 59%. 

 Of these 119 patients, 52 said the pain had been in the 
moderate to severe range over the past week, a prevalence 
rate of 44% (based on mean scores of 5 and above on the 
BPI Severity scales), while 60 patients reported the 
interference of this pain on their life had been moderate to 
severe over the past week, a prevalence rate of 50% (based 
on mean scores of 5 and above on the BPI Interference 
scales).
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Interpretations
 The data from this audit is in keeping with more recent 

findings that pain in adults with SCD is far more prevalent 
and severe than previous studies have portrayed (e.g. Smith 
et al. 2008).

 For patients with a BPI score of above 55 (moderate to 
severe pain), 57% also screened positive for probable Major 
Depression, while 42% screened positive for probable 
Generalised Anxiety Disorder.

 Depression and anxiety have been shown to be larger 
predictors of pain factors than disease phenotype, and 
result in increased frequency, intensity, distress and 
disruption due to pain (e.g. Levenson et al. 2008). 
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Patient Feedback

• "this [screening] is very good". Patient noted previous illness which was related to stress 
and identified the need to be more educated on how to manage their health

• ‘Very good… covers questions I would have liked to talk about'

• ‘…glad …this is what I am going through now’

• Brief Pain Index is 'an insult... offensive… not appropriate.’ Patient noted this as a 
common issue of discontent amongst other SCD sufferers. ‘Patients and professionals 
should work in partnership to develop care’ for SCD cohort’

• 'this is too late... I needed this kind of assessment years ago when I was struggling. 
However, I enjoyed the questionnaire experience'



Staff Reflections
• There is always a lot to learn from listening to patients as the range of psychological and 

lifestyle differences varies just as the expression of the physical illness varies.

• IMPARTS highlights the significant impact of psychological distress in the lives of 
individuals living with sickle cell and thalassemia, and helps us strengthen the business 
case for expanding our psychology service by providing clear data on prevalence of 
depression, anxiety, sleep disorder etc. in our cohort.

• ‘IMPARTS has enabled us to begin a more holistic conversation with our service users and 
given the team a better understanding of some of the additional struggles that they face.’     

Consultant Haematologist

• I was moved by patient vulnerability, inspired by their resilience and proud to be 
part of a service addressing this significant interaction of their whole health.



Additional Benefits
 IMPARTS data has been used within a business case 

for an additional psychologist. 

 It helped identify the psychological needs within this 
patient group, but highlighted the fact existing 
psychology staffing levels were unable to meet this 
need fully.
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Draw backs
 PHQ-9 – depression scores can be inflated by 

symptoms more attributable to the health condition 
(e.g. fatigue).

 Technical issues – infrequent.

 Accessibility of data – is held by the IMPARTS team 
and has to be accessed through

them, and is not linked to 

individual patients.

 Patient fatigue.
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Future developments
 Implement within the Transition clinic. 

 Implement within the Joint sickle pain clinic.

 Use as an outcome measure.
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Questions?
 Gary Bridges, Counselling Psychologist

 Telephone: 020 3299 5108.

 Email: garybridges@nhs.net

mailto:garybridges@nhs.net

